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Abstract

This thesis investigates Russian civil society organising around disability. It seeks to demonstrate the
construction of legitimacy through depoliticization, and its opportunities and threats for disability
organising. It proposes an analytical framework of resistance which foregrounds actors’ intent and
meaning-making to identify resistance which strategically aims to evade perception.

Civil society research has characterised the Russian state as relating to civil society in two broad ways:
(1) encouraging its action as a partner of state which responds to legitimised social welfare needs and
(2) restricting action which it perceives as politically threatening. Within this research, disability
organising has largely been naturalised as belonging to the first category. However, just as the
categories of legitimised and delegitimised civil society are more fluid than the above binary might
suggest, understandings of disability organising as legitimate are also contingent. This raises questions
about how disability civil society organisations (CSOs) enact, negotiate, and instrumentalise
legitimacy, and how the category of legitimacy interacts with constructions of disability.

| explore these questions through four empirical chapters, based on interviews with actors involved in
disability organising. The first chapter asks how people organising around disability perceive their
environment and how this influences action. Their perceptions of risk result in strategic management
of action to appear compliant. They link compliance to depoliticised social action. In the second
chapter, | ask why this works in relationship to disability organising. | demonstrate how disability, and
thus disability organizing, have been naturalized as apolitical via association with the private sphere,
medical expertise, charity, vulnerability, and dependence. | show that assumptions of vulnerability are
instrumentalized by some actors to resist; organizing from within the disability sphere manages the
risk of sanction by benefitting from the sphere’s assumed depoliticization. In the third chapter, |
explore the everyday, ambiguous forms that resistance takes so as not to trouble apparent
compliance. While some actors strategically avoid identification by the state of their action as
contentious, research does not need to reach the same conclusions. Rather, | argue for the need to
extend the forms of action which we recognise as resistance under these conditions. In the final
empirical chapter, | look to how normatively politicized LGBTQ+ identities interact with normatively
depoliticized disability identities. | demonstrate that legitimization as a civil society actor is contingent
on perpetuating the misrecognition of disabled people as non-agentic, passive, and desexualized. |
thus demonstrate how apparent compliance structures unequal recognition and exclusions. Analyzing
how LGBTQ+ disabled actors negotiate this through strategies of fluid identity management and
community building extends our understandings of resistance.

Through the thesis, | unite civil society and disability literatures to make three main contributions.
First, | challenge the notion that enacted compliance is forced or passive; it is rather highly strategic.
Second, | demonstrate that apparently social action cannot be understood as non-resistant and
apolitical. In doing so, | highlight actors’ instrumentalization of assumed vulnerability as a resistant
strategy and uncover a range of forms of resistance which aim to evade dominant perceptions. Finally,
| show how enacted compliance both functions as strategy and struggles to address existing power
relationships. These findings call for research which recognises and values a wider range of resistance,
and for organizing which is reflexive about and responsive to how its strategies may replicate
exclusions.
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‘Hy, npocTo ecnn 310 He 0bCyKAaTb, TO UCTMHA He poauTca.
‘Well, just, if it isn’t discussed, then the truth (istina) won’t be born.’
Aleksandra, founder of a registered civil society organisation.

One opening question | asked at interviews was, ‘How did you end up doing this?’ This question gave
me some frame of reference. It referred to a story which participants knew and had, perhaps, already
told — to themselves or to others. In that sense, it was conceived of as an ‘easy’ question.

Sometimes, the answers were not particularly easy. People described depression, family breakdown,
having no access to information, and feeling hopeless and alone.

They have been resourceful, courageous, and resilient. They should not have been forced to be so.

| dedicate this thesis, with immense gratitude, to those without easy answers.
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Chapter One
Introduction

1. Introduction

The ‘Foreign Agents’ Law? specifies that ‘political activities do not concern, for
instance, culture and art, health care and healthy ways of life, maternity assistance
and child care, social support of the disabled, and charity’ (Kulmala, 2016, p. 207,
emphasis added).

‘...the figure of the child is used to render certain positions as extra-political, as beyond
the realm of politics, and | suggest that the disabled body performs a similar function’
(Kafer, 2013, pp. 96—97, emphasis added).

This thesis brings together literature on civil society, social movements, and disability with
gualitative, interview-based research to explore disability organising in Russia. It does so to
challenge two misperceptions that affect how we understand disability organising and, more
widely, resistance. The first: the association of the social sphere with depoliticization. The
second: the characterisation of disabled people as extra-political, or beyond the political

sphere (Kafer, 2013).?

In doing so, | argue for the recognition of a strategic infra-politics of resistance in restrictive
conditions. | also demonstrate that assumptions of inherent vulnerability and depoliticization
may be strategically mobilised as a source of agency and power. Finally, | sketch the
limitations of these strategies in conditions where actors strategically avoid risk of sanction.
These strategies remain dependent on ambiguity and liminality, and structure erasures of
aspects of identity which may perpetuate the misperception of disabled people as passive,
infantile, and inherently vulnerable. Where the action of and access to disability civil society

organisations (CSOs) is predicated on replicating these misperceptions, patterns of exclusion

'Federal Law No0.121-FZ of 20 July 2012 ‘On Introducing Amendments to Legislative Acts of the Russian
Federation regarding the Regulation of the Activities of Non-Commercial Organisations Performing the
Functions of a Foreign Agent.’

ZHere and throughout, | use extra-political and apolitical in broadly similar ways to indicate dominant
perceptions of the disassociation or removal of an identity (e.g., disabled) or organising area (e.g., disability
organising) from the political sphere, or from a space of ‘contestation and agonistic engagement’
(Swyngedouw & Wilson, 2014, p. 6). | use apolitical without the connotations of apathy or antipathy which
it can sometimes hold. Rather, | simply mean that an object, person, or topic is characterised as unrelated
to the political realm.



10

and erasure within the disability organising sphere operate unequally to exclude certain
groups. How disability is misrecognised thus offers both opportunity for infra-political action
and reinforces power imbalances and exclusions. Exploring how legitimacy of actions and
identity is created, instrumentalised, and resisted in Russian disability organising therefore

contributes to debates on the nature and challenges of infra-political resistance.

| address these questions in the context of Western, largely urban Russia, through the
experience of civil society actors based in and around Moscow, Saint Petersburg, and Nizhny
Novgorod. As | discuss initially below (Section 4) and further in situating the thesis in this
setting (Chapter 4), the Russian context productively supports analysis of both infra-politics
and the construction of disability as extra-political. | include actors who participate in a wide
range of organising spaces (Chapter 2). Within the thesis, | use civil society organisation (CSO)
as a pragmatic shorthand including, unless otherwise specified, a range of organisational and

non-organisational forms, social movements, and communities.

| am particularly concerned to explore resistance as identified by actors themselves, based on
their claimed meaning-making and intent. While | understand the interviews fixing these
claims as co-constructed, contingent accounts (Chapter 2), | take the feminist standpoint that
we should believe and listen to participants’ accounts, rather than understanding participants
as not recognising their own realities (Lamont et al., 2016, p. 6). By exploring intent and
meaning, | counter the tendency of research on social movements and civil society to lean on
overt, collective, in-person action at a particular time and place (Véron, 2016). Instead, | focus
on everyday, infra-political, ambiguous action which, as | will discuss (Section 3.2.), is
characterised by a desire to avoid the perception of dominant parties. This form of action
seeks change to shift power relationships by changing meaning-making and consciousness in
everyday life (Polletta, 1997; Staeheli, Ehrkamp, Leitner, & Nagel, 2012), change which is by

its nature long-run.

Therefore, in exploring questions of the meanings and problems of action to the actors
themselves, | lay aside questions of tangible, wider impact as beyond my scope. This is not
least because of the relatively short temporal span of this project, which problematises
analysis of such outcomes. It is also because the focus on meaning-making and intent of quiet,
everyday resistance is the most appropriate to develop knowledge. This focus challenges

characterisations of disability organising in Russia as non-contentious and extra-political.
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Through this approach, | call attention to organising which we would undervalue were we to
characterise it uniquely as, for example, ‘parochial’ and ‘inward-looking’ (Crotty, 2006, p.
1319)? for not achieving change along measurable axes. Such characterisations would not
recognise apparent compliance as subversive strategy, the meaning-making and resistance
which lies behind it, and the value and potentially transformative quality it holds for those
individuals involved. What some research sees as ‘parochial’ can also be understood as being
protective and transformative for a certain group. Nonetheless, | also remain critical in
exploring the moments where such infra-political, apparently compliant resistance

encounters limits and replicates existing power inequalities.

In the remainder of this chapter, | first present my research questions. | then situate them in
relationship to debates on depoliticization, infra-politics and ambiguity, and the construction
of discursive norms. | outline how my thesis relates to Russia as its empirical context. This
context allows the exploration of the theoretical possibilities | suggest and gives them precise
form. However, | also note how understandings and control of both disability and civil society
mean that aspects of my explanations go beyond Russia alone. Finally, | present the

contributions of the thesis and the structure of its remaining chapters.
2. Research Questions

Throughout the thesis, | draw on my empirical findings to discuss the following research
qguestions (RQ):
RQ.1. How do people organising in disability CSOs perceive their environment? How
do they consequently enact compliance?

RQ.2. Why is disability organising dominantly perceived as social and, therefore,
legitimised? How do some actors subvert and instrumentalise that positioning of
disability?

RQ.3. How do actors enact resistance while remaining apparently compliant?

3 note that the cited article’s conclusions on environmental organising are entirely legitimate according to
its terms. Here, | use it only to call attention to the possible gap created by limiting ourselves to this
approach. When we do not look behind what could be characterised as failure to achieve certain types of
change (e.g., when we think only in terms of policy change), we miss exploring the meanings and workings
of a whole host of action. Furthermore, claims of elitism and hoarding of social capital within an in-group
are mitigated or even turned on their head when that group turns inwards precisely for reasons of self-
protection and support in a hostile environment. Considering these factors shifts how we value inward-
turning, ambiguous action.
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RQ.4. How does strategically ambiguous resistance relate to existing power
relationships?

RQ.5. How do ambiguous, non-overt strategies of resistance and enacting legitimacy
exclude LGBTQ+ people? How do they negotiate their exclusion?

| reached these final questions through an iterative process, as | developed the research
project. Behind each of them stands a theoretical and empirical grounding which | present
further below in situating the thesis (Section 3). Here, | summarise this context to present the

logic behind my questions.

My starting point is to examine the assumption that service provision is depoliticised (Section
3.1.). | use this term to mean that it is identified as a technical sphere where resistance, and
power relationships, might be absent. It is removed from the political sphere, defined as ‘a
space of contestation and agonistic engagement’ (Swyngedouw & Wilson, 2014, p. 6).
However, concepts of fluid power and non-apparent resistance suggest not only that power
relationships are inescapable, but also that they are necessarily characterised by the presence
of resistance and that resistance may be strategically non-apparent, ambiguous, and without
clear demands, particularly in conditions of power imbalance (Section 3.2.). As | demonstrate,
power operates via discursive norms which legitimise and delegitimise certain ways of acting
and being. Dominant discourses create misperceptions concerning disability and ‘social’
organising, where both are misrecognised as non-contentious (Section 3.3.). In the Russian
context, social action is contingently legitimised, and actors perceive an incentive to avoid
identification as political (Section 4). This creates conditions where, rather than
depoliticization, we might expect the presence of infra-political resistance, discussed further

below (Section 3.2.).

Itis therefore telling to explore how apparently legitimised social actors perceive and navigate
their environment (RQ.1). Much research has focused on actors engaged in overtly
delegitimised, human rights organising (Salamon, Skokova, & Krasnopolskaya, 2020). This
research has also at times used the label of ‘rights’ in a reductive manner, perpetuating a
problematic reduction of human rights action to (delegitimised) civil and political rights and
implicitly not considering social action as rights-based. In contrast, exploring how actors
dominantly perceived as social in fact understand and navigate their environment draws out

potentially political and rights-based aspects of social action. Rather than naturalising the
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distinction between delegitimised political action and legitimised social action, | analyse how
this division is constructed. | do so by interrogating the naturalisation of disability organising
as depoliticised (RQ.2). | also show how resistance continues without disturbing apparent
legitimacy, expanding our recognition of resistance based on actors’ intention, meaning-
making, and its relationship to dominant discourses of disability (RQ.3). | suggest that actors
instrumentalise the dominant depoliticization of disability organising to continue to resist.
However, ambiguous action may struggle to challenge existing power relationships (RQ.4).
Furthermore, apparent compliance also creates certain exclusions and limitations,
particularly where actors wish to maintain relationships with public, state institutions and
bodies. By looking at the experience of LGBTQ+ actors in disability organising, | explore one
of these identity-based exclusions (RQ.5). | thus create a picture of the operation,

experiences, and challenges of infra-political resistance.
3. Situating the Thesis: Key Theoretical Aspects
3.1. Social Services and Depoliticization

‘...most disability activists and NGO leaders in CEE [Central and Eastern Europe] are
currently focused more on service provision than advocacy or implementation of
disability rights’ (Holland, 2008, p. 544).

‘Neoliberal restructuring has resulted in [...] [the] depoliticization of disability
organizations by restricting their activities to service provision’ (Mladenov, 2016, p.
104).

‘Nevertheless, the party-state discourages civil society from participating in
contention, in part by regulating and channelling organizations into social services
delivery’ (Fu, 2017, p. 501).

The above citations from Holland, Mladenov, and Fu describe the problem from which |
began. | found service provision either opposed to or contrasted with advocacy or rights
implementation (Holland, 2008) or equated with depoliticization and compliance (Fu, 2017;
Mladenov, 2016). Incentivising participation in social service delivery is a technique to control
civil society and legitimise the state (Frohlich & Skokova, 2020). However, social service
delivery can also be a channel for advocacy and rights implementation. Furthermore, social

service delivery is not necessarily depoliticised and non-contentious.



14

Some of my interview participants described developing programmes with the aim that they
would be taken on by the state and absorbed into its budget. Service provision becomes a
way of advocating for a mode of working which might better respect rights. Others related
how they understood and intended volunteering in art and activity groups as an ideological,
political, or otherwise resistant act. A minority of actors discussed moving into apparently
social action as a way of either politicising their practice or continuing to engage in political
resistance in an environment where that resistance is strongly disincentivised. The state
disincentivises overtly contentious, political action and attempts to depoliticise actors by
encouraging them into social service delivery. This may have the unintended paradoxical
effect of in fact further politicising aspects of social service delivery. Where actors perceive
social action as relatively legitimised and political action as delegitimised, people who might
otherwise be engaged in more directly contentious action may seek the outlet of apparently
social action. Attempting to depoliticise actors through engaging them in social service
delivery means that more investigation is needed of experiences, understandings, and

intentions of actors whose work is dominantly perceived as social.

The need to investigate non-apparent, ambiguous aspects of actions under conditions of
imbalanced power has been recognised by the concept of infra-politics. Infra-political action
is the less apparent action which ‘continuously press[es] against the limit of what is permitted
onstage’ (Scott, 1990, p. 196). It is one form of action which may shift perceptions of the self
and propose ‘an alternative framework of sense’ (Melucci, 1988, p. 249). It seeks change by
shifting meanings in everyday life (Polletta, 1997, p. 431). In the next section, | further explain
the concept. | show why it is useful here to explore action which has been dominantly
legitimised as social, without assuming depoliticization and an absence of resistance. First,

however, | pause to explain how | use the category of ‘social’ in this thesis.

As | will demonstrate empirically (Chapters 5 and 6), | understand the social as a discourse
legitimising civil society action. As discourse is ‘a terrain of conflict’ (Steinburg, 1998, p. 853),
various actors shift its exact content or referent as they mobilise the social. However, as
concerns civil society action, the social is dominantly associated with social rights and
opposed to the political. It is associated with service provision in areas in which the state
encourages CSOs to act (Frohlich & Skokova, 2020), such as housing, healthcare, and social

security (Bindman, 2015, p. 345). Political activities have been defined as not including ‘health
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care and healthy ways of life, maternity assistance and child care, social support of the
disabled, and charity’ (Kulmala, 2016, p. 207). Given the exclusive ways in which the two are
defined, the social then may refer to these areas. Here we also see another facet of the label
of ‘social’, which may be associated with charity and lose its association with rights (Revillard,
2018). In my use of the social, | interested in the functions of the label, how it is often

exclusively opposed to the political, and what that does.
3.2. Infra-Politics and Ambiguity

Marche (2012, p. 7, italics in original) argues that infra-political actions matter politically as
they ‘not only exact a cost on the dominant, but they represent a threat if they are not held
under check—and they cannot be held under check for lack of being noticed’. Similarly,
Staeheli, Ehrkamp, Leitner and Nagel (2012, p. 630) suggest that these non-obtrusive actions
‘hold the potential to nudge established patterns of control and authority’. They do so while
and by evading control because they are ‘beyond the perceptual field of the dominator’
(Lugones, 2000, p. 177). Movement beyond perception does not only mean hidden action,
but action and discourse which takes place openly but whose meanings are not necessarily
legible in the same way to everyone (Scott, 1990). Frohlich and Jacobsson (2019) have also
suggested that liminality and ambiguity are a key property of infra-politics occurring in

Russian urban spaces.

Here, strategic liminality is my focus, rather than any potential outcome or clear effect of the
pressure which infra-politics may create. As suggested above, this characteristic allows infra-
politics to evade control by avoiding identification. Actors may choose such action to be able
to continue to organise in restrictive circumstances or otherwise out of a preference to
minimise how apparent they become. However, chosen avoidance of identification vis-a-vis
a wider audience, including the state, should not necessarily be replicated by research.
Rather, research should aim to recognise this resistance. Scott comments: ‘So long as we
confine our conception of the political to activity that is openly declared, we are driven to
conclude that subordinate groups essentially lack a political life or that what political life they
do have is restricted to those exceptional moments of popular explosion’ (1990, p. 199).
Rather than participating in erasing resistance, Scott’s conclusions encourage us to look for

discourses and moments which might not be made visible to the dominator and may yet
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undermine the norm. As | discuss in my methodology chapter (Chapter 2), | seek not to

replicate the view of the dominator, but to propose another perspective.

Given that strategies controlling civil society legitimise depoliticised, social partnership with
state, participation in social action may be perceived as dominantly legitimised. This is
particularly the case around disability, which is associated with discourses which construct
the disabled person ‘as beyond the realm of politics’ (Kafer, 2013, p. 97). While disabled
people may be constituted as a threat to the norm in discourses of infection and pollution
(Kondakov, 2018), they are not dominantly constituted as a political threat. However, given
the possible infra-political life of apparently compliant, social action, it is important to look at
the perceptions and experiences of those who are dominantly constituted as involved in such

social action. It is also important to question their understandings of their actions.

So far, | have suggested both that social action is often assumed to be depoliticised (Section
3.1.) and that infra-politics suggests that non-apparent resistance may continue in these
spaces (Section 3.2.). Grounds for assumed depoliticization is formed by dominant discourses,
reflected in both the quotations from which | begun (Section 3.1.) and how the state attempts
to channel civil society. These discourses play a role in constructing certain norms and logics
of appropriateness for different spheres. In the following section, | peel back a further layer
to present what | mean by legitimised and delegitimised, and how this relates to both

disability and civil society in Russia.
3.3. Dominant Discourses and Power

On a Foucauldian analysis of power, disciplinary power operates via discursive norms. Norms
are constructed by discourses, which are a form of social action that draws upon ‘conventions
that naturalize particular forms of knowledge and ideologies’ (Jones & Norris, 2005, p. 8) in
order to structure the field of action (Foucault & Rabinow, 2010; Rile Hayward, 1998). In other
words, discourses legitimise certain expressions and actions, while delegitimising others.
Under disciplinary power, those who do not fit with a discursive norm are labelled as
abnormal. Lilja and Vinthagen summarise Foucault’s telling of disciplinary power (1991, pp.
177-184): ‘to be different is to be inferior’ (2014, p. 109). It is, therefore, to be subject to
various interventions to ‘reform, fix, or rehabilitate’ (Lilja & Vinthagen, 2014, p. 109, cf. Lilja,

2008; Johnston, 1991), as disabled people’s experiences amply demonstrate (Chapter 3).
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Power and resistance are mutually constitutive (Lilja, 2008; Lilja & Vinthagen, 2014; Sharp,
Routledge, Philo, & Paddison, 2000). Therefore, where subject to techniques to integrate a
norm, we can conclude that people may comply with, resist, subvert, and instrumentalise
those attempts. Resonant discourses are instrumentalised in both ‘strategies of domination
as well as those of resistance’ (Diamond & Quigley, 1988, p. 185). As disciplinary power acts
on the individual, we might expect resistance to disciplinary power also to be individualised,
non-obtrusive, and have qualities in common with infra-politics. Lija and Vinthagen make a
similar argument, suggesting that in response to disciplinary power, ‘we find other types of
more “everyday resistance” and discursive forms of challenges, which might be hidden or

disguised and are not typically open’ (2014, p. 114).

Therefore, if action which is perceived as social is discursively naturalised as apolitical and
compliant, it in fact calls for research to investigate how this is instrumentalised and resisted,
including in non-apparent ways. Similarly, if disabled people are subjected to naturalised
misrecognition as apolitical and non-threatening and targeted by interventions which aim to
rehabilitate them to a norm, we might expect responses to include resistance to interventions
and instrumentalization and subversion of misrecognition. Dominant discourses around
disability and civil society create a field of action which naturalises certain representations,
actions, and modes of being. This, however, does not imply a relationship of domination, but

one of agency and resistance as those naturalised actions and identities are contested.

We must question as an operation of power relationships why certain spheres of action, and
certain actors, are considered threatening and others are naturalised as removed from threat.
Here we turn to discourses concerning disability and their relationship to the depoliticization
of social service provision. To apply the argument made above about disciplinary power and
its relationship to discursive norms: to be disabled is to be different, and to be different is to
be necessarily perceived as inferior and requiring rehabilitation to meet a norm. Indeed,
disability has been dominantly misunderstood as an individualised medical issue and personal
tragedy (Cameron, 2014b, 2014a), evoking responses of pity and charity (Revillard, 2018).
Reflecting the ‘myth of global incapacitation’ (Wendell, 2016, p. 17; see also Amundson,
1992), disabled people have been infantilised and thought of as inherently vulnerable and

needing protection (Satz, 2014). Tied to these ideas of pity, charity, and paternalism are
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discourses of passivity and a lack of agency. Crucially, where social welfare is misperceived as

charity, it is then associated with disability.

There are multiple misperceptions here. The first collapses the distinction between social
welfare and charity. The second understands disability as medical tragedy or burden. It thus
associates disability both with welfare, and therefore charity (Revillard, 2018), and with
medicine, and therefore a depoliticised field adjudicated by external technical experts (Zola,
1972). Therefore, while disabled people are indeed often perceived as deviating from and
threatening the norm, this threat is perceived as depoliticised. These discourses
misunderstand disability and social service provision. Without questioning them, actors
cannot perceive certain meanings and knowledge. This creates space propitious for infra-
political action, which is based on precisely that ambiguity and non-apparency to the

perception of the dominator.

This raises questions about how misperceptions can be used to gain power, particularly in
conditions where actors perceive a strong imbalance of power and aim to avoid external
identification of resistance. This has been suggested by literature on the use of vulnerability
as a strategy of power (Butler, Gambetti, & Sabsay, 2016). Here, | contribute an empirical
investigation of the experiences and resistance of actors who organise in a field which is
assumed to be social and depoliticised. | also raise questions about some of the limitations of
strategies which depend on maintaining ambiguity and not disrupting the assumptions of
disabled people’s vulnerability upon which the characterisations of social, depoliticised action
are contingent. Before outlining my contributions around these questions, | present some
further contextual factors in situating the analysis of my thesis not only in relationship to

Russia, but also power relationships which, in varying forms, go beyond Russia.
4. Why Russia?

Using resonant norms to exert power is not unique to Russia. It is also not unique to Russia to
use civil society in regime legitimation strategies. Equally, in many places, civil society seeks
out, instrumentalises, and resists the state’s efforts to use it as a source of legitimacy. This
occurs in regime types across a spectrum from more authoritarian to more democratic. While
| explore my questions in close relationship to a particular context in present-day Russia,

instances and explanations | identify occur and hold to differing degrees and forms elsewhere.
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A parallel argument from Sperling (2014) about the mobilisations of legitimacy demonstrates
another effort to offer deeply rooted cases, while recognising wider explanations. It also again
makes clear the nuance which my research seeks to add to arguments around power,

resistance, and vulnerability.

Sperling (2014) explores how discourses of femininity, masculinity, homophobia, and
heteronormativity are used to channel power in Russia. She notes: ‘a larger part of the
explanation goes beyond the Russian case and is rooted in a widespread, if not universal,
phenomenon: the cultural framing of masculinity under patriarchy makes the assertion of
masculinity a vehicle for power’ (ibid., p.4, italics in original). | differentiate my argument: as
suggested above, | propose that it is not only the assertion of a powerful norm (i.e.,
hegemonic masculinity) which is a vehicle for power, but also identities which are assumed
to be vulnerable and apolitical. However, similarly to Sperling, part of my explanation clearly

goes beyond Russia. As with patriarchy, ableism is not unique to Russia.

Ableism asserts disability as a deficit, proposing an ‘ideology of a healthy body, a normal mind,
appropriate speed of thought, and acceptable expressions of emotion’ and dividing the
‘normative (and the normal individual)’ and the other (Campbell, 2015, p. 12). The ableism
identified in dominant discourses concerning disability may be expressed differently in
different places, as the category of disabled is fluid and contextual. However, ableism is hardly
unique to Russia. Moreover, certain abstracted forms of oppression appear widespread
(Linton, 1998, p. 37): exclusion, segregation, medicalisation, mistrust around malingering and
‘faking disability’, pathologizing dependency, the Supercrip and inspiration porn, and
discourses of infantilisation and disability as burden and tragedy (Dorfman, 2019; Hartblay,
2014a; Martin, 2017; Rasell & larskaia-Smirnova, 2014; Revillard, 2018; Schalk, 2016; Zola,
1972). These understandings, in other contexts too, may construct disabled people as

vulnerable and disability as apolitical.

Still,  am exploring disability more specifically as a category motivating civil society organising.
Ableism structures the use of assumed vulnerability and depoliticization as a source of power.
However, this also depends upon alignment with an environment where civil society is
legitimised as depoliticised and responding to social welfare needs. Again, beyond Russia we
have also seen attempts to channel civil society into responding to social welfare needs as a

partner of state. Looking to the UK only, for example, we also see the development of civil
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society as a partner of state tendering for government grants and resolving welfare gaps
(“Civil Society Strategy: building a future that works for everyone,” 2018; “Creating effective
partnerships with civil society,” 2013; Harris, 2017). In Russia too, certain mechanisms
incentivise specific behaviours as legitimised and compliant. For example, funding

mechanisms and legal forms for CSOs encourage social action (Frohlich & Skokova, 2020).

However, the Russian context also sets further contours to legitimacy. The Foreign Agents
Law (2012)* clearly signals the need to avoid ‘political action’ (politicheskaia deiatel’nost’).
There is legislation prohibiting sharing information about LGBTQ+ relationships with people
under 18,° one consequence of which is the dominant perception of LGBTQ+ organising as
political (Mason, 2016; Soboleva & Bakhmetjev, 2015; Stella, 2013; Wilkinson, 2014). Finally,
the Soviet Union attempted to ‘inflect the agenda away from civil and political freedoms’ and
towards ‘state-organised economic and social guarantees’ (H. Dean, 2008, p. 2). Post-Soviet
Russians are presently characterised as using ‘diverse political strategies that draw on
multiple discursive patterns [and] moving deftly between logics of social rights, civil rights,
and neoliberal selfhood’ (Hartblay, 2019, p. 547; cf. Hemment, 2007; S. Phillips, 2010;
Shevchenko, 2009). However, legacies of legitimacy surrounding economic and social
guarantees in the post-Soviet space, and the politicisation and shifting meanings of rights in
the present day, provide resonant discourses potentially legitimising social action for civil

society.

Depoliticizing discourses about disability and civil society may not be sufficient to produce
infra-political action and strategic compliance, whether through alignment with discourses of
vulnerability or otherwise. Rather, the dynamic is clearer where there is a strong incentive to
align with discursive norms. In Russia, civil society action is also shaped by actors’ awareness
of power imbalances and wariness over potential sanction around action (Clément, 2008,
2015; Greene, 2014). ‘[Flormal rules, institutions, and rights’ are often viewed by civil society

actors as poorly institutionalised ‘arbitrary tools’ (Clément, 2008, p. 72). These perceptions

“This commonly used name references the Federal Law No0.121-FZ of 20 July 2012 ‘On Introducing
Amendments to Legislative Acts of the Russian Federation regarding the Regulation of the Activities of Non-
Commercial Organisations Performing the Functions of a Foreign Agent’). | discuss the law in more detail
in Chapter 4.

>| refer to the Federal Law No.135-FZ ‘For the Purpose of Protecting Children from Information Advocating
for a Denial of Traditional Family Values’, or the so-called ‘gay propaganda law’, which was passed in 2013.
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may push towards infra-political action and everyday resistance, and also indicate the need

to explore them.

In Russia, legislation, policy, and actors’ awareness of power dynamics, sanction, and threat
makes the operation of certain power relationships more starkly expressed, while similar
dynamics may still occur to differing degrees elsewhere. My analysis builds on certain wider
discourses, such the misperception of disability under ableism, as they are present in a
particular context. This context structures these discourses in a particular way and ties them
to legislative and administrative measures which highlight existing power relationships.
Russian disability organising provides a telling context to investigate questions of resistance
and infra-political action, providing insights which may be relevant for analysing civil society

organising more widely.
5. Contributions

Thus far, | have suggested that service provision is often perceived as non-contentious and
depoliticised. We see this both in the civil society literature and in the strategies of the Russian
state and other dominant actors. Channelling CSOs into social action is therefore equated
with its depoliticization. However, in conditions of imbalanced power and strong discursive
norms around legitimacy, this equation in fact opens space for ambiguous, infra-political
resistance. Instrumentalising assumed vulnerability and depoliticization may thus become a
resistant strategy, as well as one which shapes and perpetuates certain exclusions. Thus,
resistance may perpetuate the misrecognition of disability in what is simultaneously agentic
strategy and limiting factor. My recognition of resistance not only nuances the misrecognition
of disability organising as depoliticised, but also outlines why actors perceive this as
strategically necessary and considers how it limits challenges to existing power relationships.
This argument contributes to knowledge on the operation of constructions of depoliticization,

disability, and resistance in Russian civil society organising.

| demonstrate that apparently social actors nonetheless perceive themselves as potentially
subject to restriction and sanction. Research on CSOs in Russia has tended to focus on CSOs
involved in human rights organising, where this identification is restricted to CSOs working
for civil and political rights (Salamon et al., 2020). Actors perceived as social are less

investigated. My analysis therefore starts from investigating actors’ perceptions of their own
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environment. | find that these actors strategically adjust their operations, relationships, and
discursive framings to remain seen as depoliticised, social actors. | show that actors may
identify their apparent compliance as a strategic choice to maintain possibilities of action. |
thus challenge assumed depoliticization by demonstrating actors’ agency vis-a-vis their

environment.

| further suggest that the misrecognition of assumed depoliticization in fact creates space for
resistance to evade perception. This operates both by misrecognising resistance and
disability. The former operates through the tendency to give precedence to extraordinary
moments of public, and publicly claimed, activism and to elide or minimise forms of resistance
which are ambiguous, everyday, or occur outside the public sphere (Chebankova, 2015;
Véron, 2016). The latter is seen in how disability is dominantly associated with the private
sphere, infancy, pity, victimhood, and inherent vulnerability. This misrecognition positions
disabled people as legitimate recipients for legitimised social or charitable civil society action.
| demonstrate that assumptions of depoliticization may be strategically instrumentalised by

actors to continue resistance. Thus, assumed vulnerability becomes a source of power.

To recognise how and where resistance continues, | propose the need to recognise a wider
range of resistance. | operationalise this through examining actors’ intent and meaning-
making, rather than the form of their action. The meaning of action may be deliberately
externally ambiguous. However, | argue that this is an agentic choice as actors strategically
draw resistance beyond dominant perceptions. Their dissimulation of resistance should not
result in its erasure by research. Rather, research should seek to go behind dominant
perceptions to identify infra-political action. | propose that doing so nuances understandings
of organising spaces and investigates the value and meaning of actions to their actors.
Particularly where operating in a hostile environment, inward-turning, ambiguous resistance

can be protective and transformative for that in-group.

However, | argue that the limits of misrecognition also constrain resistance. It is both a source
of power and a limiting factor, particularly for organising which seeks to evade the risk of
sanction. The need to remain ambiguous around crossing the limits of legitimacy operates
unequally, reinforcing exclusions of those who are delegitimised. | demonstrate this through
the erasure of LGBTQ+ people from formal disability organising spaces. Their normatively

politicised identity exceeds the bounds of normatively depoliticised disability identities.
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Consequently, their experiences demonstrate how exceeding the bounds of misrecognition

simultaneously delegitimises action.
6. Thesis Outline

The thesis continues with my methodology chapter (Chapter 2), in which | outline how |
conducted the empirical, qualitative research. | consider questions around ethically
researching and representing disability and civil society, their meanings, and my positionality
vis-a-vis this project. | thus aim to provide information necessary for the reader to become an

active, critical participant in receiving the thesis.

| then move to the theoretical framework (Chapter 3). | introduce power and resistance as
two foundational concepts which allow analysis of both civil society organising and disability.
| define civil society and the different (non-)organisational forms and modes of organising
included in the research. These range from government-organised non-governmental
organisations (GONGOs) to social movements, communities, and nonmovements. | consider
a wide range of forms of action, relationships to the state, and fluid modes of participation in
multiple spaces. This lays the groundwork for considering resistance and infra-politics through
a focus on the individual and their agency in navigating these different spaces. | then consider
how | use concepts of resistance and infra-politics, as well as the critique that the resistance
paradigm is too all-inclusive to be analytically useful. | answer by proposing a situated use of
resistance which considers both discursive and concretised legislative and administrative
tools of control. | highlight criteria of actors’ intent and meaning-making, and their
relationship to dominant power relationships, as central to identifying resistance. | then
outline the definition of disability and how it is constructed and controlled. | suggest that
disability has been misidentified as extra-political and propose the possibility that removal
from the political sphere may become a tool which actors instrumentalise to continue

resistance.

Next, | present the Russian context (Chapter 4). | demonstrate why this context supports
consideration of my research questions. First, | briefly present the development of civil society
from the end of the Soviet Union to the present day. The state currently promotes a binary
division of Russian civil society into legitimised and delegitimised actors. The division is fluid

and itself a tool of control. However, how this state-led distinction is experienced by civil
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society actors themselves remains under-researched. This is particularly the case for action
considered to be on the legitimised side of the binary. | argue that disability organising has
been considered as legitimised. Investigating it therefore stands to nuance our
understandings of how that binary distinction plays out from the bottom up. | support this
argument by presenting some dominant discourses and constructions of disability in Russia,

which are associated with charitable, welfare-driven responses.

I then begin my four empirical chapters. With existing literature identifying a top-down, state-
led binary between legitimised and delegitimised civil society actors, the first empirical
chapter (Chapter 5) examines how the environment is understood from the bottom up. |
demonstrate that actors organising around disability perceive risk and act strategically to
minimise it. While their environment is perceived as unpredictable and rules as often poorly
institutionalised, actors have nonetheless distilled certain rules. Key among them is being
identified as social, non-political actors. | show how they enact compliance in discursive,

relational, and operational strategies.

In my second empirical chapter (Chapter 6), | analyse why this enactment of compliance
works in relationship to disability. | demonstrate that disability is linked to depoliticising
discourses. | argue that disability organising is legitimised through the overlap in these
discourses and those characterising legitimised, social civil society action. Civil society
organising against negative stereotypes surrounding disability, such as those of perpetual
infancy and victimhood, itself demonstrates the resonance of those discourses. Some actors
in fact instrumentalise this positioning of disability to continue ambiguous resistance from a
space assumed to be non-contentious. Their action benefits from dominant discourses of
passivity and vulnerability to evade recognition as resistance. The disability sphere is seen as
relatively less subject to sanction than others; this space is identified by actors who moved
from overt protest which is dominantly identified as political into disability organising with
the aim of continuing resistance. Beyond demonstrating an undocumented path of the
diffusion of knowledge and practices, | thus offer an empirical demonstration of the

instrumentalization of the assumed vulnerability of disability as a strategy of resistance.

In the third empirical chapter (Chapter 7), | ask what forms this resistance takes while not
disturbing apparent compliance. | show how resistance continues in repressive environments

where overtly rights-based framings are delegitimised and may attract sanction. | argue that
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actors respond to an unpredictable, ambiguous, threatening environment with action which
is itself ambiguous and multiply legible. A tourist excursion is seen as a protest march by one
of its participants, while an unannounced lecture looks to outsiders like a gathering among
friends. Through the accounts of research participants, | outline how actors dissimulate how
they work for rights, give new meanings to everyday actions, and turn inwards and manage
which audiences access different parts of an action’s meanings. Recognising these incidence
of infra-political action challenges assumptions of depoliticization. Rather than perpetuating
actors’ own strategic dissimulation of resistance, | use meaning-making and intent to look

beyond what is apparent.

In the final empirical chapter (Chapter 8), | look at how the discursive and legal environment
which incentivises apparent depoliticization structures the unequal misrecognition of
disabled people. | use one example to do so: the interaction of LGBTQ+ identities with
disability organising. While the former is highly politicised, the latter is normatively
depoliticised. This makes problematic the recognition of LGBTQ+ disabled people and LGBTQ+
people in general who are active within disability organising. | find that LGBTQ+ people may
exit from or self-erase within disability spaces. They build their own spaces and communities
and engage in hidden collaborations with formal disability CSOs, as well as differentiating
their expectations for LGBTQ+ and disability organising spaces. While resistance remains
founded on not overtly challenging the dominant misrecognition of disabled people as
vulnerable, passive, and pitiable, claims around sexual identity, particularly those seen as
threatening (Kondakov, 2014, 2018), are elided. In a context where disability CSOs are
performing useful functions, this means that LGBTQ+ people are at a greater risk of unmet
need. Furthermore, this example is where | rest my argument on the importance of
recognising liminal, ambiguous, often inward-turning resistance. If we limit ourselves to
discussion of any tangible, large-scale, policy-based outcomes of civil society organising, we
minimise or miss the importance of inward-focused resistance as in fact transformative for

an individual and building important resources for communities unwelcome elsewhere.

In the conclusion (Chapter 9), | review the main contributions of the empirical chapters and
the arguments of the thesis as a whole. Finally, | present some further questions my research

has raised, some of its untold stories, and directions for future research.
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Chapter Two
Methodology: Researching Civil Society and Disability

1. Introduction

An interview at one participant’s flat began in the kitchen. He introduced me to another
person who was living there, and we talked about how the binbags they had bought that
month were far too small for their bin. He put the kettle on. This participant himself was a
student and asked me about my research, what | was reading, what my methodology was. |
explained that right now | was basically just drinking a lot of tea and listening to people. He
looked up from chopping ginger for our tea: ‘kukhonnoe u tebia issledovanie.” ‘You’re doing

“kitchen research”.’

It’s an interesting characterisation. ‘Kitchen research’ reflects the concept of a kitchen as the
place for private, honest, open conversation among people you can trust. It raises questions
about my place in the research and my relationship with participants. It shows how disability
inflects the locations of my research. It also immediately demonstrates the rooted nature of
my research, and the necessity and complexities of translating it; the kitchen holds shades of
meaning in Russian which are not necessarily understood in English without further
explanation. Both Ries (1997) and Hartblay (2020) describe the intimacy of Russian kitchens.
In Second-Hand Time, one speaker evokes the meaning of the kitchen (Alexievich, 2016, pp.
38-39):

For us, the kitchen is not just where we cook, it’s a dining room, a guest room, an

office, a soapbox. A space for group therapy sessions. [...] Thanks, Khrushchev!

He’s the one who led us out of the communal apartments; under his rule, we got

our own private kitchens where we could criticize the government and, more

importantly, not be afraid, because in the kitchen you were always among friends.

[...] We talked about everything: how shitty things were, the meaning of life,

whether everyone could all be happy. [...] Atiny handful of people resisted openly,
but many more of us were “kitchen dissidents.”

Beyond a certain friendship and trust, the kitchen also suggests a position of criticism and
even dissidence. The late-Soviet period saw a ‘culture of kitchen discussions’ which
‘substituted public debate’ (Bodrunova & Litvinenko, 2014, p. 121). Conditions for public

debate may have shifted, but the sense of the kitchen, and indeed many of the Khrushchev-
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era apartments with their small kitchens, has persisted. Discussing present-day grassroot
activism in Russia and the United States, Clément and Eliasoph cite Havel’s ‘kitchen table talk’
in a list of terms valuing the ‘hidden political face of this local, experiential level of
engagement’, alongside Bayat’s ‘social nonmovements’ and Scotts’ ‘infra-politics’ (2019, p.

252).

My research is built on kitchen table talk, my own and participants’. This connotes an engaged
stance, building on the work of disability scholars who advocate for empathy and solidarity in
research (Gibson, 2019). It recognises that | arrived at this research through experience and
engagement, rather than any ‘deductive selection of a case chosen for theoretical reasons’
(Cornish, 2020, p. 80). Finally, as much as it denotes entering a space of trust away from a
greater public sphere, it also denotes the blurring of public and private in researching
disability. In a context where much material public sphere is not easily accessible, meeting for
interviews at times meant an invitation into the home (cf. Hartblay, 2020). This research, both
physically and in terms of its talk, often entered the personal space of participants. With that

in mind, | present how | go about this project and reach this text.

| begin by presenting my position vis-a-vis my research and its epistemology as the lens
through which the chapter, and indeed the research as a whole, should be read. | make my
subjectivity clear in outlining a reflexivity of discomfort (Pillow, 2003) which recognises the
contingencies of the text. Secondly, | engage with how my research represents disability, as
well as how experience of disability is linked to my positionality and others’ perceptions of
me. Thirdly, | explain how | recognise and operationalise this in my practices of interviewing,
both through sample building and conducting interviews. Finally, before concluding, |
consider questions of interpretation and translation as | lay out my practices of analysis and
writing up. Throughout the construction of this research, | seek to avoid replicating a
relationship of dominance. As infra-political resistance is not apparent to the eye of the
dominator (Chapter 3), exploring this resistance necessitates a research relationship of

solidarity and trust. In this chapter, | outline how | aim to build such a relationship.
2. Contingency and an Epistemology of Différance

Explorations of discomfort in research recognise the contingency of any apparently final text

(Pillow, 2003). Disability as methodology takes this optic further; Price and Kershbaum argue
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that researching disability means questioning and transforming the ‘assumptions and
outcomes that ordinarily characterise — or assumed to characterise — research situations’
(2016, p. 18). Price and Kershbaum (2016) speak of ‘cripping research’, where to ‘crip’ is to
transform typical representations and practices ‘to reveal able-bodied assumptions and
exclusionary effects’ (Sandahl, 2003, p. 37). Disability research as methodology is, then,
deeply engaged with questioning power relationships and practices to ‘expose the arbitrary
delineation between normal and defective’ (ibid., p.37). Questioning typical standards of

‘good’ research and embracing messiness and discomfort are part of this endeavour.

However, any messiness is often then tidied away and hidden in the process’ product, with
the position of author demanding the clarity of a neat, final document. Here | argue that my
research should be understood as a (co-)construction which cannot be final; while
interpretation and translation are a necessity in research, they are also tempered by the
discomfort and différance which ground my authorial position. Through this chapter, | make
visible the research process and analytical and representational choices. Here and in my
concluding chapter, | reflect on the presence of untold stories, silenced by my focus on other
guestions. Rather than a cathartic telling of discomfort, these move this document away from
a ‘comfortable, transcendent end-point’ (Pillow, 2003, p. 193) and any single ‘easy story’
(ibid., p.189). To think about research, authorship and authority, and the contingencies of
representations, | mobilise the concept of translation. | argue that a constant awareness of
my research’s translations can motivate a standpoint of discomfort and emphasise the

constructed nature of its knowledge.

All research inhabits many languages and is subject to multiple translations. Translation
occurs not just from one language into another, but also within languages — moving up and
down registers and from everyday language to that of different disciplines. Translation occurs
where participants formulate, by whatever means, their answers to questions during an
interview. This translation is not just transformation into language. It is also a negotiated
process, where a participant considers what aspects to share with, or translate to, the
researcher. Translation occurs again in the researcher’s understanding and analysis of what
the participant has said. Translation occurs in writing, as the researcher frames a final story

and what will be made visible to a reader. It occurs again in reading or listening to a text.
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Certain aspects of the forms translation listed above are commonly discussed, although in
other terms; the researcher’s positionality, for example, or participants moving between
public or private accounts. However, translation itself is an under-used concept in social
science research. Not discussed either directly or critically, translation is often at best
presented as a ‘fundamentally technical operation” acknowledged in a footnote (Pereira,
Scharff, & Marhia, 2009, p. 2). Agar criticises researchers for remaining ‘eerily quiet’ about
the experience of translating (1996, p. 140). Poblete speaks of research conducted across

(u

languages which is presented ‘“as if” our informants spoke the same language as our readers’

(Poblete, 2009, p. 632).

| respond to this ‘eerie quiet’ by offering translation as a powerful concept to motivate the
presentation and critical analysis of my methodology. Translation is sometimes presented in
terms of what is lost (Pereira et al., 2009). However, it is also important to consider its
constructive potential as a revealing frame of analysis. What does the consideration of
translation make visible? Firstly, discussion of translation has been often linked with that of
betrayal (Danto, 1997). While the characterisation is itself questionable, drawing on this link
guestions the relationship between participants and researchers, and the researcher’s fidelity
to participants. Secondly, the concept of translation reveals the power relations linked to who
holds the ability to name, to define, and thus to create knowledge. It motivates discussion of
authorship and the construction of texts, as well as the construction of the project of research
which has gone before. These questions are themselves linked to disability organising, where
various actors discussed working to produce knowledge which goes against dominant views.
Thirdly, it asks how | translate myself into my research contexts and the ways in which | am
both an outsider and an insider; how | am perceived by others; and how |, in turn, translate
them through steps of whom | have interviewed, how | have understood them, and whom |
cite and how. This forms another parallel with disability defined as a negotiated power
relationship (Chapter Three); identification as disabled is both something a person adopts,
and an identity which others assign to them. Equally, | both translate myself and am translated
by participants, and they both translate themselves and are translated by me. All these
guestions relate to making visible the messiness of research. They are therefore productive

in contributing to an uncomfortable reflexivity (Pillow, 2003).
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Reflexivity has been criticised as centring the author (Brueggemann, 1996) and as an
egotistical enterprise which in fact undermines the emancipatory potential of research
(Kemmis, 1995; Patai, 1994). In response, emphasising the contingencies of translation
suggests rather the death of the author and the birth of the reader (Barthes, 1967). The reader
is shown the seams of the research-construction and given the tools to pick apart its
messiness. Revealing the struggles of translation is thus a reflexivity of discomfort, which
should ‘challenge the reader — pushing the reader to analyze, question, and re-question
her/his own knowledges and assumptions brought to the reading’ (Pillow, 2003, p. 189). This
is in turn consonant with Garland-Thomson’s presentation of a feminist disability studies
methodology which ‘asks difficult questions but accepts provisional answers’ (Garland-
Thomson, 20114, p. 40) and privileges ‘the partial, the provisional, the particular’ (ibid., p.42),
as well as Kafer’s argument for a methodology of questioning which is ‘resolutely a work in
progress, open-ended, aiming for but never reaching the horizon’ (Kafer, 2013, p. 18).
Translations are always provisional, presented by Derrida through the concept of différance
which refers to both to difference and to deferring meaning, getting rid of an ‘end point’
(Derrida, 1982, p. 8). It speaks ‘not to what is there (language), but what is not there’
(Gentzler, 1993, pp. 158-159). The information provided in this chapter should situate the
reader in an optic of différance, where they are given the information to engage with the
difference and dislocations of the research’s many translations, its deferral of a stable end
point, and have a heightened awareness of constructions of meanings (Kruger, 2004) and the
discomforts in that. In the concluding chapter, | return to this point to reflect on the stories

which | have not told.
3. Communicating and Representing Disability

| begin by discussing some issues with the isolation of disability as a static object of the
research process, given an understanding of disability as a negotiated power relationship
(Chapter 3) and the contention critical disability studies mounts that it is itself a methodology
(Minich, 2016). | make visible different modes of naming disability in English and Russian as a
tool to allow the reader to criticise and draw more information from participant citations. This
is based on the contention that a reader’s lack of knowledge of the initial language is ‘the

most significant factor responsible for their uncritical acceptance of what is presented to
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them as translation’ (Sun, 2018, p. 23). Finally, | discuss how my relationship with disability

influenced the research and the question of who has the right to represent disability.
3.1. The problem with ‘Disability or’

For much of this project, | have been followed by one question: ‘Are you doing a civil society
PhD or a disability PhD?’ | believe that the root of the question reflects a problematic
understanding of what disability is and does, in life and in research. One debate around the
language of disability gives an entry to the issue: person-first language (PFL) Vs identity-first

language (IDL).

As the name suggests, the person-first side of the debate advocates for language which places
the person first. For example, a woman with a mobility impairment, a man who is d/Deaf,° or,
at its most generic, a person with disability/disabilities, etc. Those on this side of the debate
suggest that this emphasises the common humanity of the people and its importance above
and before any disability or impairment. PFL has gained wide usage; its traction is reflected
by its use in the United Nations’ Convention on the Rights of Persons with Disabilities (UN

CRPD, 2008).

However, the other side of the debate argues that PFL compartmentalises disability
(Aubrecht, 2012; Lester & Nusbaum, 2018). PFL suggests that disability is not an integral part
of a person’s identity, but rather an attribute which can be isolated and boxed off. Some
further argue that by dividing the disability from the person, PFL inherently constructs
disability as something negative and to be distanced from the person. They also criticise PFL
for suggesting that disability is something static which someone ‘has’, rather than something
which is constantly contextually negotiated and which, at the same time, may also be imposed
upon a person. In contrast, people who prefer IDL argue that disability is a fundamental part
of a person’s identity, though expressed contextually and occupying different places and

significations at and in different spaces and times. They prefer language such as ‘a d/Deaf

®The capitalisation of ‘Deaf’ is used by some d/Deaf people to suggest association with wider Deaf culture(s)
and identities. By contrast, ‘deaf’ without capitalisation would typically be used to refer to the state of
being with some degree of hearing loss, without wider associations with Deaf cultures. Regardless of a
strong Deaf culture in Russia, the same distinction between the capitalisation or not of the Russian word
for ‘deaf’ (glukhoi) and related difference in meanings does not appear to be made.
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person’ or ‘an autistic person’. At its most generic, IDL would use ‘disabled person’ rather

than ‘person with disabilities’.

Also held within the language of ‘disabled person’ is the idea that disability is something which
is enacted upon a person. In this sense, a person is disabled by their environment and
according to others’ perceptions of them, and how they are categorised and related to as a
result. The passive participle ‘disabled’ here is used in much the same way as ‘vulnerabilised’
or ‘racialised’ to suggest the identification and positioning of a person operated upon them
by wider society. Thus, the person is ‘disabled’ by their environment and change therefore
needed from the environment, not the individual. This reading of ‘disabled’ stands on the
concept of the social model of disability,” which stems from a document published in the
United Kingdom by the Union of the Physically Impaired Against Segregation (UPIAS, 1976)
and was initially more fully developed by Oliver (1983). Its use here does not indicate my
complete agreement with the social model of disability, which | discuss in more depth in
presenting how | conceptualise disability in this thesis (Chapter 3). Here, | intend only to

emphasise the socially constructed nature of disability.

To bring it back to my approach to this research: the question, ‘disability or?’ is then closer to
the criticised aspects of person-first understanding. It construes disability as something
compartmentalised and static, a potential individual focus of my research. However, my
understanding of disability situates it as something negotiated, contextual, and part of a
person’s identity in ways which are complex, multiple, and fluid. Disability is a way of being
and an identity inhabited and negotiated by the disabled person themselves, as well as
simultaneously enacted upon them. Disability is therefore a negotiated power relationship

(Tremain, 2005).

As | present in my theoretical framework (Chapter 3), my research brings together concerns
of power negotiation which are common to both disability and civil society studies. In this

thesis, | explore how the category and identity of disability operates through and is shaped

"The disability studies literature commonly uses the word ‘model’ to refer to an approach to understanding
disability. Writing on the medical model of disability, Cameron defines a model in this sense as ‘a
framework of ideas used to make sense of phenomena and experience in the social worlds we inhabit. A
model represents a particular way of ordering and structuring knowledge and, indeed, shapes what can be
known’ (2014a, p. 99). In the subsequent chapter, | present more fully the theoretical identification of
disability used in this thesis, including more in-depth discussion of certain common ‘models’ of disability.
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by civil society organising. As such, here there is no choice to be made between civil society
or disability; one illuminates the other. Disability is not a detachable item, but rather runs
throughout the chapter’s standpoint emphasising contingencies, discomforts, and

translations.
3.2. Naming Disability in English and Russian

Thus far, | have used the difference between person-first and identity-first language to
distinguish two broadly different approaches to disability, and to argue for disability not as a
detachable item, but as a construction, concept, identity, and methodology (cf. Minich, 2016;
Sandahl, 2003). Here | discuss the directly negotiated naming of disability in my research and
its translations. For many participants, naming is a central exercise in meaning-making around
disability and claiming different modes of visibility. Conversely, other participants move
between multiple modes of naming within one interview (e.g., PFL and IDL), confounding any
categorical divisions between modes of naming and understanding disability. Providing
information about the language is therefore not necessarily a shortcut to defining the
participant’s attitude to or understanding of disability. However, it does suggest some nuance
in potential meaning and clarifies the links and divergences between naming disability in the

Russian and English languages.

In English, the debate largely centres around that already outlined above: PFL Vs IDL. These
modes of naming have different meanings for their different supporters and detractors,
particularly within certain disability communities (e.g., the Deaf community, who both claim
and capitalise Deaf to refer to a wider Deaf cultural and identity, as noted in Footnote 6). In
addition to what has been outlined above, there are some criticisms of English-language IDL
which say that its foregrounding of pride around identity makes it either taboo or simply more
difficult to discuss the lived reality of certain impairments and traps people within positive

discourses, which are also reductive.

In Russian, the currently most common word for ‘a disabled person’ is ‘invalid’. Historical
terms of diagnosis and reference to disabled people previously used by the medical
profession are no longer officially used in that setting. These words, such as ‘idiot’ (idiot),
‘cretin’ (kretin), and ‘fool’ (durak), currently exist largely as insults. Disability is translated as

‘invalidnost”. The word ‘invalid’ is grammatically masculine; it can be used without change to
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refer to both men and women. Disabled children are typically referred to by adding the word
‘children’ before the word ‘invalid’, as in: ‘deti-invalidy’. It is also possible to modify ‘invalid’

by adding before it the word for young girl (devochka), girl/woman (devushka), boy (mal’chik).

Aside from the further modifications mentioned with young girl, boy, etc., this vocabulary is
consonant with that of Russian legislation around disability. The legislation defines four
overarching categories, literally: (1) ‘invalid’ of the first group (invalid pervoi gruppy); (2)
‘invalid’ of the second group (invalid vtoroi gruppy); (3) ‘invalid’ of the third group (invalid
tret’ei gruppy); and (4) child-‘invalid’ (deti-invalidy). Groups one to three are defined
according to judged severity of impairment and consequent need for support, from most to
least. ‘Deti-invalidy’ are defined as being disabled minors, without any further division
according to social care needs within that category. | discuss Russian policy around disability

in more depth in Chapter 4.

| have suggested ‘invalid’ as the most common translation for ‘disabled person’ in Russian.
However, here already there is a key difference. ‘Disabled person’ is still explicitly followed
by ‘person’. Despite the anglophone debate between PFL and IDL, ‘person’ still features in
both ‘disabled person’ and ‘person with disabilities’. In Russian, ‘invalid’ already implicitly
suggests a person, without the grammatical need for a further word. Other words are added
only as compound constructions (e.g., deti-invalidy, etc.). Some people use this word without
issue, some use it in a conscious attempt to reclaim it, others argue for PFL in Russian too. In
Russian, ‘a person with disabilities’ has been translated as ‘chelovek s invalidnost’iu’. Unlike
the English plural (disabilities), the Russian remains singular (person with disability); the
expression reaches towards the concept of disability as something abstract and
unqguantifiable. While participants largely used one of these two modes, broadly following the

divide between PFL and IDL, some participants moved between the two modes.

In contrast to the anglophone criticisms of PFL, in Russia, PFL is largely thought of as more
critical and reflexive in counterbalance to the state language of ‘invalid’ which categorises
disabled people and thus determines to some degree their support entitlements. While
‘invalid’ is not necessarily derogatory (Wiedlack & Neufeld, 2016, p. 222), there appears to be
some generational shift away from its use, at least among activists. This may also be
influenced by the language of the UN CRPD and the World Health Organisation (WHO)

(larskaia-Smirnova, 2001). However, this use remains fairly emergent. While in the UK, PFL is
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more institutionalised, in Russia is appears to be less so. PFL is, perhaps on this basis, more
welcome and used among social movements and associated communities as more radically

alternative language to that used by the state.

The question of naming also influenced my research practice. Where | initially contacted a
potential participant in writing, | presented the research using the abstract noun ‘invalidnost”
(disability). Where first contact was oral, either in person or on the phone, | listened to them
and adapted how | referred to disabled people to reflect their speech. During interviews, |
also adapted how I referred to disabled people to reflect the participant’s speech and modes
of (self-)identifying. By matching my speech to theirs, | aimed to respect participants’
preferred form of (self-)identification, maintain mutual intelligibility, and build rapport.
However, | also avoided using modes of naming which | found inherently negative and
limiting, for example: liudi s ogranichennymi vozmozhnostiami zdorov’ia (lit.: people with
limited health possibilities), liudi s otkloneniiami ot normy (lit.: people with deviations from
the norm). This trade-off is part of remaining close to my own ethics in conducting research,
as | did not feel comfortable with perpetuating the use of expressions which | find
stigmatising. In these cases, | typically returned to the more neutral Russian of ‘invalid’. Here
too, | felt somewhat uncomfortable, although in English | typically use and am comfortable
with ‘disabled person.” Despite efforts to reclaim it, it remains a totalising word often
associated with state policy. Although this is not necessarily felt as an absence by native

Russian speakers,® | miss the word ‘person’ which is common in English to IDL and PFL.

My positionality vis-a-vis language use and power in the interview process will be discussed
more below (Section 4). In this section, | rather make different modes of naming disability
visible for those who do not speak Russian with the aim of deepening their understanding of

guotations in this research; the different expressions in Russian do not have the same

8UK, and perhaps also US, English speakers have moved towards adding the word ‘person’ to identifying
descriptors such as ‘an Italian’ and expressions such as ‘Spaniard’ and ‘Frenchman’ have largely fallen out
of use in favour of ‘Spanish person’ and ‘French person.’ In contrast, Russian comfortably uses nouns which
imply ‘person’ for many identifiers, not only disability. For example: ispanets (a Spanish man),
frantsuzhenka (a French woman), invalid (a disabled person). The difference between nationality-based
examples and disability examples is that nationality identifiers have male and female version, while the
female version of ‘invalid’ (i.e., ‘invalidka’) is not so widely used. Invalidka is now being claimed by feminist
disability groups, along with a wider movement to use ‘feminitives’, or female-identified noun forms.
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implications as in English. | discuss this further in presenting how | create voice in translation

in the process of writing up (Section 5).
3.3. Disability and Reflexivity: Yy»kaa-poaHan/Chuzhaia-rodnaia

OzhegoV’s Dictionary gives three main definitions of the adjective ‘chuzhoi’ (TextolLogia, n.d.-
a). Firstly, the word describes something which is not your own or belongs to others. Secondly,
it describes something or someone which is not ‘rodnoi’, not from your family, foreign to you.
Thirdly, it describes someone or something distant in views from you. The same dictionary
defines ‘rodnoi’ in three main ways (TextolLogia, n.d.-b). Firstly, as describing a relative or
someone in a direct, blood relationship. Secondly, as describing something or someone which
is close to you by birth or by a closeness of habits or point of view. Thirdly, as a way of
addressing a person as ‘dear’ (dorogoi) or ‘sweet’ (milyi). It gives the example of a ‘rodnaia
dusha’: a person (literally a ‘soul’) who is close to you in all ways and understands you. In
Russian, ‘rodnoi’ suggests a complicity and closeness with a warmth which is not necessarily
suggested by the term ‘insider’. ‘Chuzhoi’ suggests foreignness, distance, and lack of

understanding.

Given the warmth of ‘rodnoi’, | prefer to use rodnaia-chuzhaia (respectively ‘rodnoi’ and
‘chuzhoi’ in feminine forms) as closer to my experience in research than the typical spectrum
of ‘insider-outsider’ positions.’ Throughout the research, | moved between the two points in
different manners and due to various linguistic and personal traits, affecting the interview
process. Remarking on my spoken Russian, participants simultaneously highlighted both my
foreignness and my belonging. The former as speaking Russian is only remarkable if | am
perceived as not Russian. The latter as speaking Russian was read as a token of my
commitment to and understanding of Russia. Both are productive in different ways discussed
below. The step to the warmth of ‘rodnaia’ typically seemed to function by the disclosure of

personal experience, again with various consequences which are discussed below.

The reading of me as foreign legitimised questions which, from a Russian person, would have
implied at best naivety and at worst ignorance. As | inhabited the role of a foreigner, and
therefore someone a priori ignorant of the situation in Russia, participants seemed not to find

potentially naive questions jarring and responded well to my requests for further explanations

For one overview of the shifting and fluid spectrum of insider-outsider positionalities, see Kwak (2019).
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or clarifications. Furthermore, participants’ reading of me as foreign did appear to lead many
to make comparisons (both positive and negative) between Russia and the UK, even without
my having asked the question in that frame. Goode refers to a similar experience in Russia, as
his presence elicited international points of comparison (2016, p. 438). Participants’
perception thus seemed to lead them to make wider comparisons and considerations of the

situation for civil society in Russia, in fact supporting my research.

At the same time, | was also not foreign in ways which were also productive. Where
comparisons with the UK were mainly to defend Russia from the stereotypical understandings
of the country which participants felt that foreigners held, my experience in Russia and how |
speak Russia were mobilised by participants as articles of good faith which distinguish me
from ‘other foreigners’. Their remarks suggested that they perceived how | spoke Russian as
marking a deeper understanding of Russia. This and my prior experience living and working in

Russia may have built participants’ confidence and trust in me.

Participants’ perceptions of my use of the Russian language, my commitment to and
knowledge of Russia, and any ability to obey certain interactional codes are ways in which
they translated me. Their reactions to these perceptions are doubtless part of the interviews’
co-construction. In the ways | have outlined above, | saw myself as instrumentalising these
perceptions in order to be productively both chuzhaia and rodnaia. However, it was close
personal experiences of disabilities which made me truly rodnaia. This disclosure felt again to
shift the dynamic of the conversation, bringing it in some way closer to respecting reciprocity
in disability methodologies (Price & Kerschbaum, 2016), but also raising questions about the
nature of relationship between researcher and participant and the potential for emotional

manipulation and faking intimacy.

Criticism of ‘faking friendship’ (Duncombe & Jessop, 2002; Finch, 1984; Miller & Bell, 2002;
Mirza, 1995) argue that, in working to build rapport and create an environment where
participants feel free to tell stories, the researcher applies emotional pressure which in fact
‘induces the respondents to provide their stories, perspectives or narratives’ (Tyldum, 2012,
p. 204). Tyldum argues that ‘breaking out of the interview or refusing to disclose particular
information’ is made more difficult if the participant perceives friendship between
themselves and the interviewer (ibid., p.204; see also Duncombe & Jessop, 2002). | will

outline my response to this further below in my emphasis on using a conversational approach,
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open-ended, narrative questions, not using an interview schedule, emphasising the
participant’s ownership over both the audio and the transcript, and remaining in contact to
various degrees where the participant wishes (Section 4.2.). | also did not meet with
participants repeatedly over a long period of time, aware that this can lead to further
difficulties in managing the friendship/researcher relationship (Tyldum, 2012). My second
response consists in interrogating the stance that friendship is necessarily false or ‘a threat’
to the research process. Friendship with participants is often referred to in terms of negative
risk. In one example, Dickson-Swift et al. observe that qualitative research by its nature leaves
researchers ‘ultimately more vulnerable to crossing the boundaries from research into

friendship’ (Dickson-Swift, James, Kippen, & Liamputtong, 2007, emphasis added).

However, as Dickson-Swift et al. also recognise, a form of friendship in research can also be a
strength. As Tillman-Healy observes, ‘We never ask more of participants than we are willing
to give. Friendship as method demands radical reciprocity, a move from studying “them” to
studying us’ (2003, p. 732). Although | was deliberately not embedded in each individual
participant’s life for as long as Tillman-Healy proposes, | adopted a stance of friendship in a
mode of engaged, reciprocal sharing and openness, without pressure. This stance again
recognises my presence and the ‘us’ of some shared experiences which | interrogate in my
research. The naming of certain personal experience is consonant with how disability research
has advocated rapport based on shared vulnerability (Gibson, 2019). For Gibson (ibid.), shared
vulnerability transforms into solidarity. This also reflects my experience, as participants and |
often discussed questions of injustice which required my solidarity as they implied both
identifying a problem and recognising the need for change. This suggests a common

viewpoint and goal, blurring the distinction between researcher and researched.

My disclosure of personal experience often responded to participant questions about why |
was doing this research. Mann observes that, ‘we should expect our colleagues and our
respondents to question us about our motives, not just our methods’ (1996, p. 70). Hertz too
finds it ‘important to admit that we study things that trouble or intrigue us, beginning from
our own subjective standpoints’ (1997, p. xvi). When participants asked about me and why |
am doing this research, the questions were of course legitimate. Given that | had contacted
them, often out of nowhere, to request their time and energy for this project, responding to

these questions seemed a normal part of both developing trust and rapport. More
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importantly, responding openly to such questions cast the interview as a conversational
exchange of experiences, rather than a purely one-sided interview where only | am entitled
to ask questions. The interaction thus resembles more closely a typical meeting between
people who have not previously met and aims to better respect the principle of reciprocity in

research (Price & Kerschbaum, 2016).

However, people did not ask why | was studying civil society. Rather, people almost uniformly
guestioned why | would study disability. The answer which appeared to entirely satisfy these
guestions was my disclosure of family relationships with disabled people. Other answers (e.g.,
that | was drawn into the subject by my own long experience with another disability CSO in
Russia) led to further questions around why | had chosen to volunteer precisely there.
Although | could have answered that it had happened by chance, the principle of reciprocity
again suggested to me that | mirror the honest disclosure for which | was also in effect asking
them. Two factors are important in participants asking and accepting my answers to ‘why
disability’. In some ways, the recognition of my disclosure of personal relationships as a
satisfactory root cause which put an end to participants’ questions was unsettling. It appeared
to be well-received because of a dominant narrative that disability is not inherently worthy
of attention or study; only a personal connection could motivate my engagement with the
topic. Kafer has identified the tendency to ‘relegate’ questions of disability ‘to those with a
personal relationship to disability’ (2013, p. 2). When disability is seen as only an issue for
those with a personal relationship to it, we have a problem: ableism and discrimination on

the grounds of disability is a problem for everyone (cf. Dorfman, 2019, p. 1083).

However, the recognition of my disclosure as satisfying also appeared to speak to another
issue in disability research: who has the right to represent disability? There have long been
calls to centre the experience of the disabled person (Fine, 2019) and criticism of research
which rather objectifies, misrepresents, and profits from disabled people (Schalk, 2017). As
Minich writes, ‘there is an immense body of scholarship about disabled people that few in the
field recognize as disability studies: work that objectifies disability; places it under the medical
gaze; pathologizes it; deploys it as a device of characterization; or uncritically treats it as a
metaphor for decay, decline, or failure’ (2016, para. 5). O’Toole (2013) explicitly invites
disability scholars to disclose their relationship to disability in their work. Furthermore, given

the aggression and lack of comprehension which participants often described experiencing
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on the basis on disability, their checks of my background and relationship to disability made
sense. The disclosure appeared to build trust and indeed solidarity, as Gibson (2019)
suggests. Participants would speak about how | must understand and empathise with certain
situations or observe that it was good that one ‘of our people’ (‘iz nashikh’) was doing this
research. Others would speak of their lack of trust of ‘outsiders’ (‘chuzhie liudi’) who were
working around disability and question their motives and understandings. One participant
described disability as something higher than national boundaries; far from being ‘foreign’ or
an ‘outsider’ (both in Russian can be translated as ‘chuzhaia’), it was this disclosure than made

me truly ‘rodnaiad’, with all the closeness and emotional rapport that the Russian suggests.

| only disclosed any such information in response to participants’ questions, given both
reciprocity and participants’ grounds for concern around others’ understanding and
representations of disability. These disclosures also opened conversation about what people
thought was missing from representations of disability and disabled people. For example,
participants often welcomed my research as a project seeking a non-medical, non-
pathologizing picture. As | describe further in Section 4.2., this was an accessible manner of
including participants directly in conversation about the direction of the research and the

representation of disability.

However, issues around trust and performative aspects of ‘doing rapport’ (Tyldum, 2012, p.
204) meant | did not deliberately create the opportunity for such disclosure. Rather, | only
spoke about this in response to participants’ questions and where they found important to
discuss the issue; | felt it cynical to disclose any relationship otherwise, as though doing so
would be instrumentalising personal experience to hack closeness and emotional rapport. For
it is precisely this closeness and rapport that the disclosure seemed, almost inevitably, to
elicit. People would refer to how | understood them, their situation, or the situation of their
families. Some people would express how glad they were that someone ‘who knew from
experience’ was doing this research, that they could not trust those who worked in disability

‘for no reason’, without immediate personal lived experience of disability motivating them.
4. Practices of Interviewing

4.1. Sample Building
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In total, | interviewed 61 people to investigate how discourses of disability interact with
discourses about civil society in Russia. Interviews were conducted from 2017-2018, with a
few further interviews conducted in 2020. Sample building was one of the first steps in the
research’s construction. It passed through four major stages: identifying disability, selecting
research sites, identifying disability organisations and movements and, finally, identifying and

building contacts with relevant individuals. Here | present these stages.
4.1.1. Identifying disability

Behind sample building stands my conception of disability organising and, therefore, of
disability. Given that | set out to look at a range of discourses around both disability and civil
society, | cast the net deliberately wide. Disability research has been criticised where it
objectifies, pathologizes, or ‘deploys [disability] as a device of characterisation’ (Minich, 2016,
para. 5). Minich’s characterisation may also be true of some CSO organising. However, this
was not here a reason to exclude such organising from study, given that | am interested in
investigating a diversity of discourse. | therefore deliberately included CSOs from
government-organised non-governmental organisations (GONGOs) to grassroots groups and
social movement communities working around disability as they defined it. This identification
with and of disability was based also on their own representation and use of disability, not
necessarily aligned with any one diagnosis or impairment. In the words of participants, this
included self-identification with and work around physical disabilities, psycho-social disability,
mental and/or intellectual disabilities, sensory disabilities, non-neurotypical people, people
with psychiatric diagnoses and/or experience of psychiatric hospitalisation, depression, and
other identities, experiences, and diagnoses. In this manner, disability was defined in various,
fluid manners by different participants without me setting limits or boundaries on that
definition. This is also reflected in where and how | identify people as disabled as | cite them.
In some cases, people commented that they could technically register as disabled or that they
technically were disabled. However, in the first case, they did not register as disabled because
this would mean forfeiting the carer’s allowance they received or, in the second, they did not
identify as such because, in comparison to a family member, they felt that their impairment
had a lesser effect on their daily life. The category of ‘disabled’ was relational and ambiguous,
and not everyone identified as such. This aligns with the understanding of ‘the state of affairs

called “disability”” (Tremain, 2005, p. 1) that | use here (Chapter 3). As such, disability is a fluid
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and contextualised category which | explore through the social reality of its use by civil society
actors. This loose approach resulted in few concerns around boundary cases. In particular, it
led to the inclusion of some organising around impairment acquired in later age and palliative
care; these movements often cooperated with wider disability civil society, particularly
around deinstitutionalisation, and identified themselves as working on disability. These
boundary cases were included based on the primacy of actors’ own self-presentation and
identification in driving my selection and inclusion criteria. It is consistent with my aim of

exploring how the category of disabled is used by civil society actors.
4.1.2. Research locations

| restricted the locations of my research to three large cities and their surroundings: Moscow,
Saint Petersburg, and Nizhny Novgorod. In choosing these cities, | replicate an imbalance in
research by focusing on larger urban centres in Western Russian. However, my choice of these
cities is motivated by the objective of exploring diverse forms of organising: Moscow, Saint
Petersburg, and Nizhny Novgorod have a large volume of organising of different forms.
Looking at urban centres particularly facilitates the inclusion of social movements (de Moor,
2020, pp. 124-125) and a diverse range of views. | do not aim to make comparison between
views in different cities. In fact, the range of views uncovered in each urban location overlaps;
| do not use the research location as a motivating factor in any analysis of difference.
Moreover, the fact that certain CSOs have their seats in one city, such as Moscow, does not
restrict them to working solely in that location; many of the CSOs included in the research
also work in other regions across the country in both urban and rural settings. The location of
and good transport links with and between all three cities was also a factor in their choice as
it safeguarded the logistical feasibility of completing the research to schedule. Finally, the
choice of urban locations allowed me to enter discussion with existing research on both
disability organising and infra-politics, which has often been conducted in urban settings (e.g.,
Frohlich, 2019; Christian Frohlich & Jacobsson, 2019; Toepler & Fréhlich, 2020). As | aimed to
bring these bodies of work together and to think about how disability shapes resistance, |

here maintained a largely urban focus so as not to add further complexity at this point.

While interviews were conducted with participants based in one of those three cities or their
surroundings, | continued to read social and other media articles and posts which discuss or

are by CSOs in other locations. Although these did not enter my analysis directly, this
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information remained part of my picture of organisation more generally. Additionally, |
previously participated directly for many years, and remain punctually involved, in a city-
based CSO which also organises in the countryside. Experience with this CSO in various

locations and with other CSOs associated with it also forms a background to the research.
4.1.3. Identifying and contacting CSOs and people

| define civil society as ‘the arena of uncoerced collective action around shared interests,
purposes and values’ (CCS, 2005, p. 1), without taking a normative position on values or
intentions. How | define CSOs is dealt with in more detail in the literature review (Chapter 3);
these criteria were also used to identify and include CSOs in the sample. The research includes

CSOs of four main types, namely:

a. Government-organised NGOs (GONGOs);

b. CSOs with recognised, registered legal form (i.e., funds, socially oriented non-
commercial organisations (SONKOs), etc.);

c. Unregistered grassroots groups; and

d. Social movements, (associated) communities, and nonmovements.
| thus seek to explore a wide range of organising and the interplay between different spaces,
going beyond an emphasis on registered, long-standing, or more formalised organisational

forms.

In the three research locations, | identified CSOs positioning themselves as organising around
disability by several routes. These included via direct online publications by CSOs on various
platforms, indirect publications about a CSO on various platforms, recommendations of
friends from my own involvement in the field, recommendations of journalists with whom |
met to discuss the sector in general, recommendations from participants at interview (who
recommended both speaking to people with whom they agreed and did not agree), and my
own participation in various offline meet-ups, events, and conferences. Recommendations
from participants for other people to contact allowed them also to participate in the
construction of the research. Meet-ups and events, as well as meeting through
recommendations and by chance, allow me to identify and include individuals who participate
in both social movement communities and formal, registered CSOs. In these cases, | often

met people as participants at events of social movements and associated communities and
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then found out that they are also involved in other forms of organising. By using these
different routes, | aimed to identify a diverse range of CSOs and not to exclude organisations
without an online presence, thus responding to the danger of engaging uniquely with the

‘most accessible’ people (M. N. Marshall, 1996, p. 525).

Finally, 38 of the 61 people interviewed identified as women, 21 as men, and two as Trans or
non-binary. The relatively greater number of women compared to men reflects some gender
imbalance in disability civil society,'? as well as in Russian civil society in general, towards
women (Salmenniemi, 2005). 20 people identified as disabled, using various terms (Section
3.2.), and 41 did not. Among those 41 people, most are family members of disabled people.
Some mentioned that ‘technically’ they could register as disabled, however, as primary carers
to people already registered as disabled, they avoided doing so to continue receiving a carer’s
allowance. The organisation of entitlements creates a binary opposition between those may
receive a carer’s allowance and those who need care. This is example of how ‘[p]olitical
discourse and policy create categories’ which ‘separate groups of people’, although these
categories do ‘not necessarily reflect a similar separation of those groups in social life’
(Bonjour & de Hart, 2021, pp. 2-3). It also cautions against any overly binary, quantified

distinction between participants who do and do not identify as disabled in the sample.

Still, disabled people remain a minority within the sample. This reflects a sphere which,
although it has seen an increase in CSOs founded by disabled people in recent years
(Battalova, 2019, pp. 909-910), still sees ‘the relatively low involvement of people with
disabilities in non-profit organizations’ (ibid., p. 911). Across the sphere, people who do not
identify as disabled are often in positions of responsibility. This is particularly the case in

formal, registered CSOs. Still, aware of this imbalance, | have taken care around how | have

OThere is little specific exploration of the disproportionate representation of women in disability
organising in research literature. However, women seem to be over-represented, particularly in parent-led
organising. Reflected by my sample and discussed by some participants was that divorce or separation of
parents appears to disproportionately affect families with disabled children. As | discuss in Chapter 6, many
women begin organising following their child or children’s diagnosis. While civil society is not the direct
topic of the paper, a telling slippage occurs in larskaia-Smirnova, Romanov, and Yarskaya’s investigation of
parenting disabled children (2015). The article’s title refers to ‘parenting’ and uses both ‘parents’ and
‘mothers’ in its text. However, the paper only appears to discuss the experiences of mothers, rather than
those of fathers. Without necessarily itself problematising or reflecting more on the gendered division of
labour and the presence of (female) single-parent families, the article reflects the overwhelmingly female
nature of care labour, perhaps exacerbated in the case of disabled children and disproportionate family
separation.
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listened to and was guided by interviews. Of the 34 interviews cited directly, | quote 11 people
who identify as disabled and 23 who do not. Thus, disabled people move from one third of
those interviewed to around half of those quoted. Their voices particularly guide reflection
on identity, assumed vulnerability, and resistance in the latter empirical chapters. The initial
empirical chapters, which look at how actors in the sphere identify and navigate legitimised

action, draw from the interviews more broadly.

| stopped interviewing at the point where | had explored the avenues opened to me through
interviews to the point where | was hearing the same opinions and instances repeated,
without identifying new avenues for exploration; | reached an uneasy theoretical saturation
where | was no longer ‘develop[ing] properties of the category’ (Glaser & Strauss, 1967, p.
61). | followed Glaser and Strauss in sampling purposively to ‘look for groups that stretch
diversity of data as far as possible’, aiming for research which ‘is based on the widest possible
range of data on the category’ (ibid., p.61). This meant that reflection and analysis were
ongoing and cyclical as | looked for and contacted participants, rather than confined to later

stages of the research.

However, limitations in my sample nonetheless undercut any claim of comprehensive
exploration of areas of investigation. For example, given the relatively small number of
GONGOs and social movements identified or even actually existing as compared to registered
CSOs, | interviewed relatively fewer participants involved in these organisational spaces. In
the case of GONGOs, there are only three main organisations; | therefore ensured that |
interviewed at least one person at each GONGO and, where possible, built a sample of
multiple people involved at different levels (regional, national, etc.) of the same GONGO.
However, questions remain about whether | was able to access the fullness of different
theoretical perspectives based on my sampling and inclusion in the research. In Appendix 2, |
provide an anonymised overview of participants showing their involvement in CSO(s), gender
identity, age bracket, and disability status. Further information is not given in this overview
as a risk to confidentiality. For example, | do not connect information in the overview to
specific pseudonyms used in the research or to location. To safeguard anonymity, information

about location is detached from the overview of participant characteristics (Appendix 2).

When | did not initially meet someone in person at another event, | typically made first

contact with them by a personal social media page, e-mail, or phone number. In some cases,
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| used the official CSO contact address. However, | only did this when | found no alternative.
This is because | did not want to approach the person as a CSO representative, but rather in
a more personal capacity. From the outset, | wanted to suggest that | was approaching them

not to reproduce any CSO line, but to share with me their personal experiences and opinions.

When initially contacting potential participants, | provided broad information about the
research project and the nature and conditions of their participation in an interview, including
anonymity and confidentiality of their participation, the information shared, and their name
and that of the CSO(s) with which they are involved. | explained how the interview would be
used and how they could withdraw or modify consent for the interview to be used at any
point. | also stated and explained why | often use audio recording at interviews. | said that |
would discuss this and ask them for their permission to do so at any interview. | generally
provided the information in a brief form in my initial contact, so that it could be read and
responded to quickly. | offered in the initial email to provide more detailed information and
to respond to any questions, by email, telephone, or video-call, if they were interested. This
more detailed information was then further discussed at the beginning of the interview, as |

outline in the next section.
4.2. Conducting Interviews

Here | present the setting and modality of the interviews, consent negotiations, and inclusion
of participants in the research project. The apparent conventionality of interview methods
does not preclude ‘challeng[ing], revers[ing] or otherwise subvert[ing] the hierarchises of
power and knowledge that characterize standard academic and policy research’ (Cornwall &
Sardenberg, 2014, p. 79); here | outline both how | disrupt a hierarchical power dynamic
through my interview practices and how this dynamic is inherently troubled as | conduct
interviews in a non-native language. | also recognise the limits of any challenge to a hierarchy

of power in my methods.
4.2.1. Interview settings and modalities

The participants decided themselves where and when they preferred to meet. This was often
at cafés, but also at people’s homes. More rarely still, a few interviews were conducted at
CSO working spaces. | left it to participants to name the time and place where they felt

comfortable meeting. Participants were also able to suggest a different modality for the
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interview. In cases where the participant was neither comfortable leaving their home nor
having me at their home, interviews were conducted by video calling. Kondakov also uses this
method to widen participation while interviewing disabled people (2018, p. 78). One
participant preferred to type answers, rather than speak. Therefore, we corresponded over a
few weeks. Otherwise, interviews were oral. | responded to the limitation of the immediacy
of this mode through using pauses and interview breaks, as well as open-ended questions
which do not seek a final, single answer (Section 4.2.4.). | also revisited certain points either
later within the same interview or in another mode (e.g., via messenger or e-mail). This

depended on the participants’ involvement and is discussed further below (Section 4.2.2.).

Most interviews were conducted on a one-to-one basis; a few interviews also had another
person present in line with the initial participant’s stated preference. Where a second person
was present, they were either someone who also participated in the CSO or someone with
whom the initial participant had a personal relationship. Often the second person had both
statuses simultaneously. Interviews lasted from one hour to three hours; they rarely took
under one hour 30 minutes. In a few cases, participants spent longer than three hours with

me, for example showing me certain spaces they felt were important.

Some of these shifts in modality reflect how disability research shifts expectations typical in
conducting qualitative research. Lefkowich reflects on how researchers are typically not
encouraged to meet research participants in their homes (2019). This is based on the
identification of homes as part of the private sphere and interviewing in others’ homes as
increasing risk to researchers. Without dismissing this concern, disability research shifts these
expectations in two ways. Firstly, access to the material public sphere may not be easy,
comfortable, or indeed possible for some disabled participants. It may therefore not be an
option to conduct interviews in person outside the home. Secondly, disability often blurs the
boundaries between public and private space. Disabled people’s homes may not be
particularly private; many disabled people shared their homes with care assistants, family
members, care assistants, or otherwise live in close proximity to others. Using typed
interviews and long pauses in interviewing also allowed for ‘crip time’, or ‘the elongated
temporal frame in the performance of disability’ (Hartblay, 2019, p. 559). Rather than prizing

immediacy, these formats allow time for reflection and composition.

4.2.2. Informing for inclusion, participation, and consent
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Informing and consent were approached as a linked process understood as 'informing-for-
consent' (Cutliffe & Ramcharan, 2002; Tymchuk, 1997). Informing the participant about the
interview process is also one way of increasing their power or ability to change its course. This
mode does not insist on potentially demanding participation or overly draw on the
participant’s resources. Rather, it makes explicit certain choices in the interview set-up and
allows the participant to question, challenge, accept, or disagree with them. The issues which
caused the greatest amount of debate and challenge were anonymity and confidentiality. This
raised questions which go beyond interview processes and practices, also speaking to
interpretation, writing, and power dynamics in research. | therefore address them in Section

5.

In practice, at the interview, | ran again through the information which had been provided
before meeting (Section 4.1.3.). This was done in the form of a discussion, which allowed me
to answer any questions and hear some of their initial thoughts about the research project
more generally, thus including them in discussion of its development. | also explained why |
often use audio recording and asked for their permission to do so. This is one example of
bringing participants into the construction of the research and inviting challenges and
guestions. It gives entry into the co-construction of our ‘rules for recording’. For example, |
suggested that the recording could be paused at any time, if they wanted. | showed
participants how to stop and start recording and invited them to control the Dictaphone and
stop or pause it at any point. The Dictaphone was also always positioned closer to the
participant than to me to facilitate this. Some participants were more comfortable with the
Dictaphone’s use and did not enter into this conversation as much as others, simply agreeing
to audio-recording with few or no further questions. In that case, | outlined my own practices
more directly. However, in both scenarios, | shared information about recording and sought

consent.

| also offered participants a copy of the audio and of the transcript. Not every participant
wanted this; the few who did were sent a copy of both. In some cases, this led to further
conversation about what they had said at interview and reflection outside of the immediacy
of an oral interview. However, this was fairly rare. | did not insist on participants reengaging
with the transcripts as | did not want to place too many demands on their time and resources,

agreeing with Brueggemann’s assertion that it is not ‘entirely ethical that we unequivocally



49

assume that [research participants] want to be involved, to collaborate, to respond, to co-
construct representations with us' (1996, p. 33). Less demanding forms of participation thus
included coming back to issues raised in the interview at later points within the same meeting,
as well as discussing the nature and direction of the project as a whole with participants. This

was important to negotiating the representation of disability, discussed in Section 3.

Discussion of consent was constant throughout providing information about the research
project. | used oral consent, given that participants themselves said that they preferred this
to signing forms. The lack of forms also contributed to a more relaxed, less formal atmosphere
for the interview, something which both | and participants observed. When | did experiment
with forms, | used them at the end of the interview, taking it as another opportunity to run
over questions of consent and permissions. However, | found that people did not read or
engage with the form properly; they would just instantly agree and ask me where they should
tick boxes and sign. Therefore, | retired the form and instead orally ran again through

guestions of consent and permissions at the end of the interview.
4.2.3. Interview language

Interviews mainly took place using spoken Russian. In some cases, written Russian was used
for further reflection and correspondence after the initial interview. In very few cases, the
interview was typed only. Russian was a first language for almost all participants, although in
a few cases participants were bilingual in Russian Sign Language (RSL) and Russian. The use of
spoken Russian was not a condition for participation in the research. For example, | prepared
to use sign language interpreters. However, civil society actors identified as organising around
disability rights did use spoken Russian. One Deaf participant described the fact that they used
spoken Russian as well as RSL as the reason why they were able to participate so strongly in
civil society organising; using both languages allowed them to communicate between Deaf
and hearing communities. Civil society organising’s emphasis on language, and even orality,

was therefore perhaps reflected in the fact that my participants all used spoken language.

| speak Russian fluently and could always understand my participants’ responses. However,
unlike participants, | am not a native speaker. In both English and Russian, you can speak of
your control over the language as a kind of mastery. In English, you ‘master’ a language. In

Russian, the verb is ‘vladet” and can be translated variously as to master, own, manage,
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command, or govern, amongst other possibilities. Put simply, | do not master Russian to the
same level as my participants. Therefore, the interview-conversation was not a conversation
between equals. The fact of conducting the interview in Russian immediately placed them
above me on the hierarchy of freedom of expression, fluidity, and richness of language. After
checking with participants a final time if | had their permission to record at the start of an
interview, | noticed myself sometimes repeating a joke about how | would find it more painful
than them; | would have to listen back to any moments where | had struggled to convey my
precise meaning. Participants were immediately and inherently positioned as experts

regardless of the subject of the conversation.

Specifically concerning language referring to disability, | chose to privilege the participant’s
choice of expression and reflect it both in the moment of interview and in writing this text.
The practicalities of negotiating and operationalising this choice are presented in the section
on communicating disability (Section 3). Here, | conclude only that the fact of conducting
interviews in a language with which participants were more comfortable than me and my
deliberate choice to accept and reflect participants’ use of language both shift the power
dynamic of the conversation. Discussions of power relationships in research often identify
power as the researcher’s, shared only at their own choice and instigation (Pillow, 2003) and
always given by the researcher, rather than beginning as the participant’s. However, in my
case, the realities of interviewing in the Russian language destabilised this construction of

power from the start.
4.2.4. Interview questions

| prepared an interview schedule including specific questions divided by topic area (see
Appendix 3). Finally, writing this document served more as preparation for the interviews,
rather than as a tool used in the interviews themselves. In practice, | had the interview
schedule by me for the first two interviews and referred to it towards the end of the
conversation to ensure | had covered all the topic areas. After that, | had the interview
schedule with me, but never took it out of my bag. Rather than using the interview schedule
exactly, | preferred an informal, conversational mode of working drawing on both the initial
schedule’s topic areas, which | had broadly memorised, and notes | made following each
interview. These fieldnotes both provided on-the-spot reflections of what | perceived as key

areas, facilitating reflexivity (Hockley, Dewar, & Watson, 2005). They summarised how the
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participant had reflected on my research’s direction and the representation of disability more
generally. They also highlighted an evolving set of topics which | wanted to explore further in
subsequent interviews, thus supporting the development of interview questions and the

research more generally.

Not using an interview schedule was also motivated by considerations of the interview’s
power dynamic. An element of the interviewer’s power is that they present questions which
they have previously prepared to an interviewee who must respond on the spot; the
interviewer has greater knowledge of the contents and more control of the direction of the
interaction. Interviewing without a schedule removed the possibility of having pre-prepared
guestions before me, supporting me in conducting the interview both linguistically (especially
given the linguistic imbalance between myself and participants, Section 4.2.3.) and offering
formal structure as a sign visible to most participants. Working without pre-prepared
guestions emphasised listening directly to participant and responding to what they were
telling me at that moment. Furthermore, it removed the physical sign of a list of questions
dividing researcher from participant. This suggested a more natural conversation and

connection.

This mode of interviewing emphasised open-ended, narrative questions which allow
participants to respond as they wished and respected their silences (Garland-Thomson,
2011a; Tonkin, 1992). For example, | often began by asking people how they ended up doing
what they do, whether that question referred to some form of grassroots activism or running
a formally registered CSO. This elicited a long, narrative response and gave me a framework
within which to anchor further questions. It also produced long, rich, and wide-ranging
interviews, leading to further complexities in analysis, interpretation, and writing up (Section

5.1.2.) as | dealt with framing and focusing the work.
5. Interpretations and Translations: Creating and Silencing Voices

Above, | reflect on how | translate myself and perform my roles. | discuss how | perceive these
roles as understood by participants as, in short, chuzhaia-rodnaia and how this affects the
research process at interview. In this section, | move on to how | interpret the stories and
experiences entrusted to me. | look at how | negotiate my interpretative power as author,

how | translate and dislocate, and how | both silence, transfer, and create voice in these
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processes. Through analysis, interpretation, and writing, | become the sole named author of
this document, despite the multitude of voices which stand behind the research.
Furthermore, given that ‘practices of doctoral writing simultaneously produce not only a
dissertation but also a doctoral scholar’ (Kamler & Thomson, 2008, p. 508), this authorial
position is far more transformative for me than for any participant. In this section, | discuss
the tensions between the necessities of interpretation and authorship and any emancipatory

project of the research.
5.1. Analysis and Interpretation
5.1.1. Transcription

The translation of sound recording into text (Slembrouck, 2007; ten Have, 2007) is necessarily
selective and demands interpretative and representational choices (G. Cook, 1990; Duranti,
1997). Rather than naturalising this interpretive process as an objective, technical matter, |
present my choices below. | do not use transcription as itself analytic tool, analytic procedure,
or a form of analysis (Davidson, 2009, p. 39). In this research, the main work of analysis begins
largely after the development of a transcript. | have therefore developed a hybrid approach
to transcription. The aim in striking this balance in a pragmatic verbatim transcription is to
produce text which remains accessible to readers who may find denaturalised transcription
(Bucholtz, 2000, described below) harder to read (Davidson, 2009) and supports my own
understanding for analysis, as well as that of any subsequent reader of quotations taken from
transcripts. Furthermore, this mode of transcription aligned with my research objectives and

analytical perspective.

Ochs argues that ‘a more useful transcript is a more selective one’ (1979, p. 44) as ‘extraneous
information makes a transcript difficult to read and might obscure the research purpose’
(Davidson, 2009, p. 38). Oliver, Serovich, and Mason (2005) have argued that questions of
epistemology drive different approaches to transcription. Practices which seek to provide ‘as
much detail as possible’ (D. G. Oliver et al., 2005, p. 1273) are associated with a view that
language can ‘represent the real world’ (ibid., p.1274). Opposing this, those which remove
‘idiosyncratic elements of speech’ (ibid., p.1273) are associated with the standpoint that
‘within speech are meanings and perceptions that construct our reality’ (ibid., p. 1274). This

latter standpoint is closer to my analytical approach and research questions, as they revolve
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around investigating participants’ meaning-making and understandings. This standpoint is
therefore also closer to my approach to transcription. However, | also understand the
associations argued for by Oliver et al. (2005) precisely as tendencies, rather than absolutes.
| therefore did maintain certain elements of oral language and added further notes where |

perceive them as conveying meaning.

| transcribed over half of the interviews myself; the remaining transcription was outsourced
with confidentiality agreements made with the transcribers. More concretely, we struck a
balance on a continuum between naturalised and denaturalised transcription, as per
Bucholtz’s conceptual framework (2000). Naturalised transcription prioritises written
features of language over oral features to incorporate, as we did, punctuation. Denaturalised
transcription rather retains oral features, such as the discourse markers (e.g., so, well, | mean,
etc.) and filler words (e.g., er, um, ok, etc.) which we included in our transcriptions. We also
included basic notes marking laughter, tone, or non-verbal gesture where these were judged
relevant to maintaining meaning and understanding. For example, adding a note to clarify
that the speaker was being ironic supports understanding for the reader of a transcribed text.
Non-verbal gestures conveying meaning included gestures like silently pointing upwards to
refer to government. These gestures were captured in my fieldnotes and then integrated into
transcriptions to ensure understanding. As fieldnotes were not shared with transcribers, |
added notes concerning non-verbal gestures myself as | checked the transcripts against the

audio recording.
5.1.2. Analysis and memo writing

As | revised the outsourced work and reread my own transcriptions, | first made mapping
categorisations identifying actors, goals, and actions. | then grouped these actions by four
broad functions: direct help, information and empowerment, and government-centred
advocacy and oversight. Rereading the transcriptions again, | then began to write analytic
memos (Glaser & Holton, 2004) drawing out broader themes from the interviews. | integrated
these notes into the typed-up fieldnotes | had initially made after each interview.
Subsequently, | grouped interview extracts by the corresponding issues and themes identified
by the analytic memos. These issues and themes are themselves responded to in different
ways by various participants; different views are thus included in response to a single issue or

theme. These notes were largely made in English, while the transcriptions remained
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untranslated in Russian at this point. Checking accuracy of the outsourced interviews and
adding non-verbal gesture notes myself, as described above (Section 5.1.1.), also supported
active revision of the interviews. This rebalanced the tendency | otherwise had to overuse
those interviews | had transcribed myself, given that the transcription process had developed

a more detailed knowledge of them.

The practice of writing more detailed memos attempted to guard against Packer’s warning
that ‘a theme never simply “emerges”; it is the product of interpretation. [...] [T]lhemes that
“stand out” tell us more about the researcher than the interviewee’ (2011, p. 70). By writing
more nuanced memos, | explain my identification and understandings of issues and themes |
had heard in interviews and read in transcriptions (Saldafia, 2016). However, given the
richness and diversity of these conversations, as well as the breadth of my inclusion frame,
the process of focusing into one piece of work was not straightforward. | strongly identified
with Acker, Barry, and Esseveld’s assessment that a feminist commitment to research has ‘led
[them] to collect data that were difficult to analyse’ (1991, p. 143). After interviews, | had a
huge volume of long and wide-ranging conversations which were difficult to categorise. The
interview conversations could have been used in many ways. In distilling the research to the
few areas which make up this document, there was ultimately of course a narrowing and
discarding, at least from direct use, of aspects of the interview conversations. In identification
of the research areas and of the themes subsequently identified, | am led by my own
standpoint (Hertz, 1997); the work presented here is one possibility among many potential

others.

The themes | followed further and include here both speak about me and about my response
to the state to the relevant research literature. | do not spend great amounts of time on topics
which have already been largely explored. In this way, | attempt to enter a conversation and
answer both implicit and explicit questions and absences which | have identified in my reading
of the literature (cf. Cornish, 2020). However, | also try not to silence the stories, opinions,

and experiences which participants shared with me. | do this in two main ways.

Firstly, | involved participants in the discussion of my research and its direction as part of the
interview. | attempt to respond to their views on representation of disability in my work, for
example a common insistence that work on disability was dominantly medical and elided

social questions. More specifically, | also try to amplify voices and identities which participants
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emphasised that they found not to be represented elsewhere. For example, this includes the
experiences of disabled feminist and LGBTQ+ activists. In doing this, | take the position that
reflexive thematic analysis ‘does not equate frequency with importance’ (Braun & Clarke,
2021, p. 18): ‘a small number [of people] may say or write things that are crucial’ (ibid., p.18).
The importance of these few people is linked to the theoretical and empirical conversations

upon which | am building, and the gaps in the current literature which | address.

Secondly, | question the idea that the only full or valid use of an interview is represented by
the inclusion of quotations from that interview in the written piece. Participants informed me
and inflected the direction of my research even where they are not cited. Given both my
interview practice based on a conversational, non-directive style and the evolving nature of
my research precisely based on participants’ directions, interviews were often lengthy (from
one and a half to three hours) and included material which was not finally of immediate
relevance to the research as written up. This is sometimes presented as an ethical issue;
researchers are exhorted not to misuse participants’ time by seeking information which they
will not then take up. However, this mode was simultaneously necessarily to ensure both the
evolving, exploratory approach described and the use of open-ended questions which neither

pressure participants nor assume final answers (Section 4.2.4).
5.2. Translating Voice

The transcribed interviews remained in Russian for the analysis portion of the research.
However, | translated quotations which | include in this text into English. In translating, |
create the voice of participants in a very direct way which cannot remain neutral (Temple &
Young, 2004). This process raises questions about whether and how | allow the voices of my
participants to come through to the reader. Translation not only disrupts ‘etymological
resonance’ (Gentzler, 1993, p. 160), but also cultural resonance. How can | translate how
participants refer to disability? How can | best preserve expressions in Russian which may
suggest their age, background, or character? How can | approach how they might sound in
Russian to Russian speakers, without presenting their language as irrelevant (Temple &
Young, 2004) or suggesting that they initially ‘spoke the same language as our readers’
(Poblete, 2009, p. 632)? These questions are further complicated by their interaction with the

dislocations necessary to maintain anonymity and confidentiality (Section 5.3.).
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My discussion of naming disability in English and Russian (Section 3.2.) presents the first step
of my response to the initial question. There, | present how disability is spoken about in
English and Russian and make comparisons between the two. | lay out the different feelings
and uses of these various expressions with the aim of allowing non-Russian speakers to draw
greater meaning from the translated quotations they will then encounter in the text.
Furthermore, even within the English translation of any quotation, | also preserve such key
words in transliterated Russian (i.e., Russian written using the Latin, rather than Cyrillic,
alphabet). For example, a quotation would read, ‘a person with disabilities (chelovek s
invalidnost’iu).” This will allow me to maintain participants’ references particularly where a
Russian mode of naming disability does not have an entirely equivalent English expression,
such as with the Russian ‘inva-dvizhenie’. This expression reclaims the word ‘invalid’ while
distancing it from the language of state policy and legislation by contracting it to ‘inva’. Some
participants used this word to denote disability as a proud identity. ‘Inva’ is then used as a
prefix to modify words like ‘dvizhenie’ (movement), ‘soobshchestvo’ (community), and ‘NKO’
(non-profit organisation, lit.: non-commercial organisation). Preserving these expressions in
the English translation allows me to make visible the exact word choice of a participant. It also
clarifies where they may have in fact chosen an English word, which would have otherwise
been made invisible by translation into English. For example, some participants use the word
‘kom’iuniti’ (community), choosing the loanword over the Russian word which is often

translated as community (‘soobshchestvo’).

As well as translating disability, translation of interviews raises wider questions about voice.
Interviews carried out in Russian and written up in English currently appear to fall into one of
two camps. In the first, the Russian becomes invisible; participants appear to have spoken
with the researcher directly in native, ‘standard’ English. In the second, the Russian is
translated into English more literally; the resulting sometimes unusual language suggests
something about the participant which may not be true of their expression in Russian. The
reader’s perception of the person is altered. Paradoxically, it is this second camp that might
offer more help to speakers of Russian reading translated quotes. Overly literally translated
language gives a Russian speaker more clues to intuit what the participant originally said.
However, not everyone can operate a dual reading which both sees the English language on

the page and reconstructs the shadow Russian behind it. Furthermore, the advantage given
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to the Russian speaker in reading literal translations simultaneously creates a disadvantage
for a non-Russian by altering their perceptions and understandings. At the same time,
translation into ‘standard’ English reflecting voice does not address the Russian speaker’s

frustrated question: what did the participant actually say?

| address the dilemma of participant voice versus visibility of Russian by aiming to translate
the Russian into an English which reflects the participant’s voice, not the Russian language
itself. While the cultural resonance of exact expressions will be lost, the character of the
person’s speech should not. | try to translate using idiomatic and ‘natural’ English, to the
extent that the speaker used Russian in that way. | also provide the original language of each
guotation in Appendix 4. This makes visible participants’ original words and expressions, also
allowing Russian speakers to interrogate the choices | have made in my translation. This dual
approach makes visible my role as author and translator, while also decentring myself,
preserving participants’ words, and opening the possibility of criticism of my translation
choices. Through it, | attempt to hold onto the importance of language in constructing
meaning (Barrett, 1992; Bradby, 2002; Duranti, 2003) and to disrupt the power dynamic of

the researcher-translator’s silencing of original language.
5.3. Ethics of Voice and Anonymity

Above, | considered the preservation of voice in translation. This section questions
anonymisation as potentially a further dislocation, alongside and complicating translation,
which problematises the preservation of voice. Finally, it explains the messiness of why |
nonetheless seek to maintain confidentiality and anonymity and how | do this. | define
confidentiality as referring to keeping information about the participant, including the fact of
their participation, private beyond the primary research team (here beyond myself only
including transcribers for the outsourced work) (Saunders, Kitzinger, & Kitzinger, 2015, p.
617). | define anonymity as one part of confidentiality, namely that of keeping participants’

identities secret (ibid., p. 617).

At the time | completed ethical review, LSE’s research ethics approval procedure sets
anonymity and confidentiality as the assumed standard to be observed. The section on
confidentiality (LSE, 2016, p. 3) asks, ‘what arrangements have been made to preserve

confidentiality and anonymity for the participants or those potentially affected?’ It further
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asks about compliance with data protection laws and my consideration of ‘the limits to
confidentiality’, which it associates only with the researcher receiving information that the
participant or ‘someone else may be at significant risk of harm’ (ibid., p.3). The research ethics
review form’s other section on confidentiality asks whether the research will use ‘visual/vocal
methods that potentially pose an issue regarding confidentiality and anonymity’ (ibid., p.6).
Observing confidentiality and anonymity is presented as the correct way to do research. The
form only questions how we might preserve them, rather than asking about if and why the

researcher judges them necessary at all.

| passed this procedure with assurances that my research would respect participants’ right to
anonymity and confidentiality. Then and now, | do find convincing arguments around
anonymity as promoting frankness (Farrimond, 2013, p. 131) and empowering people to
speak openly without concern about negative consequences (Guenther, 2009), especially
where discussing potentially sensitive or personal topics (Elam & Fenton, 2003). Anonymity is
argued for as protecting individuals from harm and even potentially encouraging solidarity
and amplifying little-heard voices from a position of safety (Gordon, 2019). | consciously try
to engage with this position by amplifying voices and experiences which participants identify
as unheard or unseen (Section 5.1.2.). In previous research of my own, participants confirmed
the need for anonymity and confidentiality by checking with me that what they told me would

not be related to them in any publication.

However, where preserving anonymity and confidentiality is presented as a blanket rule, the
idea of protection sits uneasily close to assumed vulnerability and a repeated silencing of
participants’ voices. Its imposition has been criticised as disempowering (Lahman et al., 2015;
Mukungu, 2017) and reducing pride in participation (Yanar, Fazli, Rahman, & Farthing, 2016),
not challenging underlying power structures and therefore minimising the transformative
potential of research (Baez, 2002), and a form of erasure and distancing, which ‘separates
participants from researchers and the audiences for whom they write’ (Smart, Hockey, &
Janes, 2014, p. 11; see also Mukungu, 2017). Anonymisation ‘naturalises the decoupling of
events from historically and geographically specific locations’ (Nespor, 2000, p. 549), just as
translation may do the same. Moore further argues that anonymity in fact ‘creat[es]
vulnerability through rendering people nameless’ (Moore, 2012, p. 332). While this thesis is

under my name and a vital part of my becoming a doctoral scholar (Kamler & Thomson, 2008),
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other participants are separated from authorship and related claims to authority. Assuming a
default position of anonymity is criticised by those who claim participant identification as

empowering (Giordano, 2007; Gordon, 2019; Grinyer, 2002).

These concerns are pressing in relationship to research with disabled people given their
repeated discreditation, infantilization, and exclusion from positions of power. Participants’
work often focuses on promoting the voice, visibility, and representation of disabled people.
Creating new knowledge and awareness around disability is too a key part of the work of
many people. The emphasis on anonymity therefore felt counter-intuitive, a disjuncture
which has been previously discussed in relationship to researching with activists (Mukungu,
2017), although not, to my knowledge, in particular vis-a-vis disability activism. The idea that
anonymity prevents harm and provides protection was not at the forefront of many
participants’ minds. In line with the assertion that anonymity creates vulnerability (Moore,
2012), many rather felt that a lack of visibility was at the root of vulnerabilities created for
them. At interviews, when | discussed anonymity, some participants responded by asking why
or saying that they had nothing to hide. | responded by assuring them that it was so they could
speak entirely freely and empathising that of course they had nothing to hide. | also offered
the justification that it was a requirement of the university, the same for all researchers and
research participants. Participants typically responded that of course it was fine for the
interview to be anonymous. However, | remained aware of their first question and more
aware still of the fact that | had used the expert weight of ‘the university’s guidelines’ to justify
myself, potentially quite directly disempowering the participant and reinforcing a knowledge
hierarchy where ‘the university’ may decide how research is to be done. Nonetheless, | was
indeed called to abide by anonymity and confidentiality in order to be passed to conduct
research by LSE’s Ethics Committee. | also attempted to rebalance power inequalities,
including the erasure of voice, in other ways throughout my research process, as this chapter

describes.

This resolution to the situation was also in part because these conversations arose relatively
infrequently, as well as coming up for the first time some months into my period of carrying
out interviews (although more people may have had questions around the issue, but felt
uncomfortable questioning this apparent convention). In my previous research, participants

had almost uniformly actively welcomed anonymity. In preparing for this research, | had both
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guestioned and had reinforced to me the university’s blanket application of confidentiality
and anonymity. On the spot when these questions reoccurred, | did not have a satisfactory
response. | myself still had the same questions as participants. Some way into the research
process and after some interviews had already been conducted under the condition of
anonymity, when the issue was brought up, | was concerned about directly attributing
citations to a minority of participants while the others, as agreed, went unidentified. How
consent to anonymity played out illustrates broader questions around consent in research,
where unequal power relationships in the interview may undercut the participant’s ability to

give consent.

Finally, | do seek to maintain anonymity for participants. This is in part due to the messiness
of the research process described above, but also due to the fact that many participants still
wanted their identity to be concealed (Corden & Sainsbury, 2006; Kelly, 2009). As | will discuss
in my empirical chapters, participants’ perceptions of their environment for organising
suggested a need for compliance and fear of sanction; anonymity thus potentially allowed
more freedom to speak without concern about sanction. Furthermore, the impossibility of
providing entirely precise information at the point of interview of how exactly the interview
conversation would be used and represented is another argument for anonymisation
(Saunders et al., 2015). This is given that | myself do not know before | have received and
analysed the information not only from any given interview, but from the interviews in
general (Sin, 2005). The potential for future harm is also hard to predict should anything
change in the research context (Wiles, Coffey, Robinson, & Heath, 2012). Thus, without
wanting to contribute to an exaggeration of potential harm (Moore, 2012), | finally remain

with the principle of anonymity.

However, anonymity is itself difficult to ensure; its complete guarantee has even been
characterised as impossible (Van Den Hoonaard, 2003). This is particularly the case where
potential readers are closely involved with the research setting or milieu and may therefore
be able to recognise participants (Nespor, 2000; Scheper-Hughes, 2000). As with the ‘small
population’ problem (Van Den Hoonaard, 2003; Walford, 2005) also arising with a
‘geographically dispersed population with unusual characteristics’ (Saunders et al., 2015, p.
619), my research includes participants, and could be read by researchers, who move within

the same circles. As participants themselves at times commented, they are part of the same
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‘tusovka’ (social circle, company, party). The use of some snowball sampling increases this
risk, as does the use of ‘geographically convenient locations’ which ‘makes research sites

more easily traceable’ (Saunders et al., 2015, p. 618; see also Walford, 2005).

In practice, | followed Saunders et al. in considering six areas which could lead to identification

(2015, p. 620). These are:

1. Names (in my research: of person or CSO)
2. Places

3. Religious or cultural background

4. Occupation

5. Family relationships

6. Other potentially identifying information

| used pseudonyms for participants. | largely chose either Slavic, Russian or more widely used
names which would have some resonance for participants and reflected their actual names
(Grinyer, 2002, p. 3; see also fuller discussion on the complexities of pseudonyms in Lahman
et al., 2015). However, | did not necessarily use names which could be associated with a
religious or cultural background beyond this. Given the small population issue, this would
have posed an identification risk (Saunders et al., 2015). | did not name CSOs directly. Rather,
| used generalised descriptions based on the CSO types | present both here (Section 4.1.3.)
and more fully in my literature review (Chapter 3). For example, | could speak of a participant
in ‘a formally-registered CSO’. The issue was greater in referring to GONGOs because they are
relatively far fewer in number. Moreover, the largest ones are broadly divided by impairment
(i.e., VOG, VOS, VOI, the All-Russian Societies for, respectively, Deaf People, Blind People, and
Disabled People, see Chapter 4). If | described a participant as involved in an GONGO and, in
the citation, also somehow included that the participant is Deaf, the reader could logically
deduce that the GONGO in question is VOG. To avoid ‘deductive disclosure’ (Kaiser, 2009, p.

1632), | redacted citations.

Secondly, while | do disclose the locations of my research here, | do not associate locations
with quotations. The relative homogeneity in my choice of urban location and the range of
views which are identified across locations means that location is not a motivating analytical

factor; | am therefore able not to disclose it. Other factors, from religious or cultural
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background to occupation, family relationships, and other information, were dealt with on a
case-by-case basis for each quote. Where | was concerned about identification, | substituted
general terms. For example, in a story including references to a person’s relationship with
their disabled son and how this motivated a certain action, | would change ‘son’ to ‘child’.
This approach required a balancing act between preserving data integrity and limiting it in
order to avoid identification. There is clear scope for the criticism that anonymisation results
in decontextualization (Baez, 2002; Nespor, 2000) and removes some of the richness of the
interview (Parry & Mauthner, 2004). In this research, the compromises were necessary to
ensure anonymity. Given this dislocation and distancing, the importance of maintaining the
voiced quality of the translations so as not to only centre the named author also returns to

the fore.
6. Conclusion

In this chapter, | have presented my research approach and practices of sample building,
interviewing, analysing interviews, translating, and writing up the thesis. In doing so, | reflect
on the ethics and power dynamics of my research and my position as named researcher,
translator, and author of a document built from the voices of many people. This is no doubt
a position of privilege and power. Here, | describe aspects of the research that try to

decentralise that position of power and the problems of doing so.

| recognise how | have potentially used or reinforced power inequalities, for example in the
intertwined risks and strengths of ‘doing rapport’ or in my observation of anonymity. This
latter’s equation with ethical research is problematised in two main ways: firstly, by how it
positions me as the sole author of, and authority on, this text and, secondly, by its potential
to be motivated by assumptions of vulnerability which repeat the model of the empowered
researcher opposed to disempowered research subjects. This is complicated by researching
disability, where people often spoke of feeling unseen and voiceless and working precisely

against this.

In presenting these complexities, amongst others, and the ways in which | have responded to
them, | am interested in a more open-ended reflexivity of discomfort (Pillow, 2003). My
responses should not be understood as resolutions, but as contextual decisions which have

contributed to creating the version of the project presented here. Discussion of
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representational choices in the project attempt to make present the need to read this text
from the standpoint of translation, which is inherently contingent and suggests the deferral
of meaning, rather than its finality (Kruger, 2004). Finally, making the work’s translations and
interpretations visible to the reader operates a shift of authority towards them. Thus, rather
than (mis)using reflexivity to centre the author, | aim to support the birth of the reader
(Barthes, 1967) by supporting them to challenge not only the text with which they are
presented, but also the knowledge they themselves bring to it and the position from which

they read (Pillow, 2003, p. 189).

In this chapter, | have also presented how | have operationalised two key concepts: disability
and civil society. | discussed their operationalisation particularly in building a sample and
considering inclusion criteria, in the language | use at interviews, and in signposting or
referring to disability in the final thesis. In the following theoretical chapter, | link this
operationalisation to an extended conceptualisation in dialogue with civil society and
disability literatures. Here, | proposed the following: firstly, to understand civil society as a
space of uncoerced action, without normatively-defined values or intentions, and without
necessarily an organised base or structure. | include a diverse range of organisations,
communities, and nonmovements to reflect this. Secondly, to understand disability as a fluid
and relational category. In practice, this means that | follow participants’ identifications of
and with disability in including them in the sample, reflecting the language they use, and
signposting whether they identify as disabled. Bringing both civil society and disability
together, this also means that | am led by participants identification of disability CSOs, as |
discuss in reference to border cases (Section 4.1.1.). This reflects my intention to explore how
and to what ends actors use categories of ‘disabled’ and ‘disability organising.” In the

following chapter, | provide the full theoretical underpinning for these operationalisations.
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Chapter Three

Power and Resistance in Civil Society Organising around Disability:

Theoretical Framework

1. Introduction

Critical disability studies start with disability but never end with it: disability is the
space from which to think through a host of political, theoretical, and practical
issues that are relevant to all. (Goodley, 2017, p. 82, emphasis in original)

In later work, Goodley et al. nuance the above statement: ‘While [the] expansive purpose [of
critical disability studies] is to be celebrated, we also need to acknowledge that some critics
might wonder whether this decentres or sidelines disability. [...] We want to keep this
guestion alive; to consider the impact of an intersectional approach that magnifies our politics
and extends our engagements’ (2019, p. 977). | began to address this in my research
methodology (Chapter 2, Section 3), as | positioned disability as a category which shapes and
is shaped by civil society, rather than a separate, static object of research. The tension
between ‘decentring’ and ‘thinking with’ is equally central to developing a theoretical
framework capable of recognising and analysing both civil society and disability. In this
chapter, | aim to present a theoretical framework which grapples with and is motivated by
this tension. In doing so, | follow Goodley et al. (2019) to offer one response: | seek to centre
disability experiences while demonstrating both their relationships to other fields and what

those relationships can do.

| therefore begin this chapter by stepping back to present its unifying concept: a theory of
power as decentred, productive, and defined by the presence of resistance. This concept lays
the groundwork to explore multiple actors, non-apparent, or infra-political, forms of
contention, and disability as a locus of agentic resistance. Secondly, | define civil society as a
space for collective, non-coerced action around shared interests, purposes and values,
without normative definition of its nature or its relationship to the state. | include various
forms of (non-)organisation space, including social movements and associated communities
and nonmovements. This gives entry to less visible forms of action and widened

understandings of resistance. Finally, | present the literature defining disability as itself
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produced by power relationships. These relationships often marginalise and exclude.
Experiences of disability clearly cannot and should not be essentialised to exclusion; disabled
people have reclaimed ability and potentiality (Goodley et al., 2019) and agency and art
(Kuppers & Marcus, 2009; see also Marcus in O'Toole, 2013, n.p.). However, dominant
misunderstandings of disability have naturalised both paternalistic responses and the

misrecognition of disability as an extra-political, medicalised phenomenon.

The constructed exclusion of disabled people and the misunderstanding of disability throws
light on both theoretical weaknesses in the literature on civil society and social movements,
as well as the empirical implications of dominant understandings of legitimised and
delegitimised organising. While there has been a clear movement towards studying everyday
events and actions, literature on social movements has broadly tended to focus on moments
of extraordinary events and evident actions in alternative spaces, often in the public sphere.
Véron summarises the treatment of everyday actions as peripheral as demonstrating three
biases: temporal singularity bias (i.e., focus on ‘extraordinary moments’), spatial singularity
bias (i.e., focus on ‘extraordinary places’), and case singularity bias (i.e., finding micro-political
activities to be peripheral) (2016, pp. 758—759). These biases mean that a range of action and
resistance has gone unrecognised or misidentified. Disability organising calls attention to this
weakness. A highly simplified example illustrates one form of the connection | make here: the
inaccessible material environment makes it harder for some disabled people to access the
public square. Their resistance may therefore take place in private spaces. The private sphere
has been misrecognised as extra-political and disabled people and their actions have,
therefore, also been construed as extra-political. Some forms of disabled resistance therefore
go unrecognised. Therefore, recognising them calls attention to the ways in which theoretical

understandings of resistance can be extended.

We cannot assume that, for example, the private sphere is apolitical, that actors do not see
social care as politicised, or that disability is objectively apolitical. Furthermore, in a context
where CSO actors perceive a benefit to being seen as apolitical, dominant assumptions of
apoliticism, vulnerability, and passivity may in fact support continued action. In some cases,
these assumptions may even be deliberately instrumentalised by actors to continue action
which they themselves identify as political. | argue that engagement with the resistance

paradigm and constructed vulnerability as power in fact offers a path to centring disabled
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people and disability resistance as agentic. This harnesses the potential of disability to
transform assumptions (McRuer, 2006; Sandahl, 2003) and to question and extend the
boundaries of contention, particularly where claims of intersectional identity, complex
embodiment, and ‘unhealthy disability’ are taken seriously (Siebers, 2013; Wendell, 2016).
Furthermore, analysis of the intersectional construction of exclusions and vulnerabilities
demonstrates that the resistance paradigm, criticised as weakly recognising the thicker,
weightier power of state (Bayat, 2013, p. 44), may in fact remain engaged with this power

(Cho, Crenshaw, & McCall, 2013).

Power is productive and resistance is paradoxically enabled, if not produced, by the power
relations against which it fights (Butler, 1990; Munro, 2003). Greene makes a similar
argument about Russian civil society organising to suggest that an acute awareness of power
relationships results in ‘[o]pposition [which] reflects the power structure that provokes it:
individualised, ad hoc, opportunistic, and unstructured’ (2014, p. 221). Recognising infra-
political action is necessary to make legible much of Russian organising. | discuss the empirical
resonance of this theoretical framework in the Russian context in the following chapter. Here,
I make the argument that analysis of disability organising both demonstrates the relevance
and strength of the resistance paradigm, including infra-political action, and challenges and
further transforms definitions of forms of resistance. In doing so, | aim to use disability to ‘to

think through [...] issues that are relevant to all’ (Goodley, 2017, p. 82).
2. Power and Resistance

Power is multi-faceted, diffuse, and negotiated. It is constituted by accepted knowledge and
embodied in regimes of truth (Foucault & Rabinow, 2010) which structure the field of action
and actors’ logics of appropriateness, forming boundaries which both enable and constrain
action (Rile Hayward, 1998). Borrowing pragmatically from discussions of governmentality, |
understand power as shaping conduct through a heterogenous, decentred assemblage which
draws together ‘forms of practical knowledge with modes of perception, practices of
calculation, vocabularies, types of authority, forms of judgement, architectural forms, human
capacities, non-human objects and devices, inscriptions, techniques and so forth’ (Rose, 1999,
p. 52; see also Foucault, 1980, p. 194). This includes discourses, which | define as a form of

social action which draws upon ‘conventions that naturalize [or, in the terms | will argue in
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here, legitimise] particular forms of knowledge and ideologies’ (Jones & Norris, 2005, p. 8;
see also: Chouliaraki & Fairclough, 1999; Shotter, 1993; Weedon, 1987). Discourse can be the
location of both ‘strategies of domination as well as those of resistance’ (Diamond & Quigley,

1988, p. 185).

This conceptualisation offers three interlinked elements which are useful here. Firstly, it
recognises ‘the range of parties involved in attempts to regulate the conditions under which
lives are lived’ (Murray Li, 2007, p. 276). This range includes civil society actors; power is not
held by a monolithic state alone. Rather, it is diffused throughout society in different ways
and to differing degrees. Thus the analytic of governmentality asks, ‘how different locales are
constituted as authoritative and powerful, how different agents are assembled with specific
powers, and how different domains are constituted as governable and administrate’ (M.
Dean, 2010, p. 40). | connect this to analysis of the regulation of civil society and the
(de)legitimisation of certain of its roles in Russia (Chapter 4), using this to unite a diffuse
theory of power with recognition of the ‘thicker power’ of state operating through legislation,

policy, and other formalised instruments.

Secondly, the heterogeneity of the assemblage recognises the variety of techniques and
practices through which power both operates and is resisted. This identification better
represents the variety of resistant action, including discursive work around meaning-making
and knowledge creation engaged in by civil society actors organising around disability.'! It
goes beyond the focus of much literature on Russian and other civil societies on ‘high-visibility
activities with consequences for institutionalised social structures’ (Kendall & Knapp, 2000, p.
11). Rather, it opens the door to consideration of less visible, identity-based, or infra-political
practices (Scott, 1990). These non-apparent practices respond to ‘the values and norms of
discipline’ (Lilja & Vinthagen, 2014, p. 115); ““everyday resistance” and discursive forms of
challenge [...] might be hidden or disguised and are not typically open’ (ibid., p.114). It is
precisely analysis of these forms of disability action that challenges the boundaries of

contention and resistance.

1For an overview of ‘dynamic and contingent [relationship between action and discourse], located at a
nexus of social practices, social identities and social goals’ (p.9), see Jones and Norris (2005).
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Thirdly, ‘governmental power is not homogenous and totalising’ (Murray Li, 2007, p. 276).
Instead, its limits are intrinsic to ‘its characterisation as a form of power’ (ibid., p.276). This
stresses that power acts on actions, in all their different forms: ‘[power means] that "the
other" (the one over whom power is exercised) be thoroughly recognized and maintained to
the very end as a person who acts; and that, faced with a relation of power, a whole field of
responses, reactions, results, and possible inventions may open up’ (Foucault, 1982, p. 220).
This definition insists upon the existence of resistance to power as central to the latter’s very
existence. The concept of power as productive (Munro, 2003) has been identified as serving
as ‘a key theoretical backing for micropolitics, and thus the “resistance” perspective’ (Bayat,
2013, p. 41). This perspective suggests that power and counterpower are not in ‘binary
opposition’, but rather ‘a decoupled, complex, ambivalent, and perpetual ‘dance of control”
(ibid., p.41; see also Daudi, 1983 for discussion of moving beyond binaries in understanding
discourse and power). This fluidity also supports the argument that ‘dichotomising resisters
and dominators’ fails to recognise the ‘multiple systems of hierarchy and individuals that can
be simultaneously powerful and powerless within different systems’ (Lilja & Vinthagen, 2014,
p. 112; cf. Hollander & Einwohner, 2004); this supports analysis of disability as a multi-faceted

relationship of power, which interacts with other systems of oppression.

Beyond this complex location of resistance, the definition of resistance remains debated
(Hollander & Einwohner, 2004). However, Hollander and Einwohner argue that all forms of
resistance share two key features: recognition and intent (ibid.). In this chapter, | discuss the
criterion of actors’ intent further as central to enabling the recognition of resistance in infra-
political, potentially less apparent forms. | address recognition in three related ways. Firstly,
in relationship to the theoretical framework and, therefore, both to myself and to the reader.
By this | mean that | seek to offer a theoretical framework which allows actors’ resistance to
be recognised according to how they present their understandings, rather than enacting
further epistemic oppression by my research (Toole, 2019).*? Secondly, throughout the thesis,

| explore recognition in presenting some implications of how disability has been dominantly

2| nuanced this further through discussion of the co-constructed nature of participants’ responses during
interviews in Chapter 2. However, above all, my approach to participants’ accounts is one which ‘takes
what social actors say seriously [...] instead of aiming to show how they are blind to their own reality’
(Lamont et al., 2016, p. 6). In identifying resistance, | aim to engage in research which goes beyond the eye
of the dominator, to whom, by definition, infra-political action and intent are not apparent (Section 3.3.).
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(mis)recognised, including the potential instrumentalization of some forms of
(mis)recognition. Thirdly, | recognise both the instrumentalization of (mis)recognition and the
avoidance of identification as in fact a strategy of resistance; not all resistance aims for

recognition from a wider audience.

Understanding power as tied to resistance has both theoretical strengths and weaknesses.
These are analysed below in relationship to civil society and disability as concepts of
resistance, marginalisation, and vulnerability are expanded upon or introduced. To initially
summarise: the conceptualisation of power as presented thus far opposes the binary
opposition of power and lack of power; recognises the potential power of vulnerabilities
(Butler et al., 2016) and marginalisation (Bayat, 2013; Perlman, 1976); frames civil society
organising as both reinforcing and resisting dominant power relations; and provides a
counterweight to literature emphasising large-scale, public action by offering a framework to

recognise infra-political and other action through intent.
3. Civil Society
3.1. Defining Civil Society

| define civil society as ‘the arena of uncoerced collective action around shared interests,
purposes and values’ (CCS, 2005, p. 1). This suggests a space within which diverse actors
operate. ‘Action’ is specified only as ‘uncoerced’ and ‘collective’; the definition thus goes
beyond high-visibility actions carried out in public space. Furthermore, the definition is not
prescriptive about organisational forms. Collective action also includes fragmented collective
action, as defined by Bayat (2013) and discussed further below (Section 3.3.). This supports
my focus on individual actors, as | look at how they negotiate and move between different
organising spaces, sometimes also acting in ad hoc, fluid, groups and distanced, sometimes
online, loose communities of recognition. Description of action as uncoerced reflects actors’
agency and the understanding that power acts on actions (Foucault, 1982); while actions may
be moderated by the logic and boundaries implied by certain power relations (Rile Hayward,
1998), they are not entirely coerced. To do so would go beyond a relation of power into one

of domination.?

13Some criticism of Foucault has identified ‘domination’ and ‘power’ as synonymous in his work (as
discussed in Mclntyre, 2016; see also Mcintyre 2019). However, Foucault’s later works clarify that
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Furthermore, this definition of civil society does not set boundaries as to the nature of
collective action. It accepts ‘a range of diverse values and intentions’ (Lewis, 2002, p. 583)
without ‘preliminary assumptions regarding possible de-radicalizing or co-optation effects’
(Revillard, 2013, p. 4). This includes diverse negotiations of power relationships with the
possibility that actors’ aims may oppose or contradict each other. By refusing initial
assumptions concerning (de)radicalisation, | understand, consonant with the diffuse
definition of power given above, that what is considered ‘radical’ is itself contextually
negotiated. This approach thus nonetheless coexists with literature that relates
professionalisation to a decrease in mobilisation features (Bayat, 2013, p. 35); it merely
emphasises the contextual nature of resistance, the need for empirical work rather to ground

such findings, and, as | discuss further below, is open to explorations of intent and meaning.

This initial definition suggests civil society as both locus of resistance and channel of control
(Howell & Pearce, 2001, p. 3). Again, these aspects are not in binary opposition; as with
power, resistance is contextual and operates through and against multiple systems of control.
Civil society plays a variety of roles, including empowering marginalised groups, responding
to needs neglected by state provision, and improving state services (Evers & Laville, 2004;
Nyssens & Defourny, 2006; Phillips, 2009). CSOs advocate for empowerment and ‘embed
themselves in new social relationships’ (Bebbington, Hickey, & Mitlin, 2008, p. 26). Research
on the role of civil society around and following the fall of the Soviet Union also examined its
potential role in democratisation and regime change (Buttigieg, 1995; Koopmans, 2007;
McLaverty, 2002; G. White, 1994; Wnuk-Lipinski, 2007). | discuss this normative position
further (Chapter 4) as motivating foreign funding and other involvement in post-Soviet Russia,
as well as potential backlash and recontrol of civil society from the state (Howell, Ishkanian,

Obadare, Seckinelgin, & Glasius, 2008).

However, any unproblematic link between democratisation and civil society development has
been challenged and unpicked, particularly in the case of more authoritarian states (Lewis,

2013). While CSOs may offer a counterweight to the state (Foley & Edwards, 1996) and to aim

domination is a distinct mode of highly asymmetrical, stagnant power relations, where ‘the margin of
liberty is extremely limited’ (Foucault, 1994, p. 12). Where even this margin is removed, there ‘could not
be a relation of power’ (ibid., p12); this would rather be a relationship of violence over object or
objectivised. To summarise, ‘if there were no possibility of resistance [...] there would be no relation of
power’ (ibid., 12).
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both to balance and teach it (Taylor, 2006), they may also be ‘controlled, co-opted or used to
legitimize the existing political order’ (Lewis, 2013, p. 326) or to ‘(re)create society in the
interests of the government [as] one which is more legible and more easily governable’
(Hasmath, Hildebrandt, & Hsu, 2019, p. 271). The broad nature of the initial definition of civil
society adopted here avoids normative assumptions about civil society’s role and aims. It
suggests that ‘civil society’s role in democratisation needs to be proved, not assumed, and
the role of ‘uncivil’ society and other forms of contention [taken] equally into account’

(Cheskin & March, 2015, p. 264).
3.2. (Non-)Organisational Forms and Spaces

Different civil society organisational forms have been associated with varying tendencies in
organising and relationships with institutional organs of state power (Andrews, 2014; Banks,
Hulme, & Edwards, 2015). | therefore include a deliberately wide range of organising, with a
focus on more fluid, non-structured organising and individuals’ movement between and co-
existence in different organisational spaces. This aims to encompass various forms of action
and recognises co-existence in and use of multiple spaces as a strategy of resistance (Glasius
& Ishkanian, 2015). It also responds to criticism of sociological studies of social movements as
restricted by the model of the social movement organisation proposed by McCathy and Zald
(1977), defined as a ‘structured and hierarchical entity, including a number of members (as
distinct from external supporters), and upholding explicit political goals’ (Bereni & Revillard,

2012, pp. 9-10).

Within the space of civil society, | differentiate between four main forms of organising and
clearly include non-structured entities. These are: (1) GONGOs; (2) CSOs with recognised,
registered legal form (i.e. funds, socially oriented NKOs, etc.); (3) unregistered, grassroots
groups; and (4) social movements (Tilly, 2004), (associated) communities (Buechler, 1990;
Staggenborg, 1998; Taylor & Whittier, 1992), and social nonmovements (Bayat, 2013). The
definition of these organisational forms, processes, or spaces is slippery. Rather than seeking
to set hard boundaries between them, | use them to locate the different spaces within and
across which actors are active, as well as to ground analysis of different forms of action. In
this thesis, differentiating between these forms and spaces lays the groundwork for my

empirical focus on the individual and their agency.
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GONGOs are defined as non-governmental organisations (NGOs) ‘organized at the
government’s behest’ and led ‘of the government’s choosing’ (Hasmath et al., 2019, p. 269).
They have little formal independence and often closely mirror government structures in their
own organisational structure. They seek to manage opposition, channel discontent, and rally
support for the state (L. J. Cook & Vinogradova, 2006; Hemment, 2012). They therefore form
part of the state project of managing civil engagement to facilitate its governability (Hasmath
et al., 2019; Scott, 1998). Still, as Hemment (2012) has shown and | also suggest (Chapter 7
and 8), individual members maintain agency and may use the organisational form
instrumentally for other purposes. Furthermore, the identification of a NGO as a GONGO has
become increasing slippery, particularly given that NGOs have been pulled into closer
relationships with the state through their role as agents tendering for and delivering social
services (Hasmath et al.,, 2019; Nelson-Nunez & Cartwright, 2018; Rich, 2013) and the
penetration of state funding for civil society even reaching grassroots groups in some cases
(Martens, 2002). However, in the case of Russia and disability organising, | use the term
GONGO pragmatically to identify the relatively clear current cases of the three All-Russia
Organisations for Disabled People, Deaf People, and Blind People (respectively: Vserossiiskoe
obshchestvo invalidov (VOI), Vserossiiskoe obshchestvo glukhikh (VOG), Vserossiiskoe

obshchestvo slepykh (VOS)), discussed in the following chapter.

In Russia, formal CSOs are registered with the government under one of the official legal
forms of CSO, such as fund, association, or NGO. Lavinski provides one overview of these
different legal forms (2013). Formal CSOs are professionalised to various degrees, ranging
from larger CSOs with paid employees, to those which have one full-time paid worker and
other ad hoc volunteers, to others which are entirely volunteer run. The structure and division
of labour within these organisations also varies from structured teams of employees to ad
hoc solutions depending on the time and resources of volunteers. In short, the formal
registration of a CSO does not necessarily imply that the organisation has stable or numerous
employees; it may have only one leader who, themselves a volunteer, takes on most of the
work associated with running the CSO. However, registration does at least formally mandate
CSOs to respond to various administrative obligations to the Russian state (Crotty, Hall, &
Ljubownikow, 2014). It makes CSOs visible to the state, potentially drawing them closer to its

logic as it offers funding and other opportunities (Frohlich & Skokova, 2020). In contrast,
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grassroots groups are not registered and potentially less visible. They are ‘localised,
segmented and rooted in everyday life’ (Clément, 2015, p. 212). While not officially
registered, they are generally more structured than social movements and (associated)
communities. Some grassroots groups are on the pathway to registration and becoming
formal CSOs, while others wish to remain unregistered to circumnavigate administrative

obligations to the state.

Finally, linclude social movements, (associated) communities, and nonmovements as related,
but differentiated, phenomena. Tilly, as paraphrased by Bayat, defined social movements as
combining simultaneously ‘organised and sustained claim-making on target authorities’
(Bayat, 2013, p. 4); ‘a repertoire of performances including associations, public meetings,
media statements, and street marches’ (ibid.); and ‘public representation of the cause’s
worthiness, unity, numbers, and commitment’ (Tilly, 2004, p. 7). They have been defined by
Diani (1992, 2003) and Diani and Bison (2004) as ‘distinct social processes, through which
actors engaged in collective action: are involved in conflictual relations with clearly defined
opponents; are linked by dense informal networks; [and] share a distinct collective identity’
(Della Porta & Diani, 2006, p. 20). Tilly’s definition emphasises public meetings and
performances, action which is organised and sustained, and directed explicitly towards target
authorities. Diani and Bison do not emphasise the public nature of action, however they too

suggest a sustained organisation process, however informal.

The bar for identifying a social movement is, then, fairly high. These definitions’ emphasis on
aspects including public and sustained action, dense networks, and clearly defined opponents
exclude much organising in Russia, particularly around disability. Despite the helpful turn of
contentious politics frameworks in challenging the boundaries between institutionalised and
non-institutionalised politics and emphasising the need to recognise less visible action
(McAdam, Tarrow, & Tilly, 2001), less organisationally-driven theorisations arising from the
concept of social movements are nonetheless necessary to investigate a wider range of

action.

One such development is the concept of social movement communities. Originally proposed
to overcome the dominant focus on organisations in research investigating second wave
feminism in the United States (Buechler, 1990), it has been further developed by Taylor and

Whittier (1992) and Staggenborg (1998). Taylor and Whittier define social movement
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communities as ‘a network of individuals and groups loosely linked through an institutional
base, multiple goals and actions, and a collective identity that affirms members’ common
interests in opposition to dominant groups’ (1992, p. 107). Staggenborg takes the definition
further to remove the necessity even of a loose institutional base to include ‘all actors who
share and advance the goals of a social movement: movement organisations; individual
movement adherents who do not necessarily belong to SMOs [social movement
organisations]; institutionalized movement supporters; alternative institutions; and cultural

groups’ (1998, p. 182).

Thinking in terms of communities includes ‘a continuum of activities that have a contentious
dimension without being based on formal membership to a political [or indeed other]
organization’ (Bereni & Revillard, 2012, p. 4) or demanding high-visibility action taking place
in a narrowly-defined ‘public’ sphere. The definitions from Taylor and Whittier (1992) and
Staggenborg (1998) also productively recognise common interests and shared goals as
creating a sense of collectivity, without stipulating either how distinct that collective identity
be or its relationship to organisational membership. The concept of social movement
communities thus emphasises individuals’ identity and associated claims in opposition to a
dominant group, without specifying an institutional opponent as necessarily a direct target.
For example, Whittier notes that ‘collective efforts for social change have involved culture,
identity, and daily life as much as direct confrontation with the State’ (1995, p. 21). These
types of claims tie this work conceptually to research on new social movements, which
defines as activism the work of challenging assigned identities and producing new ones, often

outside of direct confrontation with state structures (Melucci, Keane, & Mier, 1989).

Finally, Bayat’s discussion of social nonmovements (2013) differentiates itself from new social
movements by proposing less overt forms of action, functioning through passive networks.
It thus widens the forms of action which are framed in terms of challenge to state power
structures. Nonmovements are composed of the ‘fragmented but similar’ actions of
noncollective, detached, dispersed actors which may trigger for social change (Bayat, 2013,

p. 15), particularly under authoritarian, patriarchal states (ibid., p.17).

| would specify that actions may be similar in intent, if not in form. To give one example from
my research, by everyday, fragmented actions, we might think of a research participant who

described dying their hair a bright colour to redirect attention from their cane, and thus
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silently claim an identity other than an externally-imposed monolithic label of ‘disabled’, as
they moved through town. The exact act of dying one’s hair may not be repeated by a
fragmented nonmovement. However, in other forms, people conduct actions with a similar
intent: that of (re)claiming identity and self-representation, and problematising dominant
associations and images of disability. These quiet actions form ‘not a politics of protest, but
of practice, of redress through direct and disparate actions’ which, in contrast to social
movements, do not go beyond ‘the ordinary practices of everyday life’ (Bayat, 2013, p. 20).
As they enter into relationship with how disability, and disabled people, are disciplined, these
practices are resistant. They operate through meaning to an individual who exerts agency vis-
a-vis a dominant norm and by solidarities formed by tacit recognition in public spaces,

potentially extending to the online,** which create passive networks.

Fragmented groups which do not have access to a space for mutual recognition to build these
passive networks rather operate through distanced networks to build ‘imagined solidarities’
(ibid., p.23). Imagined solidarities are an important possibility both for disability action and
for applying Bayat’s concept of the passive network to invisible and passing® individuals, or
to those identifying with markedly smaller groups than suggested by Bayat’s focus on, for
example, women or people living in material poverty. The concept aims to explore hitherto
‘unnoticed social practices’ which may create change and to challenge surveillance and
control as claimed justification for inaction and exit (ibid., p.29). Looking at these social

practices to recognise dissimulated resistance supports other such challenges in work

14Bayat finds online space problematic given lack of access on the part of a wider population, a propensity
for organising via this medium to be limited ‘largely to young, literate, and well-to-do groups’, and the
increased danger of its exposure and thus vulnerability to surveillance and control as compared to passive
networks (Bayat, 2013, p. 24). Both inequality of access (“Regiony Rossii. Sotsial’'no-ekonomicheskie
pokazateli - 2019 [Russian Regions. Socio-economic Indicators - 2019],” 2019; Vedomosti, 2020) and
vulnerability to punitive control hold in Russia. The latter is amply demonstrated by court cases brought
for social media posts under anti-extremism laws (Robinson, 2018), attempts for sovereign RuNet and state
control (Asmolov, 2020; Asmolov & Kolozaridi, 2017; Daucé, 2020), and other legislative regulation of
internet media (Frohlich & Jacobsson, 2019, p. 1154). However, online spaces still provide important
networks, both passive and active, of recognition; although beyond my scope here, | have explored one
case of disability collective identity building online elsewhere (Mullins, 2021).

1passing is a complex performative phenomenon, both proactive and reactive (Renfrow, 2004a), where
individuals manage identities which are stigmatised or perceived as threatening (Goffman 1963) by
presenting themselves as or being categorised by others as someone other than who they are (Ginsberg,
1996; Renfrow, 2004b). In relationship to disability, passing has been used to refer not only to concealment
of disability, but also to exaggerating aspects of its performance to meet external criteria for recognition
and access a good of some kind and to the imposition of restrictive disability identities on people (Brune &
Wilson, 2013; Siebers, 2004).
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critiquing the characterisation of Russian citizens as docile or inactive or Russian civil society
as weak (for example: Greene, 2014; Salamon et al., 2020; this is discussed further in the next

chapter).

I have introduced a range of fluid (non-)organisational forms and spaces to lay the ground for
explorations of a range of actions (Section 3.3.). Focusing on the spectrum of forms and spaces
of action problematises the boundaries between, for example, formal NGOs and other less
structured forms of organising. Actors involved in NGOs may simultaneously be involved in a
variety of other communities and networks, both imagined and active, and move strategically
among different spaces to ground and find support for various forms of action. This
movement is part of their negotiations of power, often reflecting what they understand as
contentious or legitimised in relationship to different audiences. Presenting these fluid forms
of (non-)organisational spaces aims to focus consideration on the agency of actors active

within them and their action, as they negotiate the constraints of different spaces.

The concepts of nonmovements and social movement communities both include more fluid,
unstructured organising and support focus on individual actors and their agency. They also
have some common aims. The concept of nonmovements explicitly looks to ‘[bypass] the rigid

n

dichotomies of “active”/“passive,” “individual”/“collective,” or “civil”/“politica

III

resistance
which have limited our conceptual horizons’ (Bayat, 2013, p. 29). Like nonmovements, the
concept of social movement communities, originally used vis-a-vis women’s movements, also
aims to destabilise binaries of participation and non-participation, private and public (and,
concomitantly, visible and invisible), and protest and involvement in formalised CSOs. The
active, collective, visible, public side of these binaries has been identified as political, while
private, individual, apparently passive has been identified as apolitical (Bereni & Revillard,
2012; Viguier, 2013). As | argue, these exclusive oppositions have influenced the
characterisation of disability organising (Section 4) and that of Russian civil society more
widely (Chapter 4). The concept of infra-politics, which | now introduce, is a tool to destabilise
these binaries further by going beyond organisational spaces to reconsider forms of action

which are non-apparent, ambiguous, and, yet, resistant.

3.3. Infra-politics and Resistance
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CSOs have been criticised for tending to operate superficially, without capacity for creating
structural change (Bebbington et al., 2008). However, the conceptualisations of decentred
power and various (non-)organisational forms presented above resituates the charge of
superficiality. Rather, they give weight to micro-practices in their own right, as well as in
reflecting and sometimes challenging structural problems; micro and meso levels are linked
by pervasive power relations (Lemke, 2001, p. 203) which are challenged by various forms of
infra-politics (Scott, 1990; 2012) and diffuse practices of daily life (Bayat, 2013). This opens
the door to examining actors’ practices of everyday resistance (Scott, 1985), meaning-making
and motivation (Andrew & McClaren, 2014; Melucci et al., 1989; Sawer, 2013; Whittier, 1995),
and ordinary, dissimulated, or liminal practices (Frohlich & Jacobsson, 2019) as actions which
‘hold the potential to nudge established patterns of control and authority’ (Staeheli et al.,
2012, p. 630). These practices are an important mode of continued action, especially in
authoritarian settings where actors are formally excluded from institutional forms of power
and the balance of power is firmly tilted in toward state government (Bayat, 2013). | discuss
this further in relationship to Russia’s regulation of both civil society and disability in the next

chapter.

In addition to more classical repertoires of contention which go beyond daily life, such as
demonstrations, petitions, and meetings, people engage in a wider range of actions resisting
power via ‘everyday tactics’ and ‘life experiences’ (Reger & Taylor, 2002, p. 100). Concepts of
‘quiet encroachment’ (Bayat, 2015) and ‘insurgent citizenship’ (Holston, 1999) see a ‘discreet
but persistent process of claim making in daily life” with the aim of ‘establish[ing] alternative
(if extra-legal) norms that often come to be articulated in terms of “rights”’ (Bayat, 2015, p.
S34). While Bayat figures quiet encroachment as often illegal, | include actions and modes of
being which are strongly stigmatised and thus excluded from the realms of the possible even
while not formally illegal. As disability ‘stands in uneasy relationship to the ideology of ability’
(Siebers, 2013, p. 279), to live as a disabled person is to make such stigmatised
encroachments (Section 4). Identifying these as resistant builds on Scott’s work on everyday
forms of struggle and resistance, which highlights ‘the ordinary weapons of relatively
powerless groups’ (Scott, 1985, p. 29). He notes that ‘everyday resistance most strikingly
departs from other forms of resistance in its implicit disavowal of public and symbolic goals’

(ibid., p.33). These concepts are united under that of infra-politics, which describes daily
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actions of resistance which are ‘beyond the visible end of the spectrum’ (Scott, 1990, p. 182).
This includes ambiguous, liminal actions which may not be associated with any structured

organisational form, as outlined above.

In repressive contexts, dispersed, individual action may be a tactic to evade state control
(Bayat, 2013, p. 27). CSOs may also use invisibility strategically (Hildebrandt & Chua, 2017). In
boundary-spanning contention ‘straddl[ing] the border between transgressive and
constrained action’ (Fu, 2017, p. 501; cf. O’Brien, 2003), seemingly individual action may be
in fact coordinated by organisational structures. Organisations coach individuals to make
claims through a hidden pedagogical process, but are not present at the moment of the claim
being made. Fu theorises this as blurring the boundaries between ‘collective action such as
strikes or protests (McAdam et al., 2001; Tarrow, 1998; Tilly, 2006) and individual action such
as “everyday resistance” (Scott, 1985)’ (Fu, 2017, p. 501). The connection between such
coordinated activity driven by organisations and the less structured or unstructured activity
of individuals in nonmovements or communities is that both are infra-political in how they go

unrecognised by those in power and, although differently, in their work to evade control.

An infra-political resistance paradigm thus recognises the difficulties of apparent mobilisation
and the possibilities of ambiguous, liminal, and invisible mobilisation. It encourages examining
alternative forms of struggle, such as the instrumentalization of various organisational forms,
movement between various spaces, and ambiguous, non-apparent resistance. Where infra-
political responses are associated with responses to authoritarian, paternalistic control, they
are situated as coming from places of constructed marginalisation and vulnerability. This is a
key strength of the resistance paradigm; it recognises agentic responses to power. This re-
evaluates vulnerability by challenging the presupposition that ‘paternalism is the site of
agency, and vulnerability, understood only as victimisation and passivity, invariably the site
of inaction’ (Butler et al., 2016, p. 1). Rather, where the presence of resistance is a condition
of power (Foucault, 1982), vulnerability too can be re-imagined as ‘one of the conditions of
the very possibility of resistance’ (Butler et al., 2016, p. 1). Much as organisations and
individuals may instrumentalise invisibility, vulnerability too can be both ‘exacerbate[d] [...]
as a way of achieving power, [and] disavow[ed] [...] as a way of achieving power’ (ibid., p.4).
Similar to Butler et al.’s discussion of vulnerability, Bayat’s discussion of marginality situates

it as a site of alternative power, which ‘subvert[s] mainstream power [by] [...] constantly



79

caus[ing] anxiety by threatening to pollute the mainstream and disrupt its governmentality’

(Bayat, 2012, p. 21; see also Douglas, 1966).

The link to disability is clear. Russian policy also deals with disability in terms of contagion and
threat to the wider population (Kondakov, 2018), as | discuss further in the following chapter.
Bayat identifies Simmel’s wandering stranger (Simmel, 1971) as the precursor to his ‘marginal
man’ (Bayat, 2012, p. 16). This same stranger moves from the margins of society to
confinement in institutions in Foucault’s account of the construction of the concept of
madness (Foucault, 1967). The stranger reappears again, without conserving Simmel’s
itinerant elements, in Hughes’ use of Bauman’s stranger (Bauman, 1973, 1989), whom ‘social
and cultural practices produce and invalidate’, to explore processes of disablement (Hughes,
2010, p. 573). Where so marginalised and constrained that presence itself is unsettling threat,
presence become resistance. Take Bayat’s characterisation of the ‘art of presence’ as ‘the
story of agency in times of constraints’ (2013, p. xi) and Butler et al.’s observations on how,
‘under certain conditions, continuing to exist, to move, and to breathe are forms of resistance,
which is why we sometimes see placards in Palestine with the slogan “We still exist!”’ (2016,
p. 26); similar slogans (‘we exist!’; ‘we are here!’) also feature in Russian disability protests.
One Russian disability CSO is called ‘I exist’ (‘ia est”). Applied to disability, larskaia-Smirnova
and Verbilovich have observed that in Russia the ‘appearance of a “crip” in public provokes
and actively works to undo ableism (McRuer, 2006), confronting discrimination and exclusion’
(larskaia-Smirnova & Verbilovich, 2020, p. 432). While this work names the resistance of
disabled people’s presence in Russia, still needed is a fuller exploration of the limitations and
complexities of such strategies and how assumptions of vulnerability shape disability

organising.
3.4. Issues with Resistance

While this widened characterisation of resistance is analytically productive, it introduces a
challenge to the resistance paradigm. Namely: where resistance may encompass so many
different acts, does it lose analytical strength as a concept? As Bayat asks, ‘[d]o reciting poetry
in private, however subversive-sounding, and engaging in armed struggle have identical
value?’ (Bayat, 2013, p. 42). If not, why not? And (how) can different forms of resistance be
distinguished? Scott (1985) draws a distinction between ‘real resistance’ which is ‘organised,

systematic, pre-planned or selfless practices with revolutionary consequences’ and ‘token



80

resistance’ which is made up of unorganised, small-scale acts which ‘are accommodated in
the power structure’ (Bayat, 2013, p. 43). While Scott insists that these two forms of
resistance are equally real, despite the suggestion of the nomenclature used, the opposition
between ‘real’ and ‘token’ does not necessarily hold in relationship to disability organising.
Bringing a further consideration from Scott into dialogue with disability organising may offer

one response to this critique of the resistance paradigm.

Scott specifies that resistance is an intentional act (Scott, 1985; see also Bayat, 2013, p. 43).
Thus, just as above (Section 2), intent is identified as a condition of identifying resistance.
While this leaves out many practices where unintended outcomes do indeed challenge power
structures, it remains a productive specification particularly in acknowledging that the weight
or cost of undertaking certain actions is not equal for everyone; what is a small-scale action
for one person may be a large and important action for another. In one example, disability
research’s critique of the concept of ‘slacktivism’ (or ‘slack’ or ‘lazy’ forms of activism) is
grounded in accepting the inequality of cost of action for different actors (Pal, 2019). Focusing
on intentionality and meaning-making (Sawer, 2013) contextualises action to uncover if and

in relationship to what norm it is understood by actors as resistant.

This approach identifies resistance based on actors’ perception of the relationship of an action
or way of being with dominant norms, as well as of the emotional, physical, psychological, or
other labour taken in negotiating these norms. This is the case irrespective of the apparent
scale of an action, or whether it is planned as resistance in advance. The actors’ perception is
also important as a single action or project may be endowed with differing meanings by
different actors (Chapter 7). People seek to ‘escape from discipline’ in ways which may be
ambiguous, hidden, or turned towards their own inner world (Lilja & Vinthagen, 2014, p. 115).
| therefore argue that unorganised, small-scale acts remain important to the individual and
may shift dominant patterns of control (Staeheli et al., 2012). Particularly in situations of
imbalanced power, engaging in such actions may be a strategic choice which should be

recognised as such.

However, this still does not answer Bayat’s challenge to differentiate, rather than to flatten
difference. | offer one further answer to this, which simultaneously relates to a final criticism
of the resistance paradigm. Bayat argues that the paradigm, couched in understandings of

diffuse and decentred power, often fails to recognise the ‘thicker’ power wielded by the state,
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thus leaving ‘cherished acts of resistance [to] float around aimlessly in an unknown, uncertain,
and ambivalent universe of power relations’ (2013, p. 44). While | stand by the decentred
notion of power as underpinning many of the conditions which disability organising
challenges, | would respond that the resistance paradigm does indeed recognise the
‘thickness’ of state power. This is particularly the case in identifying how CSO actors negotiate
state legislation and policies and access to levers of formal, institutionalised control. This
simultaneously answers the challenge to differentiate, which can be done through examining
actors’ relationships to these institutions of thicker power. This approach operates through
analysis of structural inequalities, as modelled by works on intersectionality (Chun, Lipsitz, &
Shin, 2013; Crenshaw, 1989, 1991). Since its introduction into the social movement field (Cho
et al., 2013), this approach has emphasised political and structural inequalities (ibid., p. 797).
Furthermore, even where state power is not a chief concern, acts of resistance are far from
free-floating in an ‘unknown, uncertain [...] universe of power relations’ (Bayat, 2013, p. 44).
Disciplinary power produces clearly situated discursive norms. Resistance is thus also situated

in time, space, and relationship to particular dominant discourses.

| discuss this perspective further in relation to the creation and control of disability, below
(Section 4) and to Russian civil society (Chapter 4). Here, | propose this perspective as
justifying my research’s foundation in state legislation, policies, and public rhetoric around
both civil society and disability, which participants identify as structuring their fields of action.
| thus maintain both the resistance paradigm and a stronger analysis of state power through
investigation of the inequalities formed by state policies. Finally, differentiation occurs
between resistance as related to two multi-dimensional phenomena: firstly, (de)legitimised
performances of disability norms and, secondly, (de)legitimised performances of civil society.
Resistance in relationship to one may or may not interact with resistance in relationship to
the other. As ‘stigma is a multidimensional construct (Link & Phelan, 2001; Pescosolido &
Martin, 2015), destigmatizing constructions may reduce stigma on one dimension while
leaving other dimensions untouched’ (Clair, Daniel, & Lamont, 2016, p. 224). Similarly, as
disability and civil society are both multi-dimensional constructs, an actor may perceive an
action as challenging norms around legitimised action for civil society, while not stepping
beyond dominant understandings of disability. Investigating the implications of the fluid and

changing legitimacies of multiple categories reflects the ‘analytical sensibility’ of
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intersectionality (Cho et al., 2013, p. 795), which explicitly calls for ‘reshaping modes of
resistance beyond allegedly universal, single-axis approaches’ (ibid., p.800). Recognising this
allows investigation of how dominant discourses around legitimised civil society action and
disability interact with each other. In the empirical part of the thesis, | argue that the control
of disability legitimises it as a depoliticised sphere of civil society, which also shapes how

disability is made apparent and recognised in civil society organising.
4. Disability
4.1. Defining Disability

Disability is itself a matrix of power relations producing and produced by tools of control and
sites of resistances (Tremain, 2005, 2017). This theorisation recognises that disability interacts
with multiple other identities and forms of oppression, going beyond an approach by ‘models
of disability’ (Hartblay, 2020). It thus equally exceeds a ‘single-axis’ approach (Cho et al., 2013,
p. 800). Here | explore some of the principal theoretical conceptions of disability and argue
for why disability might be identified as a matrix of power. | show how this theorisation of
disability as apparatus of power usefully aligns with analysis of civil society and resistance and
is therefore productive in terms of my questions here. | present how disability has broadly
been associated with and created by exclusion from power, infantilization, and vulnerability.
Such connections motivate restricted understandings of disability as extra-political,
individualised, and medical. The resistance paradigm is therefore an important counterweight
to go beyond these categorisations, recognise agency, and reframe vulnerability as in itself a

potential source and form of power.

The social model of disability (UPIAS 1976; Oliver 1983) provided a revolutionary theoretical
structure to move action and analysis away from charitable or medical frameworks of
disability (Garland-Thomson, 2011b). The latter frameworks situate disability as an
individualised, medical, and fixed problem which necessitates charitable, often pity-driven
responses. In contrast, the social model sees disability as a social justice issue located outside

the individual and addressed by right-based claims.® This operates by drawing a distinction

5The social model as described here has been referred to more precisely as ‘the UK social model’. However,
| characterise it deliberately at a certain degree of abstraction in order to include the North American social
model, if not the Nordic social model. Owens presents an overview of key features of and differences
between these approaches in her exploration of the critiques of the social model (2015).
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between impairment and disability, somewhat similar to earlier feminist distinctions between
sex and gender (Garland-Thomson, 2011b), where impairment is a physical condition and
disability is created by a social process which ‘gives meaning and consequences to those
impairments in the world’ (ibid., p.591). In the social model’s first formulation by the Union
of the Physically Impaired Against Segregation (UPIAS) in the United Kingdom, disability was
defined as ‘something imposed on top of our impairments by the way we are unnecessarily
isolated and excluded from full participation in society’ (1976, p. 14). Thus, the individual
disabled person does not need to change, but society does. The activist roots of the social
model and disability studies are clear (Anastasiou & Keller, 2011; M. Oliver, 2009; Owens,
2015; Thomas, 2004), alongside their implications for the nature of disability studies as an
engaged discipline (Minich, 2016; Price & Kerschbaum, 2016; Sandahl, 2003). The social
model is foundational for much of disability studies, both in the revolutionary nature of the
distinction it proposes and in its continued presence, even where that presence is a

generative rejection.

A central critique of the social model has revolved around its binary division between
impairment and disability, as well as the concern that it has not adequately reckoned with
embodied aspects of disability. The social model’s suggestion of impairment as pre-social fact
has been criticised for relinquishing impairment and the body as proper to medical study
(Anders, 2013; Hughes, 2002; Hughes & Paterson, 1997). In response, scholars developed
Foucauldian analyses of disability (Shildrick & Price, 1996; Tremain, 2001, 2005). Further
theoretical work sought to bring back impairment and physical experience, largely while
retaining disability as a social phenomenon (Clare, 1999; Feely, 2016; Schweik, 2009; Scully,
2008; Siebers, 2008; Snyder & Mitchell, 2006). | examine embodied and socially constructed
aspects of disability in relationship to disability organising below (Sections 4.2. and 4.3.). First,
| clarify the Foucauldian lens taken in defining disability as:

a historically specific aggregate that comprises, constitutes, and is constituted by

and through a complex and complicated set of discourses, technologies,

identities, and practices that emerge from medical and scientific research,

government policies and administrative decisions, academic initiatives, activism,
art and literature, mainstream popular culture, and so on (Tremain, 2017, p. 22).

Tremain’s definition notably does away with any distinction between impairment and

disability; both are constructed by ‘a far-reaching and systematic matrix of power’ and a



84

‘contingent network of force relations’ (2017, p. 22) which makes these categorisations
salient as tools of control. Lilja and Vinthagen summarise: ‘In Foucault’s analysis of power, the
production of a discursive norm is central’ (2014, p. 109). In disciplinary power, ‘those
deviating from the norm are defined as abnormal’ (ibid., p.109). Thus, to deviate is to be
inferior and consequently subject to various interventions and pressure to integrate the
norm. These categorisations control disability and understand disability as abnormal and
subject to correction. According to this definition and unlike the social model, disability and
impairment are not two separate categories. This has some commonality with Abberley’s
theory of disability as oppression in the latter’s insistence upon both the need for a social

theory of impairment (Abberley, 1987, p. 9) and ‘the body as a site of oppression’ (ibid., p.10).

This connection begins to respond to criticism of Tremain as excluding the reality of embodied
experience; my use of Tremain’s definition does not seek to minimise or deny such
experience. In that sense, | adhere clearly to accounts which give space to ‘messy, fleshy,
nuanced texture of disabled people’s lives’ (Reinke & Todd, 2016, p. 170; see also: Kafer,
2013; Linton, 1998; Mairian, 2001). However, | argue that Tremain’s definition nonetheless
holds space for these embodied aspects and has the strength of emphasising power relations
in their control. Thus, disability as apparatus usefully places weight on the ‘constructed
perceptions and interpretations of (inter alia) bodily structure, appearance, style and pace of
motility, mode of communication, emotional expression, mode of food intake, and cognitive
character’ (Tremain, 2017, p. 23); constructed perceptions and interpretations form how
disability, now including impairment, is made legible and salient as a category. They are

‘outcomes of contextually specific and performative relations of power’ (ibid., p.23).

Disability is thus a negotiated, contextual matrix of power relations which operates ‘within a
framework of multi-layered and complex patterns of inequality and identities’ marked by
stigmatisation, itself a tool of control (Sherry, 2008, p. 76). This conceptualisation explicitly
identifies: disability as the construction of diffuse power relations created and upheld by
multiple factors and actors; the responses of civil society actors as negotiating and resisting
multiple fields of power (Foucault, 1982); and disability as one of multiple other intersecting
identities. It thus dialogues with Crip theory, which builds in part on Foucault’s
conceptualisations of power (McRuer, 2006; McRuer, 2016). Among other concerns, Crip

theory expands disability studies through its departure from ‘the social model’s assumption
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that ‘disabled’ and ‘non-disabled’ are discrete, self-evident categories’ to instead explore ‘the
creation of such categories and the moments in which they ‘fail to hold” (Kafer, 2013, p. 10)’
(Schalk, 2013, n.p.); the creation and limits of categories as a feature of the power relations
are key concerns of Crip theory in general (Reinke & Todd, 2016) and Tremain’s definition in

particular.
4.2. Control of Disability

| define disability above as a complexly embodied, socially produced phenomenon. Here |
clarify the associations and attributes of disability as so produced. | suggest that these
negative associations represent discursive norms, and thus tools of control (cf. Collins, 1986).
Negative definitions of disability neither suggest such characterisation as inherent, nor deny
the existence of alternative views. Rather, they suggest the consequences of dominant
ideology of ability in an ableist society which devalues disability, forming ‘legitimising myths’
which ‘attempt to naturalize social hierarchies by treating [them] as naturally mandated’
(Toole, 2019, p. 612; see also: Pratto, Sidanius, Stallworth, & Malle, 1994; Sidanius & Pratto,
1999). Thinking about these aspects of the construction of disability and other categories
‘does not necessitate a total rejection of the social reality of categorisation’ (McCall, 2005, p.
1779); naturalised negative characterisations are one part of disability’s social reality.
Examining disability means questioning dominant understandings of social categories and
their construction and operation in the world in order to analyse the selective imposition of
vulnerability on certain bodies (Cho et al., 2013; Spade, 2013). This allows the categories of
dominantly legitimised expressions of disability to be subsequently explored in terms of their

effect on perceptions and opportunities for disability organising.

Charitable and medical approaches remain prominent, identifying disability as individual
deficiency. Stigma, otherness, and lack of ability are common in defining and creating
disability; disabled people ‘misfit’ (Garland-Thomson, 2011b) and fail to match up to an
ideology of ability which smooths movement through the world (Goodley et al., 2019; Siebers,
2008). Disability may also be externally identified as an unsettling threat to the norm (Hughes,
2010; Kafer, 2013) and to government of the majority (Kondakov, 2018). These and other
discourses which construct disability as deficit have been theorised as expressions of ableism,

which proposes an ‘ideology of a healthy body, a normal mind, appropriate speed of thought,
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and acceptable expressions of emotion’ and dividing the ‘normative (and the normal

individual)’ and the other (Campbell, 2015, p. 12).

A series of external expectations govern what disability is recognised as and how disabled
people may present themselves without becoming suspect or confusing to a majority, non-
disabled audience (Kuppers & Marcus, 2009; Siebers, 2004). People ‘expect the cripple to be
crippled; to be disabled and helpless: to be inferior to themselves, and they will become
suspicious and insecure if the cripple falls short of these expectations’ (Goffman, 1963, p.
110). Others’ gaze becomes an evaluation, as people watch ‘to see how well | do this thing
called human’ (Marcus, 1988; cited in Kuppers & Marcus, 2009, p. 144). Misrecognition and
invisibility become forms of oppression (Siebers, 2004) which ‘includes the denial of common
humanity or citizenship’ and ‘equal worth’ (James, 2015, p. 99; see also: Fraser, 2007). Thus,
for example, disabled people may be represented as themselves social problems or medical
issues (Verbilovich, 2013). They may be identified with, and uniquely as, ‘the [well-known]
tools we use’ (e.g., wheelchairs, canes, or hearing aids) or made invisible (Montgomery, 2001;
cited in Siebers, 2004, p. 12). Fluid, non-static use of these tools can also cause suspicion of
malingering or exaggeration (Zola, 1982, p. 209); disabled people attract far greater pressure
to confirm to the norm of compulsory able-bodiedness (McRuer, 2016) than non-disabled

people, who ‘have the right to choose when to be able-bodied’ (Siebers, 2013, p. 280).

Siebers (2004) draws some parallel with the work of Williams (1991, pp. 213-236) who
theorises staring through the difference between visibility and recognition to observe that
‘the heightened visibility of her blackness produces her social invisibility’ (Siebers, 2004).
While recognising the agency of the ‘staree’ in responding to stares (Garland-Thomson, 2009;
see also Renwick, Yoshida, Eacrett, & Rose, 2016), Garland-Thomson also comments on this
dichotomy through disabled people’s ‘history of being on display, of being visually

conspicuous while being politically and socially erased’ (Garland-Thomson, 2005, n.p.).

Non-apparent aspects of disability may be punished not only through lack of adjustment,
understanding, and increased burden on the disabled person to adjust and perform, either to

fit in or to clarify their status as disabled (Grigely, 2000). Apparent disability’” may elicit

YIn using ‘apparent disability’ and ‘non-apparent disability’ as an alternative to ‘visible disability’ and
‘invisible disability’, | follow Hartblay (2020). Hartblay proposes the expression as alternative to mean
‘those disabilities that are observable to others’ which is not ocular-centric and ‘dovetails with
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misrecognition as unique identity, ‘silenc[ing] other experiences’ (Hill, 2017, p. 115) and other
intersections of identity (Stienstra, 2015). This occurs not only in disabled people’s
relationship to other individuals, but also in their relationships with state institutions (larskaia-
Smirnova, 2011) and CSOs (Chapter 8); both state institutions and CSOs demand certain
specific performances of disability. This misrecognition may be structurally enacted by certain
state policies, as | discuss in reference to Russia in the following chapter. Discursive norms
around disability also restrict its expression. For example, disabled people’s sexualities have
been denied via infantilization (larskaia-Smirnova & Verbilovich, 2020) or exoticized as
‘inherently kinky [and] bizarre’ (Kafer, 2003, p. 85). Disabled people’s identity management
may include self-censorship and denial of aspects of their identity, particularly those which
are stigmatised or delegitimised by the ideology of ability, to fit legitimised social norms

(Chapter 8).

However, disability is not a ‘trump card’ (Stienstra, 2015) which erases other aspects of
identity. (Self-)identity is multiple and reciprocally constructed (Collins, 2003) and the
identities imposed by others neither entirely nor consistently look beyond certain other
aspects of identity, particularly where these aspects also attract stigma. The assertion that
they do so seems to align with criticism of disability studies’ whiteness (Bell, 2006; see also:
Annamma, Connor, & Ferri, 2013; Conor, Ferri, & Annamma, 2016), tokenistic engagement
with questions of racialisation in particular (Schalk, 2013),® and weaknesses in exploring
intersectionality. Characterising others as reducing a person uniquely to a perceived
impairment does not engage with how that is moderated by the individual’s experiences and

others’ perceptions of gender, ethnicity, sexuality, and other characteristics.

The complexity of identity is underpinned by external misrecognition of intersecting and fluid
identities. Exclusive categorisations produce dichotomous thinking which controls how
disability is produced, recognised by others, and may be legitimately performed within a

discursive norm. Tilly discusses the role of such categorical identities in preserving inequalities

theorizations of disability appearance in relational interactions’ (ibid., S32). | also build on Dorfman, who
notes that, ‘The line between visible and invisible disabilities is not clear-cut, because the concept of
visibility can be considered subjective and change over time’ (2019, p. 1067).

18This thesis perhaps replicates this weakness, as interview participants were largely white, Western
Russians. Looking at experiences of disability in other regions of Russia and engaging with religious, ethnic,
and other forms of diversity in that experience remains a neessary area for future study.
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through his theory of durable inequalities (1998). However, as Verloo (2013) points out,
similar theorisations have also been offered earlier, particularly in gender studies (Brouns,
Gruenell, & Verloo, 1995; Butler, 1988). Collins also recognised this in writing that, ‘Afro-
American women have been assigned the inferior half of several dualities, and this placement
has been central to their continued domination’ (1986, p. S20). Disability too is a signifier and
identity which has been assigned to that ‘inferior half’ This assignation is ‘yet another
dimension of the power that dichotomous oppositional constructs have in maintaining
systems of domination’ (Collins, 1986, p. S21). Black feminist knowledge production has
challenged ‘dichotomous oppositional thinking [as] natural and norm’ (Collins, 1986, p. S27);

breaking down control of disability requires the same.

| presented above (Section 3.2.) some dichotomies which theories of social movements and
nonmovements challenge: active and passive, collective and individual, political and civil,
public and private. Each of these binaries have previously guarded recognition and
characterisation of resistance. Their construction and that of disability has also, in each case,
worked so that disability is assigned to the less valued side. Disability has been associated
with passivity and lack of agency. Equally, definitions of action do not recognise the
implications of the embodiment of disability, which may make engaging in recognised action
more difficult. Recognised action is also militated against by the production of disability
through fragmentation, separation, and control of disabled people (Mingus, 2010; Price &
Kerschbaum, 2016), which intersects with failure to meet the criterion of collectivity and
defining resistance. In a further intersection, disability has located been within the private
sphere, not considering its production through exclusion from and marginalisation within
what has been typically understood as public sphere. This also fails to recognise the extent to
which disability blurs any normative definition between the two: where the public sphere is
inaccessible to disabled people, the private sphere also is made more public to varying
degrees through, for example, institutionalisation and the use of personal assistants within
the home. Disability has also been associated with vulnerability, pity, charity, and
medicalisation, rather than rights (Revillard, 2018; Satz, 2008, 2014); this is part of a matrix,

explored further below (Section 4.3.), which frames disability as extra-political.

Fully recognising disability demands going beyond dichotomous thinking to analyse how

disability is produced and controlled. Further, | explore some of the implications of
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misrecognising disability as an extra-political medical or welfare issue. These characterisations
are mutually constructed by some of the misrecognitions explored above; | focus on them
here to recentre disability by presenting the theoretical possibility that the exclusion of being

assumed to be both vulnerable and extra-political may also be a source of power.
4.3. Disability as Extra-political

Murray Li notes that ‘authoritarian forms of government are often reserved for sections of a
population deemed especially deficient and unable to exercise the responsibility of freedom’
(2005, p. 387). While she does not write about disability in particular, the observation has
resonance for the construction and control of disability. Figuring disabled people as
vulnerable (Satz, 2014) has naturalised responses including imposed limits to self-
determination, infantilization, and authoritarian or paternalistic control (Revillard, 2018). It is
against this background that an important body of literature uses concepts of unequal
citizenship to explore disablement® and, more specifically, to analyse disability rights activism
as struggle for citizenship (Barton, 1993; Carey, 2009; Prince, 2009; Sépulchre, 2018). Siebers,
for example, argues that ‘political membership relies on the ideology of ability’ (Siebers, 2008,
p. 179) from which disabled people are excluded (Garland-Thomson, 2011b, p. 601). Here, |
present how framings of disability situate it as extra-political, or beyond the realm of the
political. Reframing understandings of vulnerability from those classically associated with
disability, seen as necessitating control and paternalism, to those produced socially and
culturally and seen as a place of agency (Butler et al., 2016), then supports analysis of

resistance in disability organising.

The portrayal of disabled people suggests the impossibility of their exercising self-
determination. ‘Queer theorists Lauren Berlant and Lee Edelman suggest that the figure of
the child is used to render certain positions as extra-political, as beyond the realm of politics,

and | suggest that the disabled body performs a similar function’ (Kafer, 2013, pp. 9697,

1¥sépulchre provides a useful scoping review, which notes also dramatic growth in the quantity of articles
about disability and, largely state, citizenship in more recent years (Sépulchre, 2017). Key works in this vein
include Beckett (2006), Bezmez and Yardimci (2010), Carey (2003), Meekosha and Dowse (1997), Rioux and
Valentine (Rioux & Valentine, 2006), and Walmsley (1991). In the post-Soviet context, Phillips has written
about ‘mobile citizenship’ in Ukraine (2010) and Romanov and larskaia-Smirnova have about Russia (2006).
This literature provides a foundation for exploring the thicker power of the state in creating exclusion,
marginalisation, and vulnerability; here | largely focus on these latter concepts for their implications for
disability organising.
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emphasis added). Kafer’'s argument builds on the portrayal of disability on advertising
billboards in the United States of America. However, extra-political, infantilising tropes
associated with disability are more widespread. More broadly, assumed and compulsory able-
bodiedness often makes disability either invisible and incomprehensible (McRuer, 2016), or
narrowly comprehensible only through a limited number of discursive tropes, such as
overcoming personal tragedy, or medicalisation (Cameron, 2007, 2014b; Kafer, 2013).
‘Overcoming’ suggests disability as a deficit, or indeed ‘tragedy’, to be normalised, suggesting
an understanding of disability as eliciting pity and charity. Medicalisation is also one way of
rendering disability as extra-political and a matter of pre-existent, individualised fact (Zola,
1972). This operates through the dominant role of ‘experts’ in adjudicating on courses of
medical and other bodily interventions, often with the goal of ‘normalisation’ (Abberley,
1987), and controlling access to goods and services (Mladenov, 2015; Rose, 1996; Roulstone
& Prideaux, 2012). This in turn relates to the thick power of state policy and institutions. To
access entitlements as a disabled person in Russia, and more broadly in the modern welfare
state, one must submit to a commission which evaluates and categorises functioning. Rose
observes that ‘the very powers that the technologies of welfare accorded to experts enabled
them to establish enclosures within which their authority could not be challenged’ (1996, p.

54).

The imposed characterisation of disability as extra-political is not only incorrect according to
the theories of power and resistance presented in this chapter. It also highlights the problems
of the uncritical equation of disability CSOs’ social service provision with apolitical activity.
This equation has at its root a descriptive and normatively problematic opposition drawn
between ‘the notion of “rights” (reduced to civil rights) and that of “welfare” viewed as
synonymous to charity’ (Revillard, 2018, p. 3). Revillard links this to the roots of the social
welfare model in the medical model of disability (ibid., see also Heyer, 2005). However,
‘welfare is not necessarily synonymous with charity and paternalism’ (Revillard, 2018, p. 3).
This problematic binary opposition occurs also beyond disability, with social service provision
often linked to a lack of contention. For example, in reference to China, Fu writes:
‘Nevertheless, the party-state discourages civil society from participating in contention, in
part by regulating and channelling organizations into social services delivery’ (2017, p. 501).

Such provision is often seen as encouraged by states which need CSOs to fill welfare gaps,
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again as a form of regime legitimation. The literature on civil society in Russia too, including
that on disability, is no exception in drawing this distinction. As | discuss in the next chapter,
disability largely falls into the ‘welfare’ category which is characterised as extra-political and
opposed to rights-based organising. The need for service provision in Russia has even been

taken to suggest the continued relevance of the medical model of disability (Thomson, 2006).

However, as both social rights models and Foucauldian theories of power and resistance
suggest, the need for social service provision can be recognised equally as both a right-based
and political claim. Furthermore, as refiguring vulnerability suggests, recognising the need for
social service provision does not mean ceding disability to the field of medical authority and
does not automatically necessitate paternalistic response. Accepting the opposite is
problematic for three main reasons here. Firstly, it perpetuates assumptions of lack of agency
and (self-)determination. Secondly, it removes the possibility of investigating the meaning of
social service provision to actors. Finally, it does not permit analysis of actors’ instrumental
use of a space which is legitimised precisely through apparent depoliticization to continue
contentious action in a restrictive context (Chapter 6). It does not examine the opportunity

and power of being assumed extra-political, vulnerable, and pitiable.

The fact that this opportunity operates in part through presumed lack of ability and
infantilization has parallels with work around vulnerability and marginalisation.
Marginalisation may work through discourses of contagion, pollution, and threat to the
mainstream (Bayat, 2012, p. 21); disability is dealt with through similar discourses (Kondakov,
2018). Initially introduced above (Section 3.3.), Bayat (2012) and Butler et al.’s (2016)
conceptualisations of marginalisation and vulnerability, however, resituate them as a source
of power where instrumentalised to resist. This challenges the assumption that ‘vulnerability
[...] cannot be conceived as part of [the] practice [of resistance’ (Butler et al., 2016, p. 1). |
explore the conditions, understandings, and limitations of vulnerability, both when chosen

and imposed, as practice of resistance are explored in Chapters 6 and 7.

Firstly, however, the risk of claiming vulnerability in reference to certain groups must be
addressed. This renewed concept of vulnerability must be clearly differentiated from that
associated with disabled people as ‘classical figures of vulnerability’ (Satz, 2014; cited in
Revillard, 2018, p. 1) and used to characterise a ‘traditional form of intervention towards

disabled people, marked by paternalism and pity’ (Revillard, 2018, p. 1). Butler et al.’s
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reconceptualization of vulnerability specifically has the goal of challenging the idea that
vulnerability must be responded to by paternalism and protection (Butler et al., 2016, p. 1).%°
However, Butler et al. themselves recognise the risk of discourses of vulnerability, particularly
where mobilised to support ‘objectionable ontological claims about [..] constitutive
vulnerability’ (Butler et al., 2016, p. 2) of certain groups as inherent fact. The definition of
disability as constructed through power relationships clearly stands against this argument;
both vulnerability and disability are ‘produced and distributed’ (ibid. p.2) and selectively
imposed (Cho et al., 2013; Spade, 2013). Experiences of disability cannot be essentialised to
those of vulnerability, even where emphasis is on the structural production of this

vulnerability.

The danger of misinterpretation and essentialisation in discussing vulnerability in relationship
to disability is echoed by the perceived risk of recognising disabled embodiment. Accounts
which emphasise the embodiment of disability often argue that this aspect has been elided
precisely because of the perceived threat of engaging with impairment (Crow, 1996; Snyder
& Mitchell, 2001; Wade, 1994). Wendell comments that acknowledging the experience of
‘unhealthy disabled’?* people presents a danger in ‘provid[ing] support for those who prefer
the individualized, medicalized picture of disability’ (2016, p. 18). She therefore argues that it
has been ‘safer and more comfortable for disability activism to focus on people who are
healthy disabled’ (ibid., p.19). This has stressed a normative message of ‘[rlemove the barriers
that have been erected arbitrarily against our participation, and we will perform as well as
anyone else’ (ibid., p.27). Wendell sees this as in fact disempowering, as it removes the
possibility of positive engagement with the power of disability to transform (cf. McRuer, 2006;

Price & Kerschbaum, 2016).% Just as claiming vulnerability has been subject to the risk of

This has also been approached by reframing vulnerability as universal and constant, a human condition
rather than that proper to any group (Fineman, 2008); this argument has also been applied to disability
(Satz, 2008). Here | prefer Butler et al.’s approach because it builds on Foucauldian approaches to directly
relate the production of vulnerability to analysis of activism and organising. As discussed below, this also
enables aspects of embodiment to be brought into analysis of the nature of resistance.

Zn her work, Wendell differentiates between ‘healthy’ and ‘unhealthy’ disabled, where both are
themselves fluctuating and unstable categories. ‘Healthy disabled’ refers to ‘people whose physical
conditions and functional limitations are relatively stable and predictable for the foreseeable future’
(Wendell, 2016, p. 19, emphasis added). ‘Unhealthy disabled’ is not defined so succinctly; rather the
experience of this condition is the focus of the article as a whole. However, it can be broadly understood
here as implying experience of disability either through or complicated by chronic illness.

22 similar argument is used by some scholars against the use of person first language (e.g. person with a
disability), suggesting that this language suggests a ““normative’ resemblance that we can attain if we
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naturalising ‘constitutive vulnerability’ (Butler et al., 2016, p. 2), so acknowledging disabled
embodiment been seen as allowing others to essentialise disability as a medical issue.
However, vulnerability as source of agency rejects this essentialisation to stress strategic
transformations of resistance. If we look at the depoliticization of medicalisation and imputed
vulnerability, among other misrecognitions of disability, as strategic opportunity, how do they

shape civil society action around disability in a context where depoliticization is incentivised?
4.4. Refiguring Resistance

Constructions and experiences of disability draw together questions of vulnerability, intent,
embodiment, and thick state power, including both formalised instruments and discursive
norm-building, to create a different picture of resistance. Disabled resistance, and resistance
in authoritarian contexts more generally, may not obey rules of ‘organised, systematic, pre-
planned,” public, and ‘revolutionary’ action (Scott, 1985, p. 292). Where disciplinary,
sovereign, and biopower seek to normalise and control disability, everyday life may also
become resistant (B. Anderson, 2012; Lilja & Vinthagen, 2014). Disability thus demands that

the criteria for recognising resistance evolve (Hedva, 2016; Pal, 2019).

Shifting how we consider vulnerability is part of this. Recognising vulnerability’s social and
political construction, its interaction with embodiment, and its agentic power as forming
sources of resistance develops the concept of resistance itself. This is again linked to the
importance of actors’ intent and meaning-making (Section 3.3.). Butler et al. define
vulnerability as ‘deliberate exposure to power’ (2016, p. 22); | take ‘deliberate’ here as
synonymous with ‘intended’. Where exposure to power is not deliberate, something other
than vulnerability is at stake. Intent is also, then, what makes vulnerability resistant. Butler et
al. argue that vulnerability ‘is part of the very meaning of political resistance as an embodied

enactment’ (ibid., p.22).

Disability studies too have argued for embodiment as resistance. Siebers, for example, argues

that, because disabled ‘bodies are excluded by dominant social ideologies,’ they ‘display the

achieve the status of being deemed ‘people first’ (with the emphasis on independence and extreme liberal
individualism) in the eyes of an ableist society’ (Overboe, 1999, p. 24; see also Todd, 2016). Both Wendell
and Overboe’s critiques draw attention to how the insistence on performing to the normative expectations
of an ableist society can be exhausting and lead to the erasure of the complexities of lived experience of
disability.
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workings of ideology and expose it to critique and the demand for political change’ (Siebers,
2013, p. 295); ‘[i]dentities, narratives, and experiences based on disability have the status of
theory because they represent locations and forms of embodiment from which the dominant
ideologies of society become visible and open to criticism’ (ibid., p.283; see also: Siebers 2004,
p.8). The workings of ableism are also experienced where they are not displayed, as in the
case of disability which is not necessarily apparent or observable to others. The discomfort
which may be experienced by disabled people who are not apparently disabled also produces
friction as they exist in a space which was not imagined or designed with them in mind.
Disabled people thus ‘misfit’ as they pass through space (Garland-Thomson, 2011b). The
challenge that their presence therefore creates evoke Bayat’s ‘art of presence’ as a form of

resistance (2013, p. xi).

Disruptive presence and other forms of resistance are therefore better recognised in terms
of intent and meaning to the actor involved. To clarify by one example, people may wish to
pass unnoticed and without necessarily creating challenge by their presence in whatever
space, physical or virtual. This itself may have different valences; they may wish to pass
unnoticed as within a norm, or they may wish to shift focus something other than disability,
in a way which disassociates from the negative perceptions which they may identify others as
having about disability and, therefore, about them. They may not intend their body to be used
to create meaning as ‘demand]ing] [...] political change’ (Siebers, 2013, p. 295). Equally,
people may also understand and experience their presence as deliberately resistant.
Furthermore, multiple meanings and modes of presence may be identified by different actors
participating within a single action, often connected with the relationship of power which
they address as most salient to them (Chapter 7). As shown by investigations of silence (Gest,
2017), invisibility (Fu, 2017; Hildebrandt & Chua, 2017), passing (Brune & Wilson, 2013;
Siebers, 2004), and (mis)recognition (Williams, 1991), presence has different meanings, uses,
and consequences. While visibility is often identified as a goal of disability action in the face
of exclusion and erasure (Snyder & Mitchell, 2006), this goal is perhaps more accurately
phrased as recognition on the terms intended by the actor, collective or otherwise. Moreover,
invisibility may also be sought as its own source of power, as theories of infra-political

resistance suggest.
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Recognising the implications of disability as an embodied power relationship challenges the
taboo of engaging with embodiment and ‘unhealthy disability’ (Wendell, 2016), as well as the
idea that to do so is to revert to an extra-political, medical understanding of disability
associated with paternalistic and authoritarian control. Refiguring the constructed
vulnerability of disability as itself a source of agency and power allows the naturalised
responses of paternalism and control to be questioned. Embodied disability demands
widening the boundaries of resistance. Bereni and Revillard (2012, p. 3) argue that ‘beyond
its empirical contribution, research on women’s movements invites us to rethink the very
definition and the borders of social movements and contentious politics’. | argue that
disability organising plays a similar, and comparatively neglected, role in questioning the
spectra of public and private action, contentious action, and visible, invisible, ambivalent,

multiply legible action.

Finally, widening concepts of resistance does not untie it from analysis of the production of
vulnerabilities linked to thick state power. Theories of infra-politics (Section 3.3.) and diffuse
power argue for recognising ‘subversive, infiltrating form[s] of resistance’ (Munro, 2003, p.
91). Analysis of disability organising in fact demonstrates the relationship between state
power, the control of discursive norms, and resistance to that control. Furthermore, as | argue
in reference particularly to Russian state policy, legislation, and rhetorical moves in the next
chapter, state authoritarianisms importantly structure the field of action for disability
organising by reinforcing a differentiation between social and political CSOs, and by
legitimised (extra-political) and delegitimised (politicised) identities. Problematised above,
this distinction tends to equate social welfare with extra-political activity and, through a
medical and paternalistic model, situate disability as extra-political. This creates its own
opportunities for resistant responses. Resistance is about ‘a taking up of the tools where they
lie, when the very “taking up” is enabled by the tools lying there’ (Butler, 1990, p. 145). This
is the paradox of power, which in turn is the paradox of vulnerability as power: ‘[resistance]
is in itself enabled, if not produced, by the very power relations against which it struggles’

(Munro, 2003, p. 92; see Butler, 1990, p. 15).

5. Conclusion
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In this chapter, | brought together theories of decentred, fluid power and resistance to ground
discussion of civil society and disability. Both civil society and disability are arenas of control
and contestation. Recognising them as such allows exploration of the agency of CSOs actors
as they both challenge and reinscribe power relationships through their intent, meaning-
making, and action. It also allows the identification of a fuller range of action as resistant.
Non-apparent practices may respond to ‘the values and norms of discipline’ (Lilja &
Vinthagen, 2014, p. 115), which construct and delimit the roles legitimised for civil society
and disabled people. This resistance paradigm argues for such everyday action as in fact
capable of challenging power relationships by nudging established patterns of control
(Staeheli et al., 2012) and seeking change ‘in culture and consciousness, in collective self-

definitions, and in the meanings that shape everyday life’ (Polletta, 1997, p. 431).

Recognising these practices as resistance blurs dichotomies of active and passive, individual
and collective, civil and political, and private and public. These dichotomies have previously
been used to identify resistance and political engagement, resulting in the erasure or
minimisation of action which does not meet their criteria. | concur with this use of such
controlling dichotomies, but would further question the binaries themselves: where Bayat
(2013) opposes civil and political in listing binaries which characterise identification of
resistance, ‘social’ is absent entirely. Yet, identification as ‘social’, just as identification as
‘passive’, ‘individual’, and ‘private’ has been more used to remove an action or individual from
identification as resistant. As | will discuss throughout my empirical chapters, as well as in
presenting the Russian context (Chapter 4), the characterisations of CSOs as engaged in civil
and political rights action are both delegitimising, while characterisation as social is typically

legitimising and associated with the absence of resistance.

First, to summarise the problem: ‘So long as we confine our conception of the political to
activity that is openly declared, we are driven to conclude that subordinate groups essentially
lack a political life’ (Scott, 1990, p. 199). The framework | presented in this chapter raises
some theoretical possibilities for analysis of disability organising to address this
epistemological erasure and extend thinking about resistance. | close this chapter by
summarising these possibilities, prior to presenting why Russia is a good environment to test

them (Chapter 4) and exploring them empirically (Chapters 5-8).
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Firstly, the production of disability challenges the dichotomies mentioned above (i.e., active
vs passive, individual vs collective, civil vs political, and private vs public). For example, what
we may consider public and private space is transformed by the production of disability. What
is classically understood as public space is often neither imagined and nor accessible for
disabled people (Garland-Thomson, 2011; McRuer, 2016; Siebers, 2016). Similarly, private
space may become public both through institutionalisation or the presence of personal
assistants or others within the home. The binary of individual and collective action is troubled
by the difficulties of physically uniting in a single place and time, while disabled people’s use
on online communities and exchange (Hartblay, 2019) is often unrecognised as resistant due
to an emphasis on collective, in-person action at a particular time and place (Véron, 2016).
Boundaries between active and passive are troubled by complex embodiment and
impairment, which can increase the cost of action and problematise planning and extended
commitment (Crow, 1996; Pal, 2019; Wade, 1994; Wendell, 2016). Exploring the production
of disability, as it is responded to by civil society, may therefore demonstrate how these
binaries exert epistemic violence by justifying the lack of recognition of certain forms of

resistance.

Secondly, in order to uncover dissimulated resistance and look behind apparent passivity,
analysis of disability organising also argues for using intent and meaning-making to define
resistance without replicating the perception of the dominator. Holding to criteria of intent
and meaning-making answers the criticism of the resistance paradigm as too wide to be
analytically useful. It bridges between different forms of actions and re-centres forms of
action which have been dismissed as small, meaningless, and peripheral. Furthermore,
consideration of the production of disability maintains the resistance paradigm alongside
structural analysis which takes seriously state power in setting the field of action.

Ambiguously legible, everyday actions also challenge and shift those norms.

Finally, disability organising also offers the opportunity to explore the lack of recognition of
resistance as a source of power and agency. Figuring disability as extra-political may create a
safer space from which actors resist. In my empirical chapters, | both identify that this occurs
and analyse why and how it works (Chapter 6). | also question the limitations of such

strategies, as they are dependent on remaining non-apparent (Chapters 7 and 8).
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Using disability to develop theory around civil society attempts to respond to the challenge
with which this chapter begun. My aim is to think through the lens of disability to investigate
resistance, without decentring disability a result. Exploring disability’s production through
marginalisation is a way to turn that marginalisation inside out (Linton, 1998), reframing it
productively not only as its own source of power, but also as powerful in challenging the
boundaries of how resistance is identified more widely. Thus the margins not only define the

centre, but transform it (hooks, 2000).
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Chapter Four

Power and Resistance in Civil Society Organising around Disability:

Russian Context

1. Introduction

In the previous chapter, | argue both for greater recognition of resistance based on actors’
intent and the potential power of categorisation as vulnerable or extra-political. In this
chapter, | present the Russian context as one which provides ground to test these theoretical
possibilities. To do so, | outline the control and (de)legitimisations of both civil society and

disability.

Firstly, | present the development of civil society in Russia from the late Soviet period to the
present day. While the pre-Soviet, Imperial period has some continuities with the post-Soviet
period in terms of civil society organising (Bradley, 2002, 2017), these are not my focus here.
Rather, | focus particularly on the development and regulation of post-Soviet civil society up
to the present day, as well as trends in its research. Prior research has focused unequally on
different aspects of civil society organising. In particular, dominant approaches emphasising
democratization have upheld the problematic distinction between organising identified as
rights-based and politicised, and other organising identified as depoliticised and related to
social services. The state may indeed regulate for and otherwise discursively promote a binary
differentiation between, on one hand, delegitimised political organising and, on the other,
legitimised social organising (Frohlich & Skokova, 2020). However, the empirical experience
of civil society actors apparently operating within the social sphere, as per this binary division,

remains comparatively underexplored.

Secondly, | outline broader responses to and policies around disability in Russia. Disability is
generally stigmatised and its performance legitimised within the bounds of restrictive
discursive tropes. | argue that these legitimised expressions of disability are largely connected
to medical and charitable discourses, in an apparent overlap with legitimised, social, and
depoliticised areas of civil society organising. Under the resistance paradigm and rethinking
of vulnerability presented in the previous chapter, this imputed vulnerability may be used

agentically to contest within the limits of a restrictive environment which rewards social,
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apparently non-contentious organising. | thus identify the construction of vulnerability
around disability to demonstrate how Russian disability organising space allows us to
investigate how civil society actors understand, respond to, and instrumentalise the limits and
contours of disability’s (de)legitimisations. This demonstrates the importance of intent over
form of action, uncovering forms of resistance which have been erased under other analytical

frameworks.
2. Civil Society

Three broad periods have been identified in the development of Russian civil society from the
late Soviet period until the 1990s and early 2000s. Firstly, the state-controlled Soviet period
with some dissident movements, latent to differing degrees, and some organisation growth
with perestroika; secondly, the import-dependent 1990s which saw foreign donor
involvement and the development of the new organisational form of the NGO; and, thirdly,
the development of a rooted, Russian civil society less led by foreign donor involvement. This
third period stretches to the present day and includes key developments in state legal
regulation and rhetoric around civil society. Here, | focus on these developments to outline
the period since President Vladimir Putin first came to power in 2000, particularly looking at
changes immediately prior to and since he regained the presidency for a third term in 2012.%
| thus describe the current context in which civil society operates, presenting civil society
regulation through top-down, state mechanisms including legal, policy, and discursive
methods and empirical work on bottom-up civil society experiences, responses, and
resistance to this regulation. This forms the broader background against and with which the

interviews with participants are critically situated in subsequent empirical chapters.
2.1. Development from the Soviet Period

In the Soviet Union, formal associational life was largely state-controlled sphere which
obliged citizens to participate (Evans, 2006; Ljubownikow, Crotty, & Rodgers, 2013; Rose,
1995). State government managed ‘public’ or ‘societal’ organisations (obshchestvennye

organizatsii), greatly restricting their capacity to articulate critical public interests (Evans,

Zputin’s presidential terms are as follows: first term 2000-2004, second term 2004-2008, third term 2012-
2018, fourth term 2018-present. Between his second and third presidential terms, Putin was officially
Prime Minister (2008-2012).
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2006). While some ad hoc organisations did grow up, those which were non-oppositional
were often then centralised and organised by the state; the Timurite movement (timurovskoe
dvizhenie) is one example (Balakirev, 2015; Kadykato, 2011). Official organisations, including
trade unions, the Komsomol, and the All-Russian Societies of Deaf People (VOG), Blind People
(VOS), and, eventually and despite its original genesis (Section 4), Disabled People (VOI), were
subordinate to the state (Evans, 2006). There were dissident movements which acted
independently and in opposition to the state. However, these movements were relatively
isolated from mainstream society and faced harsh repression (Evans, 2006; Pape, 2014;
Phillips, 2009b). With perestroika, new opportunities arose for informal groups, which were
founded in different regions of the Soviet Union (Berezovskii & Krotov, 1990) backed by
GorbachevV’s socialist pluralism (Henderson, 2003). However, many of these informal groups
stopped functioning with the end of the Soviet Union, given that their existence was largely

motivated by protest against the regime.

Although collective organising, latent to different degrees, took place over the Soviet period,
the collapse of the Soviet Union saw a rapid growth of a ‘new institutional form’: the NGO
(Ishkanian, 2008, p. 34). Non-coercive associative life in different forms, as well as and beyond
NGOs, also developed at this time. However, NGOs were the main organisational form
targeted by donors who sought to develop civil society apparently in opposition to the Soviet
‘radical “flattening” of society [...] in which diversity of opinions and expression of interests
were circumscribed’ (McIntosh Sundstrom, 2005, p. 3). Foreign involvement in the 1990s was
often driven by donors’ association of the development of a diverse civil society and strong
civic participation with a successful transition to a functioning democracy (Linz & Stepan,

1996).

This link has been problematised and unpicked in practice (Babajanian, Freizer, & Stevens,
2005; Lewis, 2008; Ziegler, 2010); civil society may also be co-opted by the state to legitimise
authoritarianisms (Giersdorf & Croissant, 2011; Lorch & Bunk, 2017). Spires suggests that it
cannot be assumed ‘that NGOs in an authoritarian state, even independent grassroots
organisations, are working towards democratic purposes’ (2011, p. 35). Nevertheless, it was
often on this basis that foreign donors were involved with developing civil society. This donor
framing holds the seeds of the discursive link now used by the state to delegitimise civil

society organising with foreign involvement as political; | discuss this further below.
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Despite their claimed goal of opposing the flattening of dissenting opinion during the Soviet
period, foreign funders have been criticised for also flattening of civil society. Their funding
has been characterised as creating a ‘supply-driven’ civil society orientated towards
themselves (Henderson, 2003; Pape, 2014), seeking to impose irrelevant, external
programmes and modes of action, and favouring the construction of vertical links between
funder and supported organisations which did not extend into the wider population
(Jakobson & Sanovich, 2010, p. 286; Ljubownikow et al., 2013, p. 158). NGOs of this period
have been characterised as top-down and donor-driven (Ishkanian, 2008), in competition for
funding and therefore isolated (Crotty, 2006), distant from the needs of Russian society
(Henderson, 2002; Klose, 2000; Mcintosh Sundstrom, 2005), lacking in contextualisation
(Crotty, 2003), dominated by elites (Henry, 2006; Ishkanian, 2008; Ljubownikow et al., 2013),
and increasing the divide between activists and society at large (Henderson, 2002). Even as
they ‘may have had the ability to act as a counter-weight to the state (Taylor 2006), [...] they
did not facilitate bridging activity between the individual and the state (Richter 2002)’ (Crotty
et al., 2014). Their externally-imposed nature meant that NGO programmes were often of
limited relevance to citizens’ needs and experiences and, failing to map onto the realities of

local situations, did not form new social actors (Leve in Bernal & Grewal, 2014).

However, even given this criticism, the lasting influence of the latent growth phase at the end
of the Soviet period (Jakobson & Sanovich, 2010), and the proportionally limited interaction
of foreign donors with the sector as a whole (Alekseeva, 2010), foreign donors and foreign-
supported NGOs nonetheless remained important minority actors. As such, they contributed
to setting vectors and modes of action which influenced ‘self-consciousness and positioning,
language, and models of interaction with the state, donors, recipients, and broader society’
(Jakobson & Sanovich, 2010, pp. 234-235). These modes arguably continue into the third,
rooted period which developed from the late 90s and early 2000s (Ljubownikow et al., 2013).

The third ‘rooted’ (Jakobson & Sanovich, 2010, p. 289), bottom-up (Ishkanian, 2008, 2015)
phase is differentiated from those prior as a period in which foreign actors are no longer the
primary drivers of civil society’s development (Salmenniemi, 2010). Instead, ‘import
substitution” (Jakobson & Sanovich, 2010, p. 279) develops a ‘civil society po-russki’
(Ljubownikow et al., 2013, p. 155). This is not to deny the existence of both Russian and

foreign-funded NGOs which were well-contextualised and responsive to bottom-up needs
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before the onset of the third phase. These NGOs existed with ‘success achieved, as a rule,
when the vectors of forces generated outside and within Russian society coincided’ (Jakobson
& Sanovich, 2010, p. 289). Before outlining contemporary regulation of civil society and CSO
activity in the third period, | first step back to contextualise civil society within Russia’s

contemporary civilisational discourse (Tsygankov, 2016).
2.2. Legitimations of Civil Society
2.2.1. Russia’s regime legitimation

In the period from Putin’s first election in 2000 to his most recent re-election in 2018, Russia
became more authoritarian by indicators including restricting press freedoms, electoral
competition, and public gatherings and expression (Colton, 2007; Frohlich & Jacobsson, 2019;
Goode, 2010; Sperling, 2014). Various descriptors have been used for current regime type,
each suggesting that is it ‘a less than fully democratic political system’ (Sperling, 2014, p. 31;
see also: Levitsky & Way, 2010). To take one of these, Russia is defined as comparatively
stable electoral authoritarian regime, with limited or managed political contention (Cheskin
& March, 2015; Gill, 2012; Robertson, 2011; Ross, 2011). Electoral authoritarian regimes are
defined as holding elections ‘marked by an uneven playing field, based on: formal and
informal rules that construct prohibitively high barriers to participation; sharply unequal
access of competitors to financial and media resources; abuses of power by the state
apparatus for the sake of maximising incumbent votes irrespective of voter preferences; and

(often but not always) multiple instances of electoral fraud’ (Gel’man, 2015, p. 7).

Against this background, Russia has used regime legitimation strategies which foreground
conservative modernisation (Chebankova, 2015) and patriotism. The latter has been used as
‘a means of legitimation’ which ‘seeks to fuse state legitimacy with regime legitimacy,
collapsing the distinction between state and regime and threatening the people’s sovereign
choice by associating regime failure with state failure’ (Goode, 2016, p. 421). Patriotism is
linked with the mobilisation of spiritual and moral values which are claimed as traditional
(@stbg, 2017; Stepanova, 2015). Thus, despite a secular constitution, Orthodoxy is mobilised
as an important part of traditional Russian culture and being (Kovalskaya, 2017). Federal Law
No.125 ‘On the Freedom of Conscience and Religious Associations’ (1997) recognises

Christianity, Islam, Buddhism, and Judaism ‘as “respected religions”” with a long history in
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Russia and ‘mentions “the special role of Orthodox Christianity”’(Kovalskaya, 2017, p. 157,
emphasis in original). However, Kovalskaya finds both that the Russian Orthodox Church has
increasingly cooperated with the state and that Islam’s definition as ‘respected’ and indeed
‘traditional’ depends on cooperation with and loyalty to the state (2017). Russian traditional
values are opposed to those of ‘the West’ and feed into discourses of anti-Westernism (@stbg,

2017).

Militarism has also been used as a tool in building national identity in state discourse
(Sperling, 2003, 2009) and popular culture (Gillespie, 2005; Norris, 2012), as well as in
educational programmes (Konkka, 2020). This has been often associated with victory in the
Great Patriotic War (Velikaia Otechestvennaia voina) (Mijnssen, 2010; Wood, 2011). Russia
has mobilised this victory as a cornerstone of its post-Soviet national identity (Gudkov, 2005;
Wolfe, 2006) in a pervasive politics of memory which ‘stretches from official discourse and
diplomatic rhetoric to mass media, cultural production (films, plays, even operas) and
academic history writing’ (Fedor, Lewis, & Zhurzhenko, 2017, p. 15). While Russia’s foreign
policy may not be nationalist per se (Laruelle, 2015b), ideas of nation are an important part
of the regime’s legitimisation project. Patriotic narratives synthesise values including ‘the ex-
ceptionality of Russian culture and traditions, and the related importance of resisting alien
(not exclusively foreign) influences to safeguard Russia’s present and future; and increasingly
the substitutability of Russian (Rossiisskii) citizenship with Russian (russkii) ethnicity’ (Goode,

2016, p. 429).

These legitimation strategies have also foregrounded a hegemonic hypermasculinity (Wood,
2016), particularly through association with militarism and the invocation of ‘traditional’ roles
and values (Foxall, 2013; Sperling, 2014). This mix has seen flashpoints such as the Federal
Law No0.135-FZ ‘For the Purpose of Protecting Children from Information Advocating for a
Denial of Traditional Family Values’, or so-called ‘gay propaganda law’, passed in 2013. The
‘denial of traditional family values’ is positioned as a threat to social stability (Persson, 2015),
often coming from a degraded Europe and an ‘imperialistic West” which wishes to threaten
and destabilise Russia (Bartholomew, 2014). Sperling has argued that 'gender norms and
sexualization have been used in political advertising as a means of bolstering Russia's
increasingly nondemocratic political regime' (2014, p. 28). The connection of such a dominant

expression of hypermasculinity with political legitimisation has implications for what civil
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society action is identified as legitimate and what becomes discursively threatening (Section

2.2.2.).

The period has also seen closer regulation of public space and speech, mass media, and
collective organising. The timing of the amendments to laws around public organising can be
associated with the 2011-2013 waves of “for fair elections’ (za chestnye vybory) protests. The
Russian government was concerned to restrict organising which could lead to a ‘colour’
revolution, like those which occurred then in other authoritarian states (Frohlich & Jacobsson,
2019; Horvath, 2013). The Russian government remains concerned to control protest for
regime change. It has tightened the regulation of the use of public space for collective, non-
state events, notably amending Federal Law No.54-FZ ‘On Meetings, Rallies, Demonstrations,
Marches and Picketing’ several times since 2012 to make it harder to legally organize public
events (Frohlich, 2019). Furthermore, there are state controls to access to print and TV mass

media on federal and local levels (Gehlbach, 2010).
2.2.2. (De)legitimised roles for civil society

State management of civil society has increased alongside and via other restrictions of public
space and speech (Fish, 2005). While the regional level presents a complex picture (Salamon
et al., 2020; discussed further below in Section 2.3.), on a national level this control has taken
two overall forms. Firstly, the legitimisation of CSOs as a partner of the state, particularly in
supporting social welfare provision. Secondly, the delegitimization of organising judged
political, often operating through a link with foreign threat. In this section, | present these
developments in more detail, as they form the broad lines dividing legitimised from
delegitimised civil society. | also argue that the state’s use of binary discourse does not mean
that it is experienced in this way by civil society actors. My empirical research then nuances
this division further by exploring, via disability organising, ‘the creation of such categories and

the moments in which they “fail to hold”” (Kafer, 2013, p. 10).

Russia’s neoliberal redrawing of citizenship (Hemment, 2009) legitimises civil society as a
state partner in responding to legitimised social welfare needs. These activities have the
double role of responding to state welfare retrenchment (L. J. Cook, 2013) and legitimising
the state (Frohlich & Skokova, 2020). As described in contexts of authoritarianism more

broadly, civil society thus has a role in filling gaps and weaknesses in state provision (Lorch &
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Bunk, 2017; Spires, 2011; Teets, 2014) and monitoring need and discontent (Lorch & Bunk,
2017; Lorentzen, 2013). Legal and discursive steps have both supported this. Legal regulation
has both generally placed the state in a more managerial position over registered CSOs and
has developed specifically around the CSO as a social partner of the state. For example, the
Federal Law No0.18-FZ ‘On Introducing Amendments into Certain Legislative Acts of the
Russian Federation’, commonly known as the ‘NGO law’, passed in 2006 gives the state
increased powers of scrutiny over the financial and administrative workings of NGOs (Crotty
et al., 2014) and permits the state to send representatives to NGO meetings (Maxwell, 2006).
The legislation greatly increased the reporting and regulatory burden placed on organisations,
making annual funding and activity reports obligatory and demanding re-registration with the

state registration authority (Pape, 2014, p. 31).

Meanwhile, the new legal form of the ‘socially oriented non-profit organisation’ (sotsial’no
orientirovannaia nekommercheskaia organizatsiia, SONKO), established in 2010 (Salamon,
Benevolenski, & Jakobson, 2015; Article 31.1 of Federal Law No.40-FZ of April 5, 2010), gives
this concrete framework. CSOs may now apply to receive state funding for providing
necessary social services in certain forms and to certain groups (Bindman, 2015; for a list of
the diverse activities which may fall under the scope of the law, see: Salamon et al., 2020, p.
4). Subsequently, a further legal status was developed for which SONKQOs can apply: ‘provider
of socially-useful services’ (isponitel’ obshchestvenno poleznykh uslug). This status entitles a
SONKO to prioritisation in receiving various measures of state support.? The state has thus
encouraged, and clearly legitimised, so-called socially oriented CSOs via a number of financial
and other support programmes (Salamon et al., 2015). Fréhlich and Skokova (2020) argue that
the state makes double use of such funding for regime legitimation. On one hand, it
legitimised CSO activities in specific, restricted, and non-threatening spheres and transmits
state-led conservative discourse. On the other, it supports CSOs to contribute to public

welfare as a (subordinate) partner of state.

A series of statements by Putin and other prominent figures have emphasised this compliant

partnership relationship. In interviews for this research, participants themselves referred to

24See: Decrees of the Government of the Russian Federation of 27 October 2016 and 26 January 2017,
respectively: No.1096 'On the approval of the list of socially useful services and criteria for assessing the
quality of their provision' and No.89 'On the register of NGOs who are providers of socially useful services.'
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key speeches from Putin as legitimising CSOs more widely as valid partners for state
institutions. In another example, Putin is quoted as saying that, ‘volunteers are becoming
partners of the state’ (‘volontyory stanovyatsia partnyorami gosudarstva’) (Gorlova, 2019, p.
4) at a ceremony celebrating volunteering in Russia in 2017 and 2018 was declared ‘The Year
of the Volunteer.” At the All-Russia Volunteer Forum 2015, Putin speaks about developing
volunteering, as might be expected. However, he is quoted as adding that doing so is
especially relevant going towards the 70™" anniversary of the Great Victory (‘osobenno
aktual’no v preddverii 70-letiia Velikoi Pobedy’) (Balakirev, 2015, p. 19). The quote suggests a
discursive link between serving in war, including through volunteer movements, and being a

present-day volunteer; both are constituted as projects which serve to build the nation.

These examples are contextualised by wider analysis suggesting that official discourse
nationalises civil society (Belokurova, 2010), framing it as a legitimately a ‘state-supported
project allegedly for the benefit of “the people” and Russia as a nation’ (Frohlich & Jacobsson,
2019, p. 1152). The state thus does not normatively locate CSOs as either ontologically distinct
from itself or as a location of resistance. Still apparent are legacies of gosudarstvennost’
(Labigne, Kononykhina, & Mersianova, 2015, p. 19), or the declared loyalty of CSOs to
government as central to any relationship (Fréhlich, 2012, p. 371; Golenkova, 2010). The state
has been argued to take a binary approach to civil society (Frohlich, 2012; Pape, 2014;
Robertson, 2011; Salamon et al., 2015; Skokova, Pape, & Krasnopolskaya, 2018). According to
this, on one hand, loyal civil society actors are engaged in solving legitimised social issues,
which broadly fit into current policy and do not form discursive challenges, particularly to
‘traditional’ values as framed by Russia’s conservative civilisational discourse described above

(Section 2.2.1.). On the other hand are delegitimised actors whom the state characterises as

bent on intervention in state affairs and political change (Belokurova, 2010; Robertson, 2009).

In particular, focusing on the delegitimate side of organising, scholars have noted ‘repressive
policies penalizing receipt of foreign assistance or too overt pursuit of human rights’ (Salamon
et al., 2020, p. 2; see also: Daucé, 2014; Evans, 2006; Javeline & Lindemann-Komarova, 2010).
Much discussed as a key example of this, the so-called ‘Foreign Agents Law’ was adopted in
2012 (Federal Law No.121-FZ of 20 July 2012 ‘On Introducing Amendments to Legislative Acts
of the Russian Federation regarding the Regulation of the Activities of Non-Commercial

Organisations Performing the Functions of a Foreign Agent’). This law mandates the
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registration as ‘foreign agents’ (innostrannye agenty) of CSOs who receive foreign funding of

any amount and are engaged in political activity (politicheskaia deiatel’nost’).

After protest over the vagueness of the definition of ‘political’, in May 2016 the State Duma
amended the law to define political activity as ‘any kind of public activity’ (Frohlich &
Jacobsson, 2019, p. 1152). The law also specifies that ‘political activities do not concern, for
instance, culture and art, health care and healthy ways of life, maternity assistance and child
care, social support of the disabled, and charity’ (Kulmala, 2016, p. 207). It is this naturalised
depoliticization of ‘social support’ of disabled people which | question, and whose effects and
limits | explore. While these areas are named as normatively not political, ‘political activity’
remains a floating signifier or a ‘flexible discursive instrument’ (Flikke, 2015, p. 9) which civil
society actors perceive may be applied as and where the state choses, if the state decides
that a behavioural line has been crossed. It is a tool of control with a chilling influence
(Robertson, 2011), also affecting civil society which is normatively identified as non-political
(Chapter 5). This is consonant with the broader identification of civil society actors’
perceptions of ‘formal rules, institutions, and rights’ as not worthy of trust and ‘arbitrary

tools’ (Clément, 2008, p. 72).

One mechanism through which the delegitimization of civil society actors operates is a
discursive shorthand which selectively collapses the distinction between foreign and political
organising in Russia, equating foreign civil society involvement with political threat: ‘non-state
public action, from civic education to mass demonstrations, can now be rendered as
influenced by outside forces intending to harm Russia and its people’ (Frohlich & Jacobsson,
2019, p. 1153). This appears to be part of the re-nationalisation and restriction of civil society
which occurs also beyond Russia, in response to period of strong foreign involvement (Howell
et al., 2008). Russia has expelled high-profile international and supranational organisations;
2012 saw the expulsion of both USAID and UNICEF. For both, the reason provided was that
Russia is no longer a recipient state, but rather a donor state. Additionally, USAID was
criticised for attempting to ‘influence the political process through the distribution of grants,
including elections of different levels, and civil institutions’ (“Comments of A.K. Lukashevich,
Official representative of the Ministry of Foreign Affairs of Russia on the termination of
activities of the United States Agency for International Development of the Russian

Federation,” 2012, n.p.).
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The question of securing funding is a pressing concern for civil society actors. While Russian
CSOs have therefore become more cautious about receiving foreign funding, international
funders too are in retreat. The Russian state has developed funding programmes to replace
this foreign funding, simultaneously using it as a tool of control over the sector (Gilbert, 2016;
Jakobson & Sanovich, 2010; Salamon et al., 2015; Skokova et al., 2018). Thus, as initially
outlined above particularly in reference to SONKOs and their funding, Frohlich and Skokova
observe that funding is used as an ‘instrument of state governance [...] to curb civil society
development in a way that contributes to state legitimacy’ (2020, p.1). Finally, the
contemporary management of Russian civil society aims to contribute ‘to regime stability by
coupling public funding for CSOs with a state-led legitimacy discourse that supports the
state’s status-quo by emphasising conservative values, traditions and civilisational traits of

the Russian people’ (Frohlich & Skokova, 2020, p. 2), as presented above (Section 2.2.1.).

State strategy suggests a strong benefit to an extra-political framing of activity (Kulmala, 2016,
p. 207). It also strongly negatively associates the political with external influences, and with a
risk to the security and stability of Russia. As well as LGBTQ+ organising, environmental and
feminist activities have also been targeted by state sanction (Bindman, 2015; Sperling, 2014).
The identification of threat demonstrates the role of the discursive norm as disciplinary.
Feminist and gender-based organising challenge norms of gender and masculinity and are
delegitimised (Sperling, 2014). In contrast, disability organising, as dominantly
(mis)recognised, is normatively non-threatening; while disabled people disrupt the norm,
they are dominantly understood as doing so in ways which do not emphasise their agency.
Unlike other forms of organising, they are not subject to an a priori identification as politically

threatening; | explore why and how this operates through my empirical work (Chapter 6).

CSOs are incentivised to position themselves as partners of state engaged in responding to
state-legitimised, social issues. CSOs who do not position themselves in this way risk
discursive exclusion, limited access to public space, and the repression of their activities
(Robertson, 2011). In this context, some describe a bifurcation in civil society between ‘well-
resourced NGOs’ which are ‘agents of social policy, rather than informing or challenging it’
and ‘those without funding [which], although independent of the state, will struggle to
engage in any activity at all’ (Crotty et al., 2014, p. 1265). In broad lines, then, the state does

create a discursive binary between legitimised and delegitimised roles for civil society.
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However, the empirical experiences of this discursive binary and its application is far more
nuanced. Research has not always presented this nuance. For example, the government’s
‘double strategy’ is characterised as not ‘leav[ing] any space of autonomous civic action, but
rather requires civil society organisations to be compliant implementers of state policies’
(Pape, 2014, p. 31, emphasis added). This characterisation particularly operates through
emphasis on public, apparent actions, rather than the meaning-making and intent of actors,
and the treatment of contention and service provision as in binary, and exclusive, opposition.
According to the latter opposition, the government creates an environment in which ‘room
for civil action lies primarily outside the arena of political contention’ (Fréhlich, 2012, p. 372)
and CSOs are channelled into ‘basic charity and service provision’, which is not identified as
political or possibly contentious (ibid., p.173). In response, it is necessary to explore why
research on Russian civil society has reached this picture and some responses which aim to
offer further nuance, recognising the potential political import of service provision and

apparent ‘charity.’
2.3. CSO Activity and Trends in Research

In this section, | first present an overview of forms of civil society activity upon which the bulk
of research has focused in the third, rooted period. | demonstrate the limitations of how
rights-based and political organising has been understood and the influence on the literature.
| then present a more recently developing body of literature, which seeks to correct previous
emphases in the literature by investigating social welfare responses and less visible, infra-
political action. | argue for the importance of further research focusing particularly on the
apparently legitimized ‘social welfare’ side of the state’s binary, which remains under-
researched. Although the state may use such a discursive binary, how civil society actors

understand and instrumentalise this context requires further investigation.

‘Social welfare CSOs’ (Kulmala, 2016) or ‘socially-orientated NGOs’ (Bindman, 2015) are
defined as focusing on the provision of social work and the delivery of social services. They
now make up the largest group of CSOs in Russia (Cheskin & March, 2015; L. J. Cook &
Vinogradova, 2006, p. 28). However, the bulk of research on Russian civil society has focused
on internationally-funded CSOs engaged in overtly-claimed human rights and political
organising, to the exclusion of other forms of organising (Bindman, 2015; Kulmala, 2016;

Salamon et al., 2020). Western political and media discussion on Russian civil society has also
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emphasised human rights groups (Evans, 2012). Salamon et al. summarise the state of the
literature by noting that, ‘prominent Western accounts of the Russian non-profit sector have
tended to portray a sector composed chiefly of human rights, environmental, and democracy-
promotion organizations that emerged, in the aftermath of the collapse of the Soviet Union,
with support from Western funders and now seem threatened by widespread “closing
spaces” for civil society’ (2020, p. 4). Research which nuances this view of constrained civil
society action tends still to look deeper into the ‘political’ side of the discursive binary of the
state, presented above, rather than exploring the apparently ‘social’ side (Hemment, 2009,

2012; Laruelle, 2015b).

Much of this work has grown out of a democratisation focus in the wake of the end of the
Soviet Union, which has been interested in investigating an active and diverse civil society as
a force for strengthening democracy (Frohlich & Skokova, 2020; Lyytikdinen, 2013).% This has
resulted in research that has emphasised ‘high-visibility activities with consequences for
institutionalised social structures’ (Kendall & Knapp, 2000, p. 11) and overwhelmingly looked
at CSO relationships with the state (Spicer et al., 2011) to conclude that overtly rights-based
activity is highly constrained (Evans, 2006; Henderson, 2002b; Quigley, 2000). Approaches
focusing on such federal-level, state-focused CSO activity may elide a pervasive form of
protest in electoral authoritarian regimes: disguised, everyday forms of resistance. These
accounts have been criticised for offering a ‘caricatured view of Russia’ with ‘exaggerated
claims about Russia’s roll-back of democracy’ (Cheskin & March, 2015, p. 263; see also
Javeline & Lindemann-Komarova, 2010), as well as for incorrectly identifying apathy and
passivity (Greene, 2014; Salamon et al., 2020).% The result is the mischaracterisation of

certain people as lacking a political life (Scott, 1990, p. 199).

This is not to discount the important body of work which has been generated through a focus
on overtly human rights-based organising, which is hardly all caricatural or necessarily linked
to a democratisation framework. Particularly research on gender and feminist organising, for

example, provides an important foundation for considering aspects of contention and

ZFor a fuller overview of how democratization approach has influenced the foci of literature on Russian
civil society, see Lyytikdinen (2013).

%Greene (2014) and Salamon et al. (2020) criticise accounts which present Russians as generally passive or
apathetic. For accounts suggesting passivity, see for example: Blum (2006), McFaul (2003), Wallace (2003),
and Rimskii (2008).
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negotiations of (de)legitimised identities and themes for organising (Sperling, 2014). Work on
state-organised youth groups also has demonstrated the agency of participants in going
beyond the practices expected or advocated for by the state (Hemment, 2012; Laruelle,

2015a).

However, general critiques of democratization-based research have developed the field in
two important ways. Firstly, problematisation of the link between democratisation and civil
society (Babajanian et al., 2005; Lewis, 2008; Ziegler, 2010) has also seen the development
of literature which explores the kinds of civil society which authoritarian state encourages or
which becomes rational under ad hoc and unpredictable mobilisations of state power
(Clément, 2015; Frohlich & Skokova, 2020; Greene, 2014) and turns towards infra-political
organising under these constraints (Frohlich, 2019; Frohlich & Jacobsson, 2019). Secondly,
criticism of the under-researched nature of social welfare organising has encouraged
exploration of SONKOs and their relationships with state (Bindman, 2015; Bogdanova &
Bindman, 2016; Johnson, Kulmala, & Jappinen, 2016; Kulmala, 2016), as well as exploration
of regional differences which seeks to nuance national-level conclusions (Salamon et al.,
2020). Both of these trends have been brought together notably in the work of Froéhlich and
Skokova, which looks at the political dimension of state support for CSOs ‘providing social
services and targeting social problems’ (2020, p. 3) by arguing that, ‘[w]hile non-state social
welfare delivery is often accessed as an apolitical sphere not posing a threat of political
contention for the regime, [...] state support for CSOs has indeed a political dimension’ in its
transformation of civil society (ibid., p.3). This latter work looks at the political utility of this
construction from the point of view of the state; we also need to look at the political utility of
claiming a social identity from the point of view of civil society actors, as | propose to do here

(Chapter 5).

These literatures problematise the picture of Russian civil society as subordinated or ‘quiet’
(Salamon et al., 2020). Concepts of infra-political action also problematise the separation
between rights-based and welfare-based organising. In the previous chapter, | argued that
this distinction is both theoretically and empirically problematic. Building on feminist and
(new) social movement literatures, | outlined an enlarged understanding of political action,
which does not equate the private sphere with an apolitical sphere. This suggests that rights-

based and political organising can be identified across a range of spheres, including that which
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is overtly presented as service provision. Moreover, research focusing on less structured and
infra-political organisation in Russia has identified several factors which mean that we might
expect civil society organising in Russia to take liminal, fluid, and depoliticised forms. Both
Frohlich and Jacobsson (2019) and Greene (2014) argue similarly that a strong awareness of
their ‘political surroundings and of the opportunities and limitations those create for
collective action’” (Frohlich & Jacobsson, 2019, p. 1154) means that ‘[o]pposition, then,
reflects the power structure that provokes it: individualised, ad hoc, opportunistic, and
unstructured’ (Greene, 2014, p. 221). Clément discusses the ‘rational choice’ of performing
an ‘appearance of subordination and loyalty’, arguing that, where those criteria are
respected, ‘one can exercise power as one wishes’ (2008, pp. 70-71). This suggests a pathway
for research which looks at what lies behind the appearance of subordination and loyalty,
particularly given the value of the apparently legitimised ‘social service’ framing as part of this
performance. It also indicates the importance of exploring further the limits and boundaries

which civil society actor perceive to maintain that appearance.

Despite this ground, research is largely yet to bring developments in social welfare CSOs and
infra-politics together. That is to say, on one hand, much of the work on civil society organising
responding to social welfare need again focuses on relationships with state (Bindman, 2015).
Where work resituates developing social service provision as political, it identifies the political
role as that of the state in this transformation (Fréhlich & Skokova, 2020). On the other, much
of the work on infra-politics looks at claims which are not related to social service provision.
Thus, the possible infra-political role of civil society actors within social service provision and

beyond is not explored.

To bring these two sides together means exploring apparently legitimised, social welfare
organising through an awareness of infra-political action with the aim of analysing resistance
both within and outside of state institutions of power through actors’ claimed intent. The
previous chapter provided a theoretical argument as to why disability organising is a
productive sphere to examine this. The following section presents the production of disability
in Russia, relating it back to the implications of disability’s misrecognition as a social welfare

issue.

3. Disability
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In this section, | present Soviet and post-Soviet Russian policies around and responses to
disability. By presenting only policies which more directly address disability here, it is not my
intention to suggest that other policies do not also affect disabled people’s lives; that would
replicate the institutional misrecognition discussed below (Section 3.2.) (see also larskaia-
Smirnova, 2011). However, the policies presented are reflective of understandings of
disability, themselves contextualised by the regime legitimation discourses discussed above
(Section 2.2.1.) and examined in relationship to disability organising below (Section 4). These

wider societal attitudes to disability are also presented through and alongside key policies.

My presentation of neither of these is exhaustive. However, given that this research aims to
explore the implications for civil society organising of disability’s construction as a charitable
and social welfare issue, the outline provided here aims only to be enough to demonstrate
how disability has been constructed and dominantly understood. This shows how disability
organising might within the legitimised sphere of organising and begins to suggest how the
recognition of disabled people is limited by these restrictive legitimising discourse; this is the
groundwork upon which I build theoretically and empirically through my research. The focus
of this section is to sketch a picture of what disability as a category should do or look like
according to the present-day policies of the Russian state, as well as to contextualise these

policies in relationship to both disability theory and their historical development.
3.1. Soviet Period

In the Soviet Union, disability was regarded ‘exclusively as an individual and medical problem
rather than a social one’ (Mladenov, 2016, p. 108), associated with loss of labour capacity
(Phillips, 2009b; Thomson, 2002), and misrecognised through an interrelated combination of
paternalism, segregation, medicalisation and productivism (Mladenov, 2015). The formal
welfare system which was mainly delivered via state-owned enterprises (Szikra & Tomka,
2009), each acting ‘as a micro-welfare state in itself’ (Teplova, 2007, p. 289). Given that labour
formed a mechanism of state control, lack of participation was not only counter to state
rhetoric, but simultaneously both constituted a threat and removed a person from typical
formal channels for accessing resource distribution (Tchueva, 2008, p. 106). The state system
for those whose ‘life situations [were] not constituted in the labour market’ took a strongly
centralised, institutionalised form (Alber, 1995, p. 133): state social care services were largely

limited to long-stay residential institutions for various categories of citizen (older people,
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disabled adults, children left without or removed from parental care, disabled children)’

(Thomson, 2002, p. 110).

Closed residential institutions demonstrate extreme segregation from the wider population,
as well as paternalistic total control and management of residents’ lives. Residence in these
institutions was encouraged by medical professionals above living at home and ‘framed as a
“right” accorded to vulnerable citizens by the beneficent Soviet state’ (Phillips, 2009b, n.p.).
Forcible placement in institutions was also a response to suspicion ‘for "disrupting social
norms" (e.g. begging or "wandering about" without permanent residence)’ (ibid., n.p.; see
also larskaia-Smirnova & Romanov, 2002, p. 325); the residential institution was thus an
instrument of control in the face of the disruptive ‘stranger’ (cf. Hughes, 2010). Furthermore,
medical services were hard to access without accepting permanent institutional residence
(Dunn & Dunn, 1989, p. 209). A disabled person living at home was seen through a
productivist lens as necessitating caring responsibilities from others which resulted in losing
further members of the workforce (Golemanov & Popov, 1976, p. 32; cited in Mladenov,
2016). Disabled people not resident in such institutions still remained largely segregated,
including via employment in separate workplaces for disabled people only and because of the
inaccessibility of the built environment within and beyond the home. As disability was
understood as individual deficiency, the state did not invest in overcoming barriers in the built

environment (Mladenov, 2016).

Segregation also operated on an ideological level. The productivist slogan ‘those who do not
work shall not eat!” encapsulates the stigmatisation of social assistance (Zavirsek, 2014).
Disability was constructed as a morally suspect category of pathologized dependency
(Hartblay, 2014a) again identified through medicalised assessment of ability to participate in
the labour force (Mladenov, 2011; Phillips, 2009b). Against the Soviet project of modernity
and transformation, including through a ‘cult of science’ (Tamas, 2011), bodily control (Starks,
2008), and ‘near fetishization of bodily strength, functioning and ability’ (Rasell & larskaia-
Smirnova, 2014, p. 5), disability was an individual failing, medically defined, and met with
exclusion and erasure. The definition of disability as loss of work capacity meant that children
born with congenital disabilities were long unrecognised as disabled, and thus unable to
access state provisions for disabled people (Shek, 2005, p. 386); ‘[n]ot until 1967 was all-Union

legislation adopted providing benefits to children with disabilities, and the term "child-
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invalids" (deti-invalidy) emerged only in 1979 after the United Nations declared that year the
International Year of the Child’ (Phillips, 2009b, n.p.).

The much-cited response of a USSR official on being asked whether Russia would participate
in the inaugural Paralympics — ‘V SSSR invalidov net!’ (‘“There are no disabled people in the
USSR!’) (Fefelov, 1986) — demonstrates the degree of this public erasure. Thus, ‘materially
conditioned invisibility facilitated and was legitimised by ableist denial’ (Mladenov, 2016, p.
110). Another form of invisibility was integration, possible only where ‘disability [was] erased’
(Stiker, 1999, p. 152). The extent of continued invisibility is addressed by present-day civil

III

society use of the slogan ‘my est’!’ (‘we exist!’) (Chapter 3, Section 3.3.), reflecting a continued
situation where ‘continuing to exist, to move, and to breathe are forms of resistance’ (Butler
et al., 2016, p. 26). Looking beyond the Soviet period, ‘the medical-productivist system of
classifying and assessing disability has proved as resistant to change after 1989 as segregated
service provision’ (Mladenov, 2016). In the next section, | present some continuities and

discontinuities in disability provision.
3.2. Restructuring and the ‘Post-Socialist Disability Matrix’

With the end of the Soviet Union came ‘a collapse in [welfare] services’ quantity, quality and
accessibility’ (Thomson, 2002, p. 110). In the Russian Federation, most of the 1990s
nonetheless saw the obstruction of ‘the government’s liberalizing reform program’ and ‘the
retention of inherited welfare programs and structures [...] despite a deep and ongoing
recession and market transformation’ (L. J. Cook, 2013, p. 5). Liberal restructuring came
towards the close of the decade and involved institutional reconstruction, privatization, and
the introduction of market mechanisms. An outcome of these reforms was the
individualisation of welfare services, as responsibility was transferred to individuals and their
families (Polese, Morris, Kovacs, & Harboe, 2014) in a conscious neo-liberal ‘restructuring of

state-societal relations and [...] redrawing of citizenship’ (Hemment, 2009, p. 28).

In relationship to disability, Mladenov examines this restructuring to argue that negative

aspects of both the Soviet system and neo-liberalization?” have created an exclusionary

27| follow Mladenov in using Springer’s term ‘neoliberalization’ (2013), rather than ‘neoliberalism’, for its
emphasis that ‘what is at stake are flexible global processes that constantly mutate by accommodating and
appropriating local idiosyncrasies, agencies, and resistances — rather than a rigid global framework that is
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double bind. On one hand, ‘the legacy of state socialism has underpinned: segregated service
provision; medical productivist understanding of disability for assessment purposes; denial of
disability on everyday level; and weak disability organizing’ (Mladenov, 2016, p. 104). On the
other hand, neo-liberalization has driven ‘retrenchment of disability support through
decentralization, austerity, and workfare; stigmatization of ‘dependency’ through the
discourse of ‘welfare dependency’; responsibilization of disabled people; and depoliticization
of disability organizations by restricting their activities to service provision and incorporating

them in structures of tokenistic participation’ (ibid., p.104).

| agree with both the idea of the double bind and with the general description of what neo-
liberalization has driven. However, | agree with the latter only up to a point. The equation of
service provision with the depoliticization of disability organising is problematic; its
recurrence here suggests the exclusionary categorisation to which | have drawn attention in
the previous chapter and above. This categorisation implies a failure to recognise certain
forms of less-apparent, ambiguous resistance. It also implies a failure to investigate the
potential for resistance from a position which is dominantly understood as depoliticised. This
epistemic oppression, | continue to argue below (Section 3.3.), can be challenged by taking
seriously both infra-politics and intent. First, here | discuss some of the continuities and
discontinuities in the present government of disability, in a context where stigma and
individualistic, medicalised approaches to disability remain widespread (Mladenov, 2016;

Rasell & larskaia-Smirnova, 2014),

Among the most salient continuities, Russian maintains the three official groups of disability
from the most ‘severe forms of impairment’ in Group | to the ‘mildest’ in Group Il (Kondakov,
2018, p. 74). These groups, based largely on labour capacity as defined by medical
professionals (Mladenov, 2015; Phillips, 2009a), govern access to employment and public
support of various forms (Mladenov, 2016). These three groups were initially developed by
the Bolshevik government as two: those who could work or who could potentially return to
the labour force, and those who could not (Shilova, 2005, pp. 107-108). In 1921, these groups
were developed into six categorisations, again based on work capacity (Shilova, 2005, p. 114).

In 1923, these six groups were redeveloped into three. These three groups remain today, each

imposed, from the outside, on a passive, docile economic, and socio-political local reality’ (Mladenov,
2016).
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category both granting different entitlements and benefits (Madison, 1989; Phillips, 2010)
and circumscribing a person’s right to work and access to certain occupations (Kurlenkova,
2017). Broadly speaking, the first group is for those defined as unable to work and in need of
constant care. The second group is for those defined as unable to work and in need of
significant, though not constant care. The third group is for people defined as unable to carry
out their former profession under normal working conditions, but who maintain some
capacity to work either irregularly, or with a shortened working day, or in a different
profession with fewer qualifications for entry. Disabled children (deti-invalidy) form a further
category. Such categorisation has been characterised as producing ‘pronounced demarcation’
and friction among different disability groups, creating a hierarchy of disability and disrupting

the development of shared identity (Phillips, 2009b, n.p.).

Another continuity is use of psycho-neurological residential institutions
(psychonevrologicheskie internaty, PNI), convincingly analysed as total institutions (Goffman,
1961) by Klepikova and Utekhin (Klepikova, 2011, 2013, 2014; Klepikova & Utekhin, 2012).
Segregation and invisibility continue too, underwritten by stigma, direct refusal of entry to
putatively physically accessible public spaces such as cafés and exhibitions (Verbilovich, 2017,
p. 206), and lack of accessibility in the built environment (Hartblay, 2015a, 2017), including
many homes (Kikkas, 2001). Disability continues to be a stigmatised identity and form of lived
inequality (larskaia-Smirnova, Romanov, & Yarskaya, 2015; Romanov & larskaia-Smirnova,
2010). Socially dominant understandings of disability include the prescription of the ‘sick role’,
infantilization, and exclusion (larskaia-Smirnova et al., 2015). While media representations of

(o

disability have increased in number, there remains a tendency to creates stories of ‘“struggle
and overcoming”, to exploit the image of “heroes” and “victims”, and to appeal to pity
(zhalost’)” (Verbilovich, 2017, p. 209). Growth in media coverage has often been associated
with ‘journalists seek[ing] to cover “social problems”; frequently portrayed in this idiom,
people with disabilities come to be seen as social problems themselves’ (Hartblay, 2014b, p.
113). This is an example of visibility without recognition (cf. Chapter 3); disabled people are

made visible in coverage which does not necessarily support their fuller recognition beyond

disability as a monolithic, medicalised, social identifier.

Stigma is felt around personal and sexual lives of disabled people in particular, demonstrating

the restricted image of disability as associated with medical deficiency and permanent
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childhood (larskaia-Smirnova & Verbilovich, 2020). Mladenov argues that the de-
sexualisation of disabled people is a form of discrimination sustained through medicalisation,
patriarchal stereotypes, and the stigmatisation of difference (2014). State administrative
institutions are likely to de-gender and de-sexualise disabled people by emphasising
medically-understood impairment (larskaia-Smirnova, 2011). Based on anthropological work
in residential institutions for both children and adults with intellectual disabilities, Klepikova
describes the policing, denial, and suppression of sexuality carried out by volunteers and staff
(2018). Verbilovich and larskaia-Smirnova directly link the ‘revival of religious discourses,
traditional family values and patriotism in the society as a whole’ with the construction of a
‘cultural taboo’ and even the illegality of open discussions about ‘sexuality, sexual education
and sexual needs’ (2020, p. 433); | discuss this further below (Section 3.3.) in reference to how

disability is (de)legitimised.

Unlike these broad continuities of stigma, discontinuities are rather found in the realm of
policy and legislation. Neo-liberalization includes retrenchment and monetisation of benefits,
both of which shift responsibility to the individual and away from the state (Wengle & Rasell,
2008). Change in both legislation and, to a certain degree, juridical practice has also stemmed
from Russia’s signature of the United Nations’ Convention on the Rights of Persons with
Disabilities (CRPD) in 2008 and ratification in 2012.?% The process of legislative harmonisation
of Russian law with the CRPD was largely not started until after ratification. The Federal Law
No0.419-FZ ‘On Amendment of Certain Legislative Acts of the Russian Federation on Social
Protection of People with Disabilities Following the Ratification of the CRPD’ was adopted on
the 1 December 2014, introducing ‘generic requirements into various pieces of legislation’
(Bartenev & Evdokimova, 2018, p. 361). While ‘none of the amendments introduced by the
law implementing the CRPD specifically addressed the needs of persons with mental
(psychosocial) or intellectual disabilities’ (ibid., p.362), a law on education which entered
force in 2013 removed the legal possibility of categorising a child as ‘uneducable’
(neobuchaemyi). Furthermore, ‘many legislative norms relating to legal capacity and consent

to treatment’ (ibid., p.362) have been brought in line with the CRPD, and a state ‘Accessible

As per Federal Law of 3 May 2012 No.46-FZ ‘On Ratification of the Convention on the Rights of Persons
with Disabilities.” For an overview of the legislative implementation of the UN CRPD in Russia, see Bartenev
and Evdokimova (2018, pp. 360—363); an overview of Russian courts’ use and interpretation of the CRPD is
provided in the same chapter.
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Environment’ programme, again based on the CRPD, was approved prior to CRPD ratification

in 2011.

Despite this progress on paper, shadow reports from CSOs, academic research, and the UN
Committee on the Rights of Persons with Disabilities’ concluding observations (“Concluding
Observations CRPD/C/RUS/CO/1,” 2018) on the initial report of the Russian Federation
(“Initial reports States parties due 2014, CRPD/C/RUS/1,” 2014) all indicate both inadequate
legislation and a gulf between legislative change and implementation. To name a few of the
areas covered: educational access remains patchy and unequal (Anastasiou et al., 2020),
particularly outside of larger cities (Kulagina, 2013, 2015) and in the case of higher and
professional education (Kuchmaeva, 2016; “The All-Russian Public Organization of Persons
with Disabilities All-Russian Society of the Deaf assessment of the CRPD articles compliance
with the national law and the enforcement of its main provisions,” 2018). Obstacles, including
discrimination, are identified in accessing employment (Foundation for Support of Deafblind
“Connection,” 2018; “Hum. Rights Watch Submiss. Russ. to Comm. Rights Pers. with Disabil.,”
2017; “The All-Russian Public Organization of Persons with Disabilities All-Russian Society of
the Deaf assessment of the CRPD articles compliance with the national law and the
enforcement of its main provisions,” 2018); the state ‘Accessible Environment’ programme is
criticised as not fully implemented or demonstrating ‘gross violations, errors and lack of
knowledge of building regulations pertaining to the accessibility of environment’ via a “tick-
box” approach’ (Foundation for Support of Deafblind “Connection,” 2018); the lack of
community-based services and inadequate financial support are associated with pressure
from medical professionals to place disabled people in institutional facilities (“Hum. Rights
Watch Submiss. Russ. to Comm. Rights Pers. with Disabil.,” 2017); and concerns are raised
over practices of abuse, including forced sterilisation, carried out against disabled people
particularly in institutional facilities (“Concluding Observations CRPD/C/RUS/CO/1,” 2018, pp.
4-5). These issues are reflected in my research, which also suggests that much organising
occurs around the realisation of individuals’ access to already-existing legal entitlements. The
policies, legislation, and attitudes outlined above have seen disability as dominantly produced
as form of individual, medical deficiency responded to with exclusion and stigmatisation.
Below, | present how disability is expected to be performed or appear (i.e., legitimised

expressions of disability) and how it becomes delegitimised.
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3.3. (De)legitimised Disability

The brackets of (de)legitimised are a conscious borrowing from Schalk, who writes (dis)ability
in the same way. By doing so, she ‘gestures toward the mutually dependent nature of
disability and ability’ via ‘the curve of the parenthesis’ which visually suggests the ‘mutable
nature of these terms’ and how their boundaries are ‘uneven, contestable, and context
dependent’ (2017, n.p.). | have argued for defining disability in the same way in the previous
chapter; here | focus on disability’s (de)legitimisation, which is also contextual and

negotiated.

Disability in general has been identified as a spoilt identity (Goffman, 1963). However, without
invalidating this, disability is also legitimised where presented and made visible in certain
forms. In Chapter 3 (Section 4.2.), | explored the restrictions in how disability may be made
legitimately visible to a dominantly situated audience without creating confusion, mistrust,
or total rejection (Siebers, 2004). This is disability as masquerade (ibid.), where ableism
demands projections of disability which match up to figures of medical need, pity and charity,

inspiration and overcoming, and ‘rehabilitation’ and erasure.

The previous section suggests dominant views of disability in Russia as a personal deficiency
and medical problem, particularly in how state systems of categorisation demand it be
assessed and made legible. Media representations of disability too often rely on discourses
of ‘overcoming’ the ‘tragedy’ of disability through rehabilitation in order to fit into a norm
(Verbilovich, 2017). Such erasure of disability may also operate through ‘assimilationist
performances that reinforce the dominant logics of Russian masculinity and heterosexism’
(Hartblay, 2014b, p. 111). The stigma associated with identification as disabled is temporarily,
partially, and unstably rehabilitated by association with other dominant identities and
discourses. The impetus to align oneself with dominant norms also creates hierarchies among
disabled people, who may disassociate or disidentify from other disabled people (Deal, 2003).
Disability has greater potential to be legitimate where is acts as it is expected to (Goffman,
1963). While it may remain stigmatised, disability is thus masqueraded in a legitimised
manner when its performance aligns with dominant discourses, minimising perceptions of

threat.
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Conversely, where disability exceeds the bounds of its dominant recognition, it becomes
delegitimised. Given the restrictive options dominantly recognised as legitimately associated
with disability, this happens in many areas. In one example, intimacies and sexual agency
demonstrate the complexity of (de)legitimisation. Hartblay demonstrates how heterosexism
may be mobilised to temporarily reposition a male disabled person within a masculine norm
(2014b). However, ‘sexualities and sexual practices of disabled people are rarely
conceptualised simply as just being present’ (Goodley et al., 2019, p. 986). Instead, they are
either deficient or excessive (Liddiard, 2018; Wiedlack & Neufeld, 2016). Thus, even a disabled
person’s expression of dominant masculinity and heterosexism risks tipping into being
perceived as excessive and threatening. Furthermore, expressions of sexuality challenge the

dominantly legitimised association of disability with an infantilised person with little agency.

This is linked to the conservative regime legitimation discourses (Section 2.2.1.). The ‘revival
of religious discourses, traditional family values and patriotism in the society as a whole’ and
cultural taboo around discussions of sexuality add further complications (larskaia-Smirnova &
Verbilovich, 2020, p. 433). This link emphasises heteronormative discourses, with ‘able-
bodiedness, heterosexism, and misogyny [..] an acknowledged, integral part of the
government’s policies’ (Kondakov, 2018, p. 83). Kondakov (2018) and larskaia-Smirnova and
Verbilovich (2020) argue that disability therefore ‘calls for non-normative sexualities’ (ibid.,
p.435). This suggests that, regardless of its nature and form, disabled people’s expressions of
sexuality challenge the bounds of what a disabled person is dominantly expected to be and
do. However, | would argue that such expressions of sexuality are delegitimised further when
they exceed the bounds of heteronormative relationship. The so-called ‘gay propaganda’ law
(Section 2.2.1.) associates non-normative sexuality with pathologized, ‘medical deviance’
(Bartholomew, 2014). Given that disability is already dominantly understood as a medical
problem, it risks easy association with such pathologizing discourses. Indeed, Kondakov has
argued that the state marginalises and isolates both homosexual and disabled people through

similar discourses of contagion (2018, p. 75).

Disability, then, while dominantly understood as a stigmatised but depoliticised medical issue,
may be easily delegitimised when presented otherwise. Disability is then a liminal ‘state of
affairs’ (Tremain, 2005, p. 1) which, in its dominantly legitimised presentation, is drawn as a

medicalised, individualised tragedy to be responded to with pity and charity. These areas
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would align with state-legitimised areas of civil society organising and place disability on the
legitimised ‘social’ side of its discursive binary (Section 2.2.2.). However, disabled people’s
identities and experiences clearly transgress and transcend the narrow space legitimised for
them; here discussion of disabled sexualities has provided an example which simultaneously

exceeds the bounds legitimised for disability and for civil society organising.

This demonstrates the importance of examining both infra-politics and intent. The concept of
infra-politics points towards a space of ambivalent, dissimulated resistance where dominantly
legitimised understandings of disability may be challenged. Kondakov suggests that in Russia
‘political activism takes forms of semiprivate interactions rather than conventional open
protest’ (2018, p. 83; see also: Kondakov, 2014). In a context of delegitimization and stigma,
he argues that these semiprivate interventions are deployed as forms of queer kinship politics
(Kondakov, 2018). In a situation of restricted access to public space, one response is the
enhancement of mutual relations and communities of care in private realms® (larskaia-
Smirnova & Verbilovich, 2020; Kondakov, 2018; Phillips, 2010), ‘without paying any particular
attention to existing institutionalized powers or openly making demands to authorities’
(Kondakov, 2018, p. 85). This argument supports my emphasis on infra-political resistance as

an important mode of resisting disciplinary power under conditions of power imbalance.

Emphasising the importance of intent responds to the fact that actions may be misrecognised,
itself a form of epistemic oppression (Toole, 2019); misrecognition is made likely particularly
where action (and its theorisation) are read and created by a dominantly-situated audience
and particularly where actions’ ambivalence is part of their strategy. Exploring actors’ intent
emphasises that apparently legitimised presentations of disability may be instrumentalised
to continue organising where institutional power is firmly tilted towards state institutions and
organs. The apparent vulnerability of the construction of disability as a target for charity may

thus be instrumentalised as a source of resistance (Chapter 6).

4. Disability and Civil Society

2Here | use the terms public and private normatively to identify spaces more clearly. However, in the
previous chapter (Section 4.2.), | have discussed how disability implies a bending and blurring of what is
normatively identified as public and private space.
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What we can know about disability organising during the Soviet period is, as ever, limited by
the power relations inherent to any knowledge production; characterisations of limited
organising in their period could be challenged in much the same way that | challenge emphasis
on large-scale, publicly visible action, or the identification of contemporary disability
organising as apolitical. However, the picture of curtailed disability activism where
‘lilndependent organisations of disabled people were not permitted, even for welfare
purposes, and press censorship prevented open discussions of conditions in residential
institutions and failures in state disability provision’ indicates the far-reaching state control of
organising of the period (Rasell & larskaia-Smirnova, 2014, p. 6). While there was some revival
of pre-revolutionary traditions of philanthropy, including making charitable donations to
disabled people (Fieseler, 2005), this volunteerism was largely initiated ‘through local
Communist Party structures, the Komsomol (Communist Youth Organization), and the trade
unions’, rather than by grassroots groups (Phillips, 2009b, n.p.). Categorisation and
differentiation between disabled people also served to individualise claims and stymy
collective action (Tchueva, 2008). Dissident movements such as the Action Group to Defend
the Rights of People with Disabilities in the USSR, founded in 1978, were punitively policed
and largely collapsed after key members of its leadership fled to West Germany in 1982
(Phillips, 2009b; Raymond, 1989; White, 1999).

However, disability organising continued. ‘Networking-oriented groups’ facilitated written
correspondence between disabled people (Phillips, 2009b). Published informational bulletins
were tolerated on the basis of their self-censorship and lack of opposition to state disability
policy (ibid.). Although the All-Russian Organisation of Disabled People (VOI) stemmed from
grassroots activists, its founding in 1988 relied on both Gorbachev’'s reforms and VOI's
absorption into the state; ‘the Cabinet of Ministers of the Russian SSR coordinated the actual
formation of the VOI, and the group's leadership included Party functionaries’ (Phillips,
2009b, n.p.). This period also saw the instrumentalization of non-threatening framings,
aligning with state discourse, to continue organising. Disability sports (while segregated)
chimed with state promotion of fizkul’tura (‘physical culture’, or physical education) as
improving citizens’ health and discipline (Grant, 2013; Jungen, 2010) and thus discourses of

‘overcoming’ disability by subjugating an unruly body. Therefore, basing disability organising
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on sports was ‘was one of the only ways to officially register a civic organization with state

authorities’ (Phillips, 2009b, n.p.; see also: Indolev, 1998, p. 97).

Since the end of the Soviet Union, multiple CSOs have been identified as mobilising around
disability (Bindman, 2015; Frohlich, 2012; Klepikova, 2011; Kulmala, 2016; Rasell & larskaia-
Smirnova, 2013; Thomson, 2006), producing a wide variety of claims (Frohlich, 2012).
However, disability CSOs have largely been looked at within the bounds of a welfare-mix
framework focusing on service provision. They are often characterised as offering gap-filling
services in response to weaknesses in state provision (Rasell & larskaia-Smirnova, 2014;
Thomson, 2006). Thomson (2006) suggests that, given the urgent needs of those approaching
NGOs for financial and practical support to receive medical intervention, medical and
charitable models in fact remain the most productive and reflective of service users’
demands. Rasell and larskaia-Smirnova comment that ‘self-empowerment and living an
independent life can sound very hollow when families face chronic poverty and states lack
the resources to provide even basic education and healthcare, let alone personal assistants,
occupational therapy and an accessible built environment’ (2014, p. 8). Although not in
relationship to Russian in particular, in analysis of disability organising in the Visegrad
countries (Poland, Czech Republic, Slovakia, and Hungary), Holland observes that ‘most
disability activists and NGO leaders in CEE are currently focused more on service provision

than advocacy or implementation of disability rights’ (2008, p. 544).

However, the reality of medical need does not imply the relevance of restrictive medical and
charitable models. As | have argued in the previous chapter, other understandings of disability
also recognise embodied realities of disability. Furthermore, also discussed in the previous
chapter, uncritical building on medical and charitable models of disability creates the false
equation of social welfare with charitable response, thus detaching the former from
recognition as itself a potentially rights-based claim (Revillard, 2018). The opposition in
presenting ‘service provision’ on one side and ‘advocacy or implementation of disability
rights’ (Holland, 2008, p. 544) on the other therefore cannot stand, especially where a
characterisation of state channelling into service provision is associated with a lack of

resistance.

Empirical research in Russia has indeed found that CSOs have introduced modes of

understanding and relating to disability which go beyond charitable and medical models of
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disability, challenging dominant discourses (Klepikova, 2011, 2013, 2014) and aiming to hold
the state accountable from below (Dimenshtein & Larikova, 2009). Phillips too notes that
‘interactions [with various CSOs] have offered persons with disabilities opportunities for self-
realization and new ways of perceiving themselves as citizens’ (S. D. Phillips, 20093, p. 278).
This itself marks a discontinuity with the Soviet period; scholars argue that an important
difference between socialist, totalitarian states and others in their treatment of disability lies
in the fact that alternatives to the dominant interpretations of disability were not permitted
in the former (Rasell & larskaia-Smirnova, 2013; Raymond, 1989). Further research too has
specifically criticised the research agenda driven by democratisation and welfare-mix
frameworks for the limited analysis of disability organisation it engenders, particularly for

elision of its political role (Bindman, 2015).

This research forms an important foundation for my own in suggesting that CSOs may, in
challenging dominant discourses of disability, form counter discourses understood by the
state as threatening (Lewis, 2013) and that they play a political role. | build on this in three
interlinked ways. Firstly, current research largely focuses on the political as expressed through
state-civil society relationships, including evaluations of CSO success in lobbying state bodies
at various levels for policy or legislative change (Bindman, 2015; Bogdanova & Bindman, 2016;
Johnson et al., 2016; Kulmala, 2011). It therefore does not respond to the more wide-reaching
understanding of resistance and contentious action, and the more individualised, non-
apparent change examined by the literature on new social movements and infra-politics.
Secondly, where disability organising is presented among a portfolio of other social service
provision CSOs (Kulmala, 2016), analysis does not focus on dominant medicalising or
charitable discourses around disability in particular, how these discourses may be
instrumentalised, and how disability may be (de)legitimised in intersection with other
discourses and identities. Thirdly and finally, where disability organisations are the sole
subjects of investigation (Frohlich, 2012), social movements and their associated
communities, infra-politics, and actors’ movements and cooperation between different
spaces are each excluded. This neglects an important interaction between, on one hand,
actors’ perceptions of (de)legitimised demands and action and, on the other, the spaces and
forms in which they are made. Additionally, it replicates a ‘preoccupation [...] with high-

visibility activities with consequences for institutionalised social structures’ (Kendall & Knapp,
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2000, p. 11), not taking into consideration advocacy with ‘more proximate meso-level

implications’ (ibid, p.11).

Enacting these three further steps takes up a wider understanding of resistance, gives space
to claims of intent and meaning-making over form of action, finds agency in the
instrumentalization of charitable models of disability, and questions actors’ perceptions of
the limits of legitimacy in their context and how that itself influences action. In this chapter
and the previous one, | have argued for the importance of extending research in these ways
via an argument which | seek to bring together below, after first highlighting how the Russian

context supports this endeavour.
5. Conclusion

In this chapter, | have presented some broad lines of the development of Russian civil society
in the post-Soviet period and how disability is constructed and controlled in present-day
Russia. Currently, Russian civil society is particularly encouraged by the state in a role of
subordinate partnership to fill gaps in social welfare provision. | have demonstrated that
disability is dominantly responded to with medical-productivist, charitable lens suggesting
individual deficit. Thus, as so understood, disability is associated with action which is
legitimised for Russian civil society. While other areas of civil society organising may be

strongly repressed, disability appears to fall naturally into a legitimised sphere of organising.

However, apparently natural conclusions deserve questioning. We have seen that the Russian
context is one where the state has taken strong steps to control civil society and certain actors
perceive imbalances of power and potential sanction. It thus becomes a context where we
might expect infra-political action which attempts to avoid sanction, while continuing to
resist. Where disability is perceived as a legitimate area for organising, we might also
investigate this organising with an eye to the instrumentalization of the relatively greater
leeway for resistance which it might hold. This offers the opportunity to investigate the
mobilisation of the assumed vulnerability as means of power. Disability’s legitimacy is
contingent on a misrecognition which elides many of disabled people’s experiences and
concerns. How actors respond to and negotiate these elisions demonstrates both the

opportunities and threats of misrecognition for organising.
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In Russia, these opportunities and threats for organising can be investigated in relationship
to strong structural constraints which delegitimise action identified by the state as political.
In this context, disability organising in fact becomes an eminently liminal space which reveals
much about the limits of legitimacy. While disabled people have been naturalised as extra-
political and often excluded from recognition as resistant, examining both the construction of
this status and its limitations, conditionalities, and instrumentalizations challenges and

extends the boundaries of resistance.

Understanding disability as a complexly embodied, contextual, and negotiated relationship of
power attempts to simultaneously ‘move beyond essentialism’ (Alexander & Mohanty, 1997,
p. xvii) while still articulating the processes which selectively enact vulnerability (Butler et al.,
2016; Spade, 2013). To that end, | have demonstrated the construction of extra-political,
infantilised, and medicalised identifications of disability through both wider theoretical
discussion in the previous chapter and contextualisation in Russian policies and research in
this chapter. Thicker state power is recognised in exclusionary policies, such as

institutionalisation and other forms of segregation.

This power also acts through state-promoted discourse and regulatory steps which structure
the roles and actions civil society actors may legitimately occupy and undertake. The question
is, what can exploring how the control of civil society intersects with that of disability tell us?
| argue that it has much to tell us about the nature of resistance; exploring disability organising
bends and challenges frameworks which would not recognise resistance there. It reframes
constructed and embodied vulnerability as in fact a source of resistance. Instrumentalising
external misrecognition of disabled people as inherently vulnerable or lacking agency can fit
within civil society’s legitimised role in ‘fixing’ the ‘social problems’ which disabled people are
portrayed to be (Verbilovich, 2013). Attributions of vulnerability may thus be mobilised as an
opportunity to allow both the evasion of certain forms of control and continued action.
Finally, it allows analysis of the limitations of this strategy, highlighting in particular the
delegitimization which occurs where disability intersects with identities which state rhetoric

and legislation pathologizes or defines as political and threatening (Kondakov, 2014, 2018).

These questions are dealt with in my four empirical chapters. The first demonstrates that
people organising around disability perceive a risky environment for action and presents how

they consequently adjust operations, relationships, and discursive framings to perform
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compliance. | show that a major concern is to avoid being identified as political. In the second
chapter, | analyse how and why this functions in relationship to disability. | ask why disability
organising is dominantly perceived as social. | demonstrate how some actors instrumentalise
that framing to resist. In the third chapter, | look at the non-apparent forms of resistance
which actors use while seeking not to trouble CSO legitimacy. In my final empirical chapter, |
reckon with one aspect of the exclusions created by the need for resistance to remain
ambiguous and non-apparent. | do so by discussing the experience of LGBTQ+ disabled people
and LGBTQ+ people working in disability organising. By virtue of their sexuality and/or gender
identity, these people are excluded from legitimacy as civil society actors and as disabled

people. | ask how they negotiate this exclusion.
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Chapter Five

‘If you’re afraid of wolves, don’t walk in the woods’:

Perceptions and Strategies of Legitimacy

RQ.1.: How do people organising in disability CSOs perceive their environment? How do they

consequently enact compliance?

1. Introduction

‘On one hand, if you’re afraid of wolves, don’t walk in the woods,’ said Irina, ‘but, on the other
hand [even going into the woods], no one wants to go looking for trouble.” Who are the
wolves? What are the bounds of the woods? How do people stay out of the woods? And, if

they are going in, how do they make sure they are not ‘looking for trouble’?

These questions build on discussion of the state-led rhetorical distinction between legitimised
and delegitimised CSOs. According to this binary, legitimised CSOs act as a consensual partner
of state and respond to social issues which are not discursively threatening (Lewis, 2013).
CSOs are legitimised where not ontologically distinct from the state. On the other side of the
binary, delegitimised CSOs are characterised as bent on intervention in state affairs and
political change (Belokurova, 2010; Robertson, 2009). These CSOs are associated with the ‘too
overt pursuit of human rights’ (Salamon et al., 2020, p. 2; see also: Daucé, 2014; Evans, 2006;
Javeline & Lindemann-Komarova, 2010) and challenges to state-led legitimacy discourses

which promote ‘conservative values’ (Frohlich & Skokova, 2020, p. 2).

This floating binary can be mobilised to discredit and delegitimise civil society organising. It is
therefore difficult to cleanly sort CSOs into either of its sides. Nonetheless, much research
investigates the experience of those CSOs which it more clearly identifies as on the
delegitimised side (Salamon et al., 2020, p. 2). Less research questions the influence of this
discursive binary on CSOs which apparently stand on its legitimised side. Presumed to be
working in a legitimised sphere, and therefore less affected by restrictions in their

environment, we know less about the experiences of actors involved in CSOs which are either
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legally registered as socially oriented non-commercial organisations (sotsial’no
orientirovannaia nekommercheskaia organizatsiia) or otherwise frame themselves as social

actors (Bindman, 2015; Lawson & Beckett, 2021).

In this chapter, | thus make two primary contributions. Firstly, | demonstrate that civil society
organising typically identified as ‘social’ in fact also negotiates the binary between social and
political organising. Secondly, | demonstrate that civil society actors’ performances of
compliance are in themselves a strategic, agentic response to the environment for organising
as they perceive it. Rather than accenting the need to ‘accept the supremacy of the state’
(Toepler & Frohlich, 2020, p. 1, emphasis added), | illustrate how actors strategically enact
compliance to enable action and organisational survival. This supports my wider argument

against the equation of social action with apolitical, non-resistant organising.

The chapter proceeds as follows. First, | present actors’ perceptions of their environment.
Second, | examine how actors negotiate the distinction between social and political
organising, asking what compliant behaviour looks like in this context. | thus demonstrate
actors’ perceptions of the vague and floating divisions between legitimised/delegitimised

action and how actors strategically negotiate these boundaries to perform compliance.
2. Identifying Legitimacy in Ambiguity

‘We don’t know what will happen next year,” ‘We don’t know what will happen next month,’
‘... next week,” ‘... tomorrow.” This sentence reoccurred throughout the interviews, only the
timeframe changed. ‘We don’t know what will happen next...” was how many participants
both resumed and closed their discussion of the threatening unpredictability of their

environment, and their uncertainty about the possibilities of continuing to organise.°

In this section, l illustrate how participants perceived their environment. This forms the initial
ground for demonstrating if and how people organising around disability perceive any binary
division between legitimised and delegitimised organising to be proposed by the state (cf.

Frohlich, 2012; Frohlich & Skokova, 2020; Pape, 2014). | begin by presenting respondents’ fear

Although beyond my focus here, it is important to note that uncertainty was also often connected to
difficulties in financial planning. Participants spoke of grants allocated for one year only, competition for
grants, limited resources which did not allow them to even make applications, relying on an uncertain
stream of donations, concerns around losing cooperate sponsorship, or discomfort with receiving foreign
funding.
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and anxieties around their environment’s unpredictability in general, before examining how
these feelings affect organising. Participants’ identification of ambiguity in their environment
illustrates how they understand rules as fluid and able to be applied as state actors choose.
They perceive that those with greater power may determine the boundaries between social
and political action and that they or their organisations may fall subject to state sanction,
sometimes even independent of any intention on the part of state actors. In this context, one
clear rule emerges: being identified as ‘political’ may result in sanction. Extending Flikke’s
commentary on the Law on Foreign Agents®! as a tool of control (2015), | suggest that this

identification is in itself a fluid tool of control.
2.1. Wider Unpredictability

Viktoria exemplifies participants’ perceptions of the unpredictability of their environment.
She says, ‘| understand every day that absolutely anything can happen, that there is no logic
here at all." She then describes it as a kind of game of Tetris, where unpredictably shaped
objects fall on top of you without warning. Evgenia too says that life is,

...like walking through a swamp, you poke a bump [of ground], OK [i.e., it’s clear]...

or like walking through a minefield. In a hybrid post-modern society, there isn’t a

boundary [between what you can and cannot do], laws don’t work, ‘telephone

law’ (telefonnoe pravo) exists. [...] We live by concepts, we don’t live according to

the law, we can’t say that this law is fulfilled in this particular way. There is a

wonderful saying which goes, zakon, chto dyshlo, kuda povernyosh’, tuda i vyshlo
[approximately: ‘law is like a drawbar, it comes out where you turn it’]."

‘Telephone law’ refers to ‘a practice by which outcomes of [court] cases allegedly come from
orders issued over the phone by those with political power rather than through the
application of law’ (Hendley, 2009, p. 241). The saying italicised in the last line of the quote
compares the law to a drawbar (‘dyshlo’), which can be turned and directed to carry its load
wherever the driver wants. Viktoria and Evgenia exemplify how participants reflected on the
weak rule of law (‘laws don’t work’, ‘zakon, chto dyshlo’) and lack of stable, institutionalised
rules (‘there is no boundary’, ‘anything can happen’). They express their anxieties about this
uncertain context in which the concentration of influence among elites means that those in

power may turn the drawbar or make a telephone call to shape outcomes in their own

3lFederal Law No. 121-FZ of 20 July 2012, On Introducing Amendments to Certain Legislative Acts of the
Russian Federation Regarding the Regulation of Activities of Non-Commercial Organizations Performing the
Functions of Foreign Agents.
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interest, whether that interest is theirs directly or indirectly (i.e., that of their acquaintances

or allies).

Hendley argues that Russian people perceive telephone law as a problem in cases ‘involving
the state and/or individuals or entities with disproportionate economic or political power,’
but less pervasive in cases ‘involving ordinary citizens’ (2009, p. 253). In my research,
participants figured themselves as ordinary citizens often working against various instances
and institutions of state, or as CSO actors teaching ordinary citizens how to do so. They thus
fall into Hendley’s first category of cases ‘involving the state’ (ibid., p.253). However, they
extend her categorisation in two ways. First, they suggest a belief in the use of telephone law
also in non-important court cases involving the state in any way. Second, participants use
telephone law to refer to the resolution of any issue by a telephone call or other contact from
those in state power; their use of the term is not necessarily restricted to the resolution of a
case being adjudicated in a court of law. Discussion of this practice often went together with
other modes of negotiating the state as ‘ordinary citizens.” These commonly included the
importance of contacts and resolving issues in ‘manual mode’ (ruchnoe upravlenie) by finding
the people with influence in the right domains. This also suggests lack of trust in the

institutionalisation of rules and law.

Like Evgenia and Viktoria, Oksana also described the anxieties of living in a context where ‘just
about anything can happen.’ Touching on how this interacts with civil society organising, she
provides an illustration of how these anxieties transform perceptions and meanings of an

action for participants. Below, Oksana describes her experience of engaging in a street action:

I [...] was trying to understand why | am so scared, and whether my fear is linked
to the real situation of things in Russia, the political and social situation, or is this
fear more linked to my anxiety. And that’s a question I've basically been
wondering about my whole life [...]. And | just [...] | just forced myself to relax. And
in that forcing myself to relax | saw... really some kind of metaphor for my life in
Russia. [...] | hadn’t planned to make the action more political, but it became
political from the moment | was getting ready to leave home. [...] It went from
personal to political as | started to get my things together in my rucksack, thinking
that they could arrest me. Many of my acquaintances have been arrested the
whole time at pickets, at peaceful pickets, at solo pickets. | mean, in places where
they shouldn’t have been arrested, but they were. [...] | just know... that’s the
thing, you’re living in a place where just about anything can happen. Your freedom
can be closed off, - | mean, taken away at any moment. Maybe only for a time,
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maybe you won’t go to prison, but still you can just disappear for a few hours, for
ten hours, be picked up, your freedom of movement violated.V

Oksana’s telling not only identifies uncertainty and a threat of negative consequences, but
also demonstrates how these conditions transformed how she thought of her action. While
the form of the action did not change in that moment, preparing for and enacting the street
action became for Oksana a political commentary on actions of state. Later, Oksana drew this
out by writing a text recreating her train of thought during the action. She associates the
political meaning of her action primarily with commentary on the instability of her
environment, but also with the danger of behaving in an unpredictable way which publicly
violates norms in such a context. With her street action, Oksana makes herself visible as an
‘unruly body’ (Mintz, 2007), disrupting performance of the norm (McRuer, 2016). The initial
transformation of how Oksana thought about her action illustrates the importance of
attending to actors’ intentions and meaning-making. It confirms that resistance is not
restricted to direct unambiguous action which specifies its claims, as is suggested by much
classic social movement literature (cf. Scott, 1985, as discussed in Chapter 3). Here, Oksana’s
example illustrates how perceptions of uncertainty and a threatening environment transform
the meanings of actions, fracturing them into different times and for different addressees. |
will discuss this latter point further in Chapter 7 in analysing how actors transform their

enactments of resistance in this context.

The examples drawn from the three participants cited here (Viktoria, Evgenia, Oksana) all
demonstrate a strong awareness of unpredictability and imbalance in power relationships.
This awareness is reflected in actors’ strategic negotiations of power, including performances

of compliance, in organising spaces and communities (Clément, 2008; Greene, 2014).
2.2. Unstable Definitions

Participants identified the distinction between social and political action as particularly liable
to be instrumentalised against them at will by state actors. They highlighted how intentionally
vague and subject to transformation by state actors the definition of ‘political’ could be. Some
guestioned any actual distinction between ‘political’ and ‘social,” while still identifying such a

division as believed in by the majority of the Russian population.
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In identifying this distinction, participants overwhelmingly referred to the Law on Foreign
Agents of 2012 as codifying political action as delegitimised for CSOs. The Law on Foreign
Agents mandates the registration as ‘foreign agents’ (innostrannye agenty) of CSOs who
receive foreign funding of any amount and are engaged in political activity (politicheskaia
deiatel’nost’). Participants’ references were consonant with literature that, regardless of the
relatively low frequency of its actual application, the law gives a clear signal that political
activity should be avoided (Toepler & Frohlich, 2020). However, participants also importantly
used this law to call attention to the possibility that laws more generally be instrumentalised
by those in power. This reflects Flikke’s characterisation of the Law on Foreign Agents as a
‘flexible discursive instrument’ and tool of control (2015, p. 9), which may be used by power

holders in an unpredictable way. It also extends this characterisation to laws more broadly.

Commenting on the Law on Foreign Agents, Marina said that its interpretation (traktovka) is
very wide and therefore, ‘basically, any reason (liuboi povod) [is enough apply the law] and
so the whole time you feel like you’re under the axe, | mean, like, today they haven’t touched
us, but tomorrow of course without any problem they could shut us down because, well, we
are not going to refuse foreign money.”Y Marina explains that they adjust the actions of the
organisation and their presentation of these actions to minimise threat from the state, driven
by the fear of sanction. She said, ‘[we] are seriously limited, | mean, by this fear, | mean we
understand that the state (gosudarstvo) always has the possibility of stopping the activity of

the organisation. [...] Again, if they want to find fault (pridrat’sia), they’ll find a reason to.””

Ksenia had the same opinion: ‘Ending up a foreign agent doesn’t depend on how the law is
formulated, because they’ll find a way to apply it to you, if they want. Here, if we get on
someone’s nerves at some point for some reason, this is one of the ways to, well, if not close
us down, then kind of make our life difficult (otravit’ nam zhizn’, lit.: poison our life).” Ksenia
immediately continued the sentence by emphasising her perception that the Law on Foreign
Agents is one among many potential tools of control: ‘It’s far from being the only way, you

can find a load of different ways.’v!

Marina, Irina, and Ksenia represent a view of the law which see it as a convenient instrument
available to state actors or, given the mobility of power, to those people with connections to
people in state power. Irina specifies that ‘you can call whatever you want political activity.’

This is consistent with literature which has noted that there are no precise, coherent, or
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consistent criteria according to which CSOs face state sanction (Daucé, 2015). Furthermore,
the categories may not actually be exclusive as they are used in practice by the state. At its
extreme, as Daucé argues (ibid.), the state may sanction a CSO by declaring it a foreign agent,

while simultaneously offering it grant-based financial support.

Some actors’ descriptions of the arbitrary and unpredictable nature of laws, rules, and
concepts were linked to assertions that they did not perceive any objective, absolute
distinction between political and social action. These assertions were generally presented as
statements about ‘other people,” often characterised as the majority of people in Russia. For
example, Viktoria insisted that personally she saw no distinction between political and social
action, but that this was not widely understood by others:

It’s wrong, but Russians generally in Russia really think that politics is separate

from sotsialka (approximately: social welfare), they don’t understand that

sotsialka is politics too (sotsialka i est’ politika). And | think that we definitely can’t
change that. It’s the mentality."

Any division also did not make sense to Aleksandr, who felt that:
Any social organisation is all the same, to some degree, politicised, | mean it’s rare
that a non-commercial organisation in Russia is entirely not linked with political
activity. Why? Because sotsialka is politics too (sotsialko — eto tozhe politika), and

many social issues are solved by political means. You cannot divide the two
spheres.”

While Viktoria and Aleksandr stress that there is no distinction between social and political
action by CSOs, Evgenia believes that all CSOs are by definition social, by which she means
that they respond to society within which they operate. Evgenia thus includes those CSOs
typically seen as political, such as those responding to human rights violations (Daucé, 2014),
in her definition of social. However, she notes that not all organisations met the criteria to be
able to claim social orientation, particularly as per the legal status of a ‘socially oriented NGO’:
This monstrous combination of words has appeared: SO NKO, socially oriented
NKO. | mean, I’'m sorry, are any NKOs not socially oriented, what kind are they
then? | mean, it’s just this kind of monstrous thing and as a result, completely

awfully, many organisations [not classed as socially oriented] just got
steamrollered...X

The assertion that ‘most people’ perceive a clear difference between political and social
action suggests that these actors believe that the categorisation, regardless of whether or not

they themselves support it, has what McCall refers to as a ‘strong social reality’ (2005, p.
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1779). Frohlich and Skokova (2020) have argued that the state supports such a binary
distinction, exporting it into wider society by rhetoric and administrative means. Actors may
perceive the meaning of ‘political action’ (politicheskaia deiatel’nost’) to be vague and
arbitrary, but the impact on organisations of being identified is tangible. As Evgenia notes,
‘many organisations just got steamrollered.” Regardless of actors’ perceptions of the objective
existence of such a distinction, they typically described the distinction as believed in by others
and acknowledged remaining on its legitimised, social side as a necessary strategy to continue

action.

Marina, Irina, and Ksenia also suggest that the risk of repression is not entirely arbitrary. On
one hand, they describe the risk as unpredictable and ever-present, as ‘if [the state] want[s]
to find fault, they’ll find a reason to.” On the other hand, they describe adjusting their actions
and behaviours, suggesting that there are nonetheless ways of minimising this risk. This
indicates that actors perceived that the situation is not entirely arbitrary and had distilled
some broad modes of action and positioning which seek to manage risk. Performing ‘being
social’ and avoiding identification as ‘political’ is a strategic response. To do so is to avoid
‘looking for trouble’(Irina). Examining how actors negotiate risk suggests what it means for
disability CSOs to be legitimatised actors in the civil society sphere. | come to these

negotiations of compliance in Section 3.
2.3. Who Holds Power?

Actors’ perceptions of the unpredictability of their environments were largely expressed
through mistrust of rules and laws, but also a belief in the deciding influence of those in
positions of state, political power. Actors suggested a power hierarchy which could be
instrumentalised directly or indirectly, either by those in formal positions of power or those
who are able to build links with people in formal positions of power. Civil society actors often
referred to unspecified actors, political actors and other elites, and those who might use links
with them. This lack of both specification and institutionalisation again suggests a threatening

and ambiguous environment.

Maria described how CSOs she works with have become more united against... and then
paused and completed the sentence only by pointing upwards; her later conversation

indicates more clearly that she refers to those in government. However, the threat she
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identified again emanates from unnamed and unspecified actors. Meanwhile, Ekaterina
spoke about being afraid of being shut down if an unspecified ‘someone (kto-to)’ should
‘happen to evaluate [their actions] as a political fight.” When | was speaking with Maksim, he
repeatedly spoke about a ‘they’:
Even our festival, it’s very soft by European standards, it’s not an anarchist rally, |
mean, it’s not a summit, it’s, damn it, just some normal kind of cultural event,
where we are just discussing something, experimenting with meeting space. And

all the same, all the same for them it isn’t acceptable. | mean, they want there to
be absolutely nothing. X

Finally, at this point of the interview, | asked, ‘Who are ‘they’?’ (‘A ‘oni’, eto kto?’). Maksim
replied, ‘Yes, who. Who are they? Who are they? | don’t know who they are [laughs], there
you go.” His reply continued with stories about meetings and events of theirs which had
been broken up by the police (‘militsia’) on the claimed basis of ‘someone’ reporting a bomb
threat and, on another occasion, drug use. He did not know who had made the report, why
they had done so, and whether the person who had made the report even existed and was

not fabricated to justify the police intervention.

Marina, cited above (Section 2.2.), at most precise referred to ‘the state’ (gosudarstvo).
Otherwise, as was common among participants, she repeatedly used an indefinite-personal
construction (Schlund, 2018, p. 158) which allows the third person plural pronoun ‘oni’ (they),
itself unspecified, to be dropped. For example, the sentence ‘they have not touched us’ in
Russian is rendered ‘nas ne tronuli.’ The verb (tronuli, touched) is in an active form and implies
the subject ‘oni’ (‘they’, as in ‘they have not touched us’), but the ‘oni’ remains unspoken.
Similarly, Irina said, ‘Here (u nas) you can call whatever you want political activity. [...] | mean,
here, if you want to find fault. [...] In our country if someone wants to put someone in prison,
to shut [down an organisation], then they’ll find something to find fault with (to pridrat’sia
naidut k chemu), even if you’ve done everything perfectly.”" Again, the ‘they’ present in the
English (‘they’ll find something’) is present in the verb form only in Russia, without the subject
marker ‘oni’, and is unspecified by the indefinite-plural construction. Otherwise, Irina uses
‘someone’ (‘kto-to’), again without specifying whom. These are entirely typical constructions
in the Russian language. However, their use allows the actor exercising the power to remain

unspecified, whilst participants still refer to their ability or intent to use that power.
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The Russian ‘zakhotet” used by Marina suggests intent as in the English, ‘if they decide [to do
X]’" or ‘if they take it into their head [to do X]'. Similarly, Irina suggests intent and will behind
action (‘if you want to find fault’).”¥ However, more rarely, unpredictability and negative
consequences were also presented as a side effect of state actions which did not intend to
target CSOs. In one example, discussing the so-called Dima Yakovlev law*? and its effect on
her work, Ekaterina said, ‘Of course, these are ugly political games which go on behind the
scenes because, again, nobody cares a bit about the children. They weren’t anyone’s target.
They [the children] just lost out as a side effect of them [Russia and the USA] butting heads.”™"!
The passing of the Dima Yakovlev law altered her sense of the predictability of the
environment:

Honestly, | think that here [in Russia] anything is possible since the Dima Yakovlev

law, which was signed two weeks after, — a month after a Russian-American

agreement was signed saying that if one side wanted to stop foreign adoptions

they had to give one year’s notice. [...] And a month after that, in two weeks the

Dima Yakovlev law was signed. Since then, | understand that absolutely anything
is possible, whatever it is, in a very real way.*!

Actors’ references to unnamed and unknown actors who could threaten organising, alongside
the general unpredictability of the operating environment and the unstable definitions,
suggested that they perceived a generally hostile environment for civil society. The
multiplicity of these threatening actors and the inability of civil society actors to name or even
specify them suggested the difficulty of predicting their responses. Civil society actors did not
know which of their actions could potentially upset these unknown actors and what effect
that would have on their work. The potential to be caught in the crossfire, even independent
of any intention on the part of those in power, created a difficult, unpredictable environment
for organising. It also heightened CSO actors’ vigilance around ensuring that their CSO be
perceived as engaged in legitimised action. Through exploring actors’ perceptions, | have
demonstrated that actors in disability CSOs also experience anxiety in negotiating their

environment and the blurred lines between legitimised and delegitimised action.

3. Strategic Negotiations of Compliance

32Federal law of Russian Federation no. 272-FZ of 2012-12-28 On Sanctions for Individuals Violating
Fundamental Human Rights and Freedoms of the Citizens of the Russian Federation. The Dima Yakovlev
Law prohibits the adoption of children who are Russian citizens by citizens of the United States.
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Now | discuss how actors nonetheless adopt some broad modes of action and positioning
which seek to minimise risk and thus navigate this unpredictable environment. | examine how
participants navigate the division, however fluid, between social and political action. | thus

explore the implications of their perceptions of context on how CSOs enact compliance.

The division between legitimised social organising and delegitimised political organising was
the widest umbrella distinction commonly used by a variety of civil society actors. Svetlana
offers a common view in outlining the difference between the state’s relationship to social
and political action, and its implications on the civil society sphere:
In recent years, the accent has really changed towards encouraging social and
charitable non-commercial organisations. The state really tries to facilitate
(sodeistvuet) their work, tries to encourage them, promotes them, helps them to
come out onto the social services market. Of course, rights defence organisations
(pravozashchitnye organizatsii) have a much harder time of it. If they have conflict
with state organs, then it’s really hard for them to work. Not everyone is prepared
to constantly be in conflict, so here, | think, rights defence organisations have
decreased in number, and they’ve become less active and noticeable, while on

the other hand all kinds of social, charitable [organisations] have really become
active, become more noticeable, visible.*

In suggesting that the state encourages and facilitates social, charitable organisations and
tries to restrain rights-based organising, Svetlana identifies a dual strategy driven by the state,
consonant with much previous literature (Frohlich, 2012; Frohlich & Skokova, 2020; Pape,
2014). She perceives rights defence organisations as oppositional and in conflict with the
state, and thus outside the legitimised role for civil society of nationalised partnership with
state (Belokurova, 2010; Frohlich & Jacobsson, 2019; Labigne et al., 2015). However, as | have
demonstrated thus far through the example of disability organising, the apparently ‘social,
charitable’ CSOs to which Svetlana refers nonetheless experience tension in this environment,

and a need to distance themselves from delegitimised action.

Given actors’ perceptions of a boundary between legitimised social action and delegitimised
political action, a key strategy for CSOs to survive and continue operating was to be broadly
legible as ‘social.” This legibility was primarily directed towards state actors. However, these
state actors often remain vague and, given the lack of institutionalisation and use of
‘telephone law’, power is perceived as mobile. Furthermore, actors believe that most other

people saw political action as delegitimised. Therefore, civil society actors also felt it
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necessary to project this ‘social’ identity for their CSO more widely. Actors’ claimed

motivations suggest that compliance remains a matter of strategic choice to permit action.

The creation of a depoliticised, social, and therefore legitimised identity for CSOs operates via
various means. Here, | outline discursive, operational, and relational negotiations. By
discursive negotiation, | refer to how CSOs adjust their language and framing. By operational
negotiation, | refer to how CSOs navigate what actions they will and will not do to maintain
legitimacy. By relational negotiation, | refer to how CSOs engage with the state and other

actors.

These categories are not discrete. Rather, working for legitimacy requires engagement with
each of these areas as mutually constitutive of compliance. For example, developing a
reputation as a trustworthy partner of state demands alignment with state terms in the
presentation of activity (discursive negotiation), restriction of activities to avoid overt protest
and public contestation and to reflect state timelines and concerns (operational negotiation),
and work within state fora and with state officials to develop relationships based on both
apparent discursive and operational compliance (relational negotiation). Here, | present each
category individually to give an overview of how CSOs strategically project compliance.

However, the categories act in concert and are clearly mutually reinforcing.
3.1. Discursive Negotiation

In this section, | show how CSO actors strategically shift how they present action and use
language to position their CSO as legitimate. These shifts to discursive framing aim to remove
friction with the state, both by using the latter’s language and by avoiding framings which

state rhetoric has delegitimised, often through their politicisation.

CSO actors adjusted the terms they used in order to align with the institutional terms of state
actors. Viktoria said, ‘first we need to learn how they call things, and then understand what
they mean by their terms. It’s not like they want to understand us. They straight away say,
“you’re fools (duraki), you don’t understand anything.” [...] So, we were reborn, we started to
speak differently, because otherwise they weren’t listening to us.”™ Viktoria described
adaptations in language, as well as their research work to understand and use terms from

laws and state policies. This alighment means that CSOs speak the same language as state,
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thus projecting themselves as part of the same wider project and blurring the boundaries

between themselves and the state as actors.

Framing action as seeking the fulfilment of the state’s own pre-existing laws attempted to
collapse the distinction between CSOs and the state. Some actors noted that they preferred
to use Russian laws, rather than refer to the UN CRPD. Actors thus frame themselves as
supporting the state in fulfilling its own obligations. This reflects descriptions of legitimised
civil society as (1) acting as a consensual partner of state, (2) not ontologically distinct from
state, and (3) responding to social issues which are not discursively threatening, as they are
already represented in national law (Lewis, 2013). By framing their work from the position of
existing law, CSO actors leveraged greater power in a compliant manner disassociated from
their own person or organisation. For example, Ivan said:

I’'m saying, ‘Do what we are entitled to in law.” [...] I'm precisely standing up for

(otstaivaiu) the position of the state. Because it’s the state itself that passed these

laws, actually. And you are state officials, and therefore you should fulfil what the
state has passed.™

Thus, Ivan positions himself as representing the position of the state. Failure to fulfil a
particular law is framed as an affront to the state, rather than to Ivan’s person. This places
pressure on the person addressed to demonstrate their appreciation of and loyalty to the
state’s position by fulfilling state law. Furthermore, this framing was a mode of depoliticising
action by aligning with the current government, rather than by emphasising working towards

legislative change.

While CSO actors describe attempting to introduce new terms and concepts to state, and
even to work for legislative change, they broadly ensured that their discourse remained
legitimised. They therefore made strategic changes to language particularly aimed at
disassociating the CSO from political action, lobbying, and proposing change to government.
This occurred in how actors described their CSO’s work, particularly in public-facing
documents. For example, Marina describes how they have changed their framing to try to

ensure their formally registered CSO’s legitimacy in the eyes of the state:
We've stopped publicly using the word “lobbying”, “influence social policy.” [...]
So, we, | don’t know what we write, we’re “carrying out legal monitoring” and
“making conclusions about the situation” or something, basically, yeah, some
kind of rubbish, [...], but we really rephrase, like that, so that, well-, well, or
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often, most often we have started to write about “social work” which is clear
and plus, like, we “defend rights in individual cases”, | mean, that’s not illegal,
representing people in court, doing consultations, and doing, accompanying
individual cases for rights protection. Well, and then the fact that from
accompanying these cases a systemic picture comes together and we can make
proposals to those in power (predlagat’ chto-to vlastiam), we either completely
keep that part silent or we write it somehow, like we are “informing” them or, —
basically, we think something up.

Marina suggests a conscious effort to depoliticize through avoiding presentation of the CSO
as working for system-wide change and emphasizing the social nature of their work. Her CSO
thus aims to avoid association with the terms delegitimised by the Foreign Agents Law, which
specifies that organisations which exert political influence and attempt to form public opinion
for political reasons may be registered as foreign agents. The law specifies that the social
support of disabled people is not political action under its terms (Kulmala, 2016). However,
CSO actors do not interpret this as meaning that all disability action is legitimised, but rather

maintain care to present their action as depoliticised and social.

In mentioning ‘defendling] rights in individual cases,” Marina illustrates the possibility of
invoking individualised social rights, while maintaining a strategically depoliticised framing.
This reflects some potential for social rights to still be considered a legitimate basis for making
claims and describing CSO action. However, many people were uncomfortable with using
rights-based expressions and preferred to emphasise social work, without mentioning ‘rights.’

This was largely based on the equation of rights with specifically political rights alone.

This suggested a restriction of the meaning and use of ‘rights’. In reference to civil society
action, the term ‘rights’ appeared to be either discredited or easily discreditable through its
overwhelming association with political action; participants primarily discussed rights-based
work as either political or politicised. For example, Eva described not referring to their CSO as

‘human rights’ based:

We don’t really put ourselves in that category [of human rights groups], although
we’re definitely doing rights work. Definitely. [...] But here, the word,
unfortunately human rights has got kind of a negative connotation, so we might
sometimes avoid it. Just because of the whole thing with foreign agents, not being
too political, because you’re not supposed to be political, and if you’re political
and you have foreign funding, and we do have foreign funding, then you can be
put on the foreign agent list, exactly. So that is something we also might want to
avoid.®"
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Post-Soviet Russians have been identified as mobilising ‘diverse political strategies that draw
on multiple discursive patterns [and] moving deftly between logics of social rights, civil rights,
and neoliberal selfhood’ (Hartblay, 2019, p. 547; cf. Hemment, 2007; S. Phillips, 2010;
Shevchenko, 2009). However, in my interviews, this multiplicity manifested itself differently.
In terms of their framing of action and their perceptions of the discourse of the majority of
others in Russia, participants understood rights as political, civil rights. They opposed this to
‘social action’, which was generally not discussed in the language of rights. Above, Eva
indicates that she does see their organisation as doing human rights work. However, she
avoids talking about their work in these terms, which she suggests as delegitimised through
politicisation (‘we might sometimes avoid it [...] because you’re not supposed to be political’).
As she says later in the interview, she does not identify with other human rights groups. Thus,
Eva represents a narrowed understanding of rights as political, politicised, and contentious;
to ‘do rights’ is to ‘be political’. The shift in discourses around rights was both identified and
criticised by Andrei, who himself did indeed distinguish between social and civil rights:
And | say [to other CSOs], “You know what? No, of course | understand that you
defend rights, but the rights that you defend are, mainly, political. And, all the
while, there are social rights, which disability NGOs work on: the right to
education, the right to employment, receiving other social services. You [other
CSOs] don’t think that those are rights.” | find that really amazing because, after
all, traditionally there was this division into two baskets. The Soviet Union was
always faced with the complaint that it did not observe political rights. And the
Soviet Union used to say the whole time that Western countries did not observe
social rights. And [now] at the same time, the organisations which call themselves
rights defence organisations in Russia, they only work on political rights. They are

gradually beginning to realise that they won’t be popular until they work on social
rights, because this [working for political rights], actually, just worries people.

For Andrei, disability CSOs clearly work for social rights. He continues to say that, because of
that, disability CSOs find it ‘quite easy to build cooperation (vzaimodeistvie) with state power
(s vlast’iu).” The opposition between political rights and social rights is claimed by some actors
to justify disability CSOs as legitimised partners of state. This occurs explicitly, as in the case
of Andrei. More commonly, it occurs implicitly through framings which emphasise ‘social’ and
efface or obscure any language of ‘rights.” In these framings, as Andrei points out, the
organisations which refer to themselves as engaging in rights defence are those working on
delegitimised, political rights. This is an example of the reduction of the meaning of rights and

why disability CSOs take care around invoking them to describe their own action.
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The dominant politicisation of rights within the civil society sphere can be connected to that
used by foreign-sponsored civil society development in the 1990s, which often operated on
the normative liberal premise that a stronger civil society necessarily builds a stronger
democracy (Linz & Stepan, 1996). As with the wider backlash against civil society, which has
some roots in the civil society and democracy promotion efforts of the 1990s, it is now these
politicised claims around civil society which the Russian state turns back against it to
delegitimise it. Still, some use of social rights remains possible; | discuss the differentiation

between types of rights in addressing how discursive framing is reflected in CSO action.
3.2. Operational Negotiation

In this section, | build on discursive negotiations to present how CSO actors operationalise
compliance to manage risk and continue action. | look at how actors move disagreement with

state out of the public eye and their negotiations of rights-based claims.

A primary concern of actors was to avoid being perceived as involved in work for rights. CSO
actors in fact drew a distinction between being working for rights and being able to work with
people. As Eva’s example, above (Section 3.1.), shows, this went as far as collapsing the
distinction between ‘rights’ and ‘be[ing] political,” suggesting that all rights are politicised and
to be avoided. Igor again describes the division between social action and politicised, rights
action and what is encouraged by the state:

In Russia and in [City] in particular, organisations are divided into those who do

rights defence activities (zanimat’sia pravozashchitnoi deiatel’nost’iu) and those

who do social welfare activities (zanimat’sia sotsialkoi). The state encourages

social activities and really does not encourage doing rights defence activities. So

that’s why [the organisation] does not do direct rights defence activity as such

(kak takovaia). Because, if we work with people, it's not desirable to do rights

defence activities. Unfortunately, those are the conditions (usloviia) of our game.

[...] Direct rights defence activity of course we do not do because, | repeat, here

(u nas) the division between social welfare (sotsialka) and rights defence is very

clear. Because then, [it can go] right up to you becoming [i.e., being registered as]
a foreign agent if you do rights defence activities.”V

Igor describes a strong binary division between delegitimised rights defence and legitimised
social organising. He stresses that their informal organisation does not ‘do direct rights
defence activity as such’ because it is ‘not encouraged.” Igor thus suggests that their

perception of the rules for CSO action (‘conditions of our game’) results in their avoidance of



146

rights activity. Indeed, Igor equates rights defence activities with action which can lead to
your CSO being registered as a foreign agent. This reflects actors’ association of rights defence
action with the political action (politicheskaia deiatel’nost’), which the Law on Foreign Agents
directly names as grounds for a CSO to be registered as a foreign agent. The law directly
names political (politicheskaia), not rights defence (pravozashchitnaia) action. However,
participants’ strong association between rights-based activity, political action, and

delegitimised action for CSOs demonstrates that they perceive them to be interlinked.

Igor does not frame social action as concerning rights. Not explicitly naming social rights as,
indeed, rights is a strategic choice where ‘rights-based’ action is widely politicised and
delegitimised. However, his caveats suggest some rights work which is potentially
permissible, even if its nature as rights-based may be elided in framing. His specification of
‘rights defence action as such’ and ‘direct rights action’ suggested some implicit ‘other’ kinds
of indirect, permissible rights action. This nuances the notion of all rights action as political
and delegitimised and returns to actors’ negotiations of the distinction via apparently

compliant forms of action.

Ekaterina’s example draws out the distinction between social and political action. She works
in @ CSO which both provides various services and raises funds for disabled children and
characterises the situation similarly to Igor, suggesting that such rights-based activity was

avoided to enable the CSO to continue work with children and their families. She comments:

We are, of course, a social NGO, and often we really run into things in some
areas that are really close to the rights defence theme (pravozashchitnaia tema).
That means, again, | see that [the director of the NGO] [..], when she
participates in these discussions, is really afraid the whole time for the fund.
When someone turns to us with something that puts us into a tight corner
ethically, both I, following [the director] and [the director] chose to place the
safety of the fund first because we constantly remember that behind us stand
concrete children, concrete families, and if we start pushing hard on some rights
defence issues — and rights, of course, are being violated everywhere and all the
time, and patients’ rights [too], endlessly — but we try not to really get into such
fights directly. We've got enough with fights for individual cases, [...] on a
different level, not in the political field, but in the social field. ™"

Ekaterina claims a social identity for the CSO (‘we are, of course, a social NGO’). This
naturalised (‘of course’) framing positions her CSO as clearly on the side of legitimised action.

It is an example of actors’ frequent disassociation from rights-based work in an attempt to
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manage or mitigate risk to a CSO. It acts as a distancing caveat to her subsequent admission
that they very frequently encounter rights defence issues. This admission again demonstrates
the presence of rights-based work in organising claimed as social. However, Ekaterina still
opposes the legitimised ‘social field’ to the political one. She also associates this political field
with ‘the rights defence theme’ (‘pravozashchitnaia tema’); this aligns with work which
suggests that human rights work is politicised and delegitimised (Daucé, 2014; Frohlich &
Skokova, 2020). Consonant with previous discussions of uncertainty and anxieties in
organising, Ekaterina mentions the constant fear of the director of the CSO, who is ‘really
afraid the whole time for the fund’ because of their potential association with delegitimised
rights defence work. This fear is striking in a CSO working in what has been broadly naturalised
as a legitimised sphere. Ekaterina and her colleagues respond to it by seeking to safeguard

the continued existence of the fund through strategic choices around their action.

This is operationalised through restriction to social rights and entitlements, often as already
codified in law. Ekaterina’s example thus indicates how CSOs attempt to negotiate via
restriction to social rights. Ekaterina indicates that helping those whose cases can be deemed
rights-based and political would put the fund in danger and thus prevent them from helping
anyone at all. Therefore, they have decided to privilege those they can help while remaining
‘in the social field.” Ekaterina demonstrates both strategic agency and the presence of rights-
based organising in organising framed as social. Both she and the director of the CSO are
aware of threat. Their negotiations of their context are thus an intentional, strategic response
in enacting compliance to be able to continue action. Ekaterina and others strongly claim the

framing of ‘social’, while still ‘fight[ing] for individual cases’ and, indeed, ensuring rights.

Within the legitimised spheres described, individualisation of claims was a clear strategy to
make action for rights less contentious. Ekaterina’s emphasis on working to resolve individual
cases echoes Marina, cited above, who emphasised that they work to ‘defend rights in
individual cases.” Many organisations ran sessions to teach people about their rights and how
they could claim them according to Russian laws. At times, this also operated in an
individualised manner similar to that identified by Fu (2017), where the organisation teaches
the individual how to negotiate with the state on the latter’s terms, then stepping back and
become unseen at the point of the interaction between the state and the individual. This

provides an additional layer of protection to the CSO. Educating people about how to claim
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their rights according to existing laws and regulations also implies using a compliant,
legitimised framing which teaches people how to subject themselves to the eye of the state,
as | discussed above in terms of CSOs’ discursive negotiations (Section 3.1.). Thus, CSOs train
people to behave as good citizens by teaching them how to make themselves visible according

to the terms and framework of the state.

Alongside strategically individualised claims often around social rights, CSO actors suggested
that certain forms of action to support rights were also permissible. Above, | referred to Igor’s
telling concession in saying that his CSO does not do rights work ‘as such’ (kak takovaia). His
specification suggests an ideal type of overtly political, rights-based organising which is
delegitimised and therefore avoided and, implicitly, another which CSOs may carry out. This
categorisation also depends on the form of action. Actors characterised classic, rights work
‘as such’ as louder, less discreet, and more directly oppositional. In contrast, Galina’s example
illustrates CSO actors’ identification of more indirect, and thus more permissible, rights-based
work. She previously worked for a registered CSO before beginning her own, currently

unregistered, art group, which is active in residential institutions. She discussed her work:

I don’t feel like a classic rights defender (pravozashchitnik), | mean, | [work in the
arts], and the only thing | can do is put on exhibitions and work in whatever part
| have. | mean, for the moment | can do something in this sphere and there is a
field for work, | mean | see that this is also connected with some kind of rights
defence. It’s just that rights defence is made up of different structures, and it’s
not that you always need to stand up for (otstaivat’) rights in court, sometimes
it’s just about informing and giving people the possibility to speak out — that’s
also a kind of rights defence. We have a rights defence grant [i.e., a grant given
by a human rights organisation], of course, we have this kind of, maybe, not
exactly direct, classic rights defence, [...] but all the same | think, that we have
rights defence potential, just it’s kind of more indirect, rather than direct. [...] |
mean, any attempts to declare directly about [doing] rights defence work in a
residential institution, like, “l do rights defence work” —then it’s, like, goodbye.
| mean, it's impossible [to do that] there, and so we as artists have more
possibilities to go there and do something. Plus, we do exhibitions, where we
can, and again, public awareness raising, and through the exhibitions we can talk
about more problematic things, rather than like through some kind of rights
defence texts.

Galina associates ‘classic rights defence’ with court cases. Other actors associated it with
protest marches, slogans, and other such actions which go beyond the realm of the everyday
and they saw as direct challenges to those in power. Galina says that framing her work as

direct rights defence would immediately end any possibility to continue action. She sees her
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work as more indirect and hidden, while still supporting people’s rights. Using dissimulated,
and therefore less politicised, threatening methods, to defend rights allows work which goes
further than individualised social rights, at least in terms of beginning broader discussions. It
may also confound any clear distinction between social and political rights. As such, Galina is
able to discuss such questions as the right of disabled people to self-determination and
independent living, as well as to support disabled people to make claims to worth, as people
who are segregated and excluded from wider society by placement in large-scale institutions.
Galina’s example suggests that the form of action used to claim a right is also important to

continuing action, as well as the type of right.

Many people described running art and activity groups as an indirect way of protecting
people’s rights. Tatiana and Galina both work with small groups. This individualisation and
‘social work’ facade allows them to continue to engage in rights-based work. Thus, actors still
identify their work as promoting, safeguarding, or defending rights, although dissimulated.
They turn away from interaction on a systematic level to individualise their work for rights,
thus making it harder to identify and disrupt. However, there remains a tension in how they
operationalise their work for rights. For example, Nadezhda described how the presence of
‘social work’ (sotsial’naia rabota) legitimised the formal CSO with which she worked,
becoming a cover which allowed the CSO to continue to defend individuals’ rights both
through that social work and elsewhere, however indirectly. She said:
Difficulties always come up [...] But with [CSO] actually it works out because of the

organisation’s reputation and also the fact that we don’t just have a rights defence
part, juridical support, but most of the work [of the CSO] is actually social work. >V

When | asked, then, if doing social work supported and legitimised doing rights work,

Nadezhda in fact replied:

There’s actually this kind of negative effect, because actually of the fact that, for
example, our programme happens in one of the residential institutions for adults,
we often run into problems with legal work because, on one hand, we’re working
together with them, because our employees come to work with the same people
who live in the institution. [Our programmes] also completely depend on the
institution, because the institution is the boss there. They can create some kind
of bad conditions for our employees. At the end of the day, of course, it’s the
people who live there who suffer, but that often doesn’t worry the institution. For
example, because of that we can’t take some kind of active measures against the
institution, even when there are legal grounds for a complaint. We always need
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to think about whether our wards (podopechnye) will end up worse off, and that’s
the complication i

Nadezhda observes that, for that reason, they in fact find it easier to work on a systematic,
higher-level, away from such individual concerns. While some actors find individualising how
they engage in rights work is enough to dissimulate it and make it less threatening, Nadezhda
suggests that individualised rights work may still become problematic in the case of working
within residential institutions, where there is a clear power imbalance in favour of the latter.
Thus, however individualised, where it comes to rights defence through the courts or through
‘active measures’, as Nadezhda says, we still find a limitation. | propose that individualisation
of rights-based work is not enough. There is also strong pressure for rights-based work to be
more dissimulated or compliantly framed (i.e., as with the art activity groups) and to avoid

direct confrontation through formalised, public channels.

As with the indirect operationalisation of rights action, civil society actors also avoid public
contention more generally. Registered CSOs in particular often commented on avoiding
scandals, petitions, and protests, except for some actors who proposed such actions as
permissible for a CSO as a matter of last resort. Strategically enacting compliance involves
moving contention out of the public sphere or using indirect, liminal methods of contention,
such as Galina and her unregistered art group. We see the delegitimization of direct
confrontation in how Vera describes petitions:

Petitions, let’s say, they’re already a way not to declare (zaiavit’) but to shout

about your problem, it's already a different thing. And then the petition

change.org, it’s unfortunately not a Russian resource, but a foreign one and it’s

not well-liked here. When you create a petition, it’s a kind of hammer, when you

already need to shout, and then already after shouting, [you need to] stop

shouting and start working through everything systematically. | see it like that.
Petitions are more than anything for the media.**

Vera adds the thought that perceptions of change.org as ‘foreign’ are part of why it might be
not liked. This suggests the social resonance of discourses more broadly which link
foreignness with threat (Frohlich & Jacobsson, 2019). However, the main issue which Vera
and other participants commonly identified with petitions is that they are a way of ‘shouting’
and getting media attention. It is not seen as constructive and, after its use, Vera nonetheless
advised stepping back to work with the state. While petitions are not particularly unusual,

actors generally characterised them as a somewhat conflictual step to be used where urgently
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necessary and after exhausting other possibilities. Otherwise, actors described the need to
work as a subordinate partner of the state. As well as the discursive and operational
negotiation presented so far, reducing their degree of friction with the environment also
involved negotiating such a relationship with the state, as well as bearing in mind their

relationship with society more broadly.
3.3. Relational Negotiation

By relational negotiation, | refer to how CSOs engage and partner with the state and political
elites, such as state deputies. | also explore how CSOs engage with more contentious actors.
Where such relationships are present, CSOs may still project a compliant organisational
identity by drawing these relationships out of the public sphere or away from any apparent

identification.

These points again show how discursive, operational, and relational negotiations overlap and
are mutually constitutive. Building a relationship with state actors is permitted by discursive
and operational alignment, which includes refusing or obscuring relationships with more
contentious actors. CSO actors thus seek to frame their work compliantly as social and not
engage in direct confrontation. These operational and discursive aspects permit CSOs to build
a reputation as a good partner of state. Accepting the overlap of these areas, here | focus on

how these relationships are then maintained and leveraged.

CSO relationships with state are based on the CSO understanding, and adapting itself to, the
state’s institutional system, priorities, and resources. This implied a willingness to
compromise in demands so as not to put undue pressure on state resources. It meant being
willing to work at a slower pace, adapting to the state’s timeline. Aleksei, who is employed at
a GONGO, offered one example of this attitude. He related how an unfavourable policy was
adopted, restricting the employment rights of members of the GONGO. It had taken years of
slow work to change this policy, but he had not rushed: ‘That’s how it all goes, in this calm
tempo because haste will make you no friends (pospeshish’ — lyudei nasmeshish’), you won’t
do any good that way.””* He comments on the role of CSOs as a good partner of state:

NGOs have begun to understand, and the state too, that you have to be partners

of the state. [...] We know that, if we go to court and the court says, “yes, [this

accessibility measure has to be put into place].” Well, OK, and then what? They
won’t do it tomorrow, because there aren’t the resources, you understand. And
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the state already won’t look on us as a friend. [...] In this instance, it’s really
important to maintain the balance of relationships with the state as well as in the
interests of [the target group].

To build a relationship with state, Aleksei describes the need not to rush change and to be
ready to compromise in demands. A related perspective came from Oleg, who described the
need to understand the state system, the remit of different state actors, their priorities, and
to formulate their demands by taking these aspects into consideration and addressing the

correct person:

Sometimes what happens with various NGOs, grassroots NGOs and NGOs created
by people with disabilities or parent groups, they are very loud, but they cannot
formulate what they want. And they don’t know the limitations. So, they come
up, start shouting, and actually the government officials get irritated, and this
does not lead to a solution. [...] So, when you understand the limits, for instance,
of the powers of a certain regional authority, when you know their constraints
from the point of view of the budget, then you can [...] make sure that your
interests are taken into account. [...] The idea is that when you come up to a
government official you should actually know [...] his priorities because otherwise
it won’t work, you know. [...] So, it means that people should know the legislation.
That people should know the trends in the government social policy and some
other things. People should know the top priorities for the region and the key
people in the region whom they should address. Because sometimes they come
up to the ministry which has no powers to resolve their problem, you know. [...]
So, if you understand their logic, because they do have some kind of institutional
logic as well, so then you can, well, if not manipulate, then easily work with it. And
you see the opportunities, the windows of opportunity, which you can jump in i

Both Aleksei and Oleg reflect the idea of legitimised CSOs as good, compliant, and
compromise-oriented partners of state. These CSOs understand and bend themselves to fit
with state structures, organisational divisions, and priorities. They are part of a project of
national development, neither necessarily particularly distinct from the state (Belokurova,
2010), nor involved in creating discursive challenges (Lewis, 2013). They may be able to ‘jump
in” windows of opportunity within the state system, but they do so by learning and adapting
themselves to its institutional logic. Oleg further discusses the importance of having friendly
relationships with state officials and being able to speak to them informally to promote
certain goals:

Work[ing] with the government [...], actually it means that you should be present

in the various working groups that are created, it’s a kind of more bureaucratic

work which takes time. But sometimes it’s very important not only because you
can sit for two hours somewhere in the government and listen to nice speeches,
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but also because you do networking, and sometimes in the corridors you can do
much more from the point of convincing the officials and preparing the final
decision than during this kind of formal session, which you have to attend .

Oleg attends formal meetings to build relationships, aiming then to influence discussion from
the corridors. His form of influence took place not through public protest or scandal, but
through aiming to work constructively out of public sight in the corridors of state. Refusing
public protest was part of how Oleg described aiming to build a good reputation for himself
and his CSO as a trustworthy partner of state. Such behaviours are what Evgenia resumed by
saying that CSOs now ‘need to somehow be very good friends with [state] power (s viast’iu)’
and to work closely with them.* This characterisation has been identified as accepting the
supremacy of the state and performing loyalty (Clément, 2008; Toepler & Frohlich, 2020).
However, actors make a strategic choice in doing so, identifying this approach as allowing
them to have more leverage and to continue action, including that which is dissimulated and
occurs out of the sight of state (Chapter 7). Oleg, for example, described feeling that his care
to safeguard his reputation and make arguments couched in legal terms and analysis of the
state priorities and budget also allowed him to challenge what he saw as bad decisions more
directly. However, this challenge remains out of public sight, in the corridors of state, private

meetings with officials and members of the Duma, or in other state fora.

Although Aleksei and Oleg are respectively from a GONGO and a formal NGO, and Oleg has
some connections with state actors from prior involvement in politics, similar tactics are also
identified by those who had fewer prior connections to the state before either beginning to
work with or founding a CSO. They also identify tactics which bring any disagreement into
private, out of the public sphere, and ways of aligning themselves with state actors to leverage
their institutional power. For example, participants among smaller CSOs, registered and
unregistered, and individual activists both not uncommonly described building a relationship
with a Duma Deputy to then have the unofficial, voluntary position of their assistant or helper
(pomoshchnik). They aimed to use this relationship to achieve change in a range of areas,
from campaigning around national policies to putting pressure on local politicians to resolve

issues, for example, with doctors or parking permits.

Developing a relationship with the individual in this state position allows civil society actors
to rebalance power by occupying, via the deputy, a comparatively higher position and being

able to create downwards pressure. Many people spoke about issues which were impossible
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to resolve until they used a higher-placed individual with access to formal channels of
governmental power. Aleksandra explained how she, ‘had to become the assistant of a
deputy of the State Duma (pomoshchnitsa deputata; a voluntary helper of the deputy) so that
| could make requests (zaprosy) and put pressure on [those in] power (davit’ na viast’).”*V
The ‘requests’ Aleksandra mentions are deputatskie zaprosy or ‘deputy’s requests’; enquiries
from members of the Duma which must by law be answered, unlike her own requests as a
private citizen. When | asked Aleksandra further about what she asked of the deputy, she
said, ‘I ask for “deputy’s requests” (deputatskie zaprosy), | don’t need them [deputies] for
anything else.” While other civil society actors may have other hopes to leverage their
relationship with members of the Duma for other goals, Aleksandra offers the starkest
version; all she claims to need is the power they hold to make requests which must be

answered.

Civil society actors highlighted approaching the correct person and building a relationship
with them as particularly important in the face of the ambiguity and lack of certainty around
laws (Section 2). Anna said, ‘Here, we all the same don’t have the rule of law, but the rule of
the personal factor. The rule of a concrete person who is right there at this point and bears
responsibility [for the specific issue at hand].”*ii This is echoed by many actors who discussed
the importance of ‘telephone law’ (like Evgenia), developing personal contacts, and working
‘in the corridors’ (like Oleg). Aleksei sums it up: ‘[we do] basically everything in manual mode
(v ruchnom upravlenii; by hand). It’s essential to look for those hands which can turn on the

right levers,”ovii

These relationships are not only predicated on building trust through working as, in Oleg’s
words, ‘a constructive partner.’ They also in themselves act to bring potential contention out
of the public eye. Oleg speaks in the corridors, Aleksandra disappears behind the deputy to
make her requests, and Anna and Aleksei make telephone calls to a state actor with influence.
Importantly, these modes of informal fluidity of state power occur out of the public eye and
are not widely signalled. These quiet, hidden resolutions are part of compliant, but also very

strategic, behaviour.

In some cases, this informality serves another purpose too. In maintaining the informality of
a relationship with state actors, CSO actors also defend themselves from the loss of legitimacy

associated with publicly formalising relationships with state actors, in the eyes of other CSOs.
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Oleg speaks of his CSO as ‘between the two fires,”* explaining that some CSOs criticise it for
being too loyal and close to government, while some CSOs say that it is too critical of
government and collaborates with disloyal CSOs. Kristina discusses the reputational damage
she perceives as done to her CSO by openly formalising a link with a member of the Duma,

even while insisting this link is in his personal, rather than political capacity:

This project is run together with Deputy [Name]. [...] He, as he has the status of
deputy, can send out requests [zaprosy] to local ministries, some authorities. [...]
A normal person can write too, but [then] it gets stuck. But when it’s done as a
deputatskii zapros or a lawyer’s request (advokatskii zapros) it’s already a
different level of, let’s say, appeal (obrashchenie). We have a position of principle
that he be presented with our organisation as a private individual, we don’t have
it written anywhere on our site that he is [Kristina names his political
appointments]. And we very deliberately move away from doing that, because
actually from the side of some organisations people express mistrust just because
we have some kind of ‘private service’ with a deputy. [...] In my opinion, we’ve
had some reputational damage because we accepted this cooperation, and that’s
a fact.¥

The rejection of the public sphere was also seen in how actors managed their partnerships
with more contentious actors. Actors involved with registered CSOs described dissimulating
relationships and collaborations with formal and informal CSOs, as well as with grassroots
movements and groups, in order to maintain their partnership with the state. For example,

Marina said:

We have to think about our reputation a lot, who we can be linked with, who we
can’t, who we can openly enter into a coalition with, who we can help but clearly
not, well let’s say, be seen out together, if it's some kind of very drastic people,
because well there are these really total rights defenders [pravozashchitniki] who,
well, the whole time we have to try to balance between partnership with the state
and attacking the state, that is be good enough, but not become too convenient
[in the sense of malleable, comfortable for the state: udobnyil. [...] So, we also
have some kind of half-hidden partners, well, not partners, but let’s say we work
with them [vzajmodejstvuem, cooperate with]. [...] That [group] is their target
group too, and so we overlap, and they often come to us, couldn’t you defend
there or there, but we basically don’t participate in public events and we don’t
unite with them to write public petitions.!

Reputational work to maintain a good relationship with the state involves dissimulating
partnerships with other actors. Actors in formal, registered CSOs described their informal or
hidden links with social movements and other communities, where they often participated as

an individual, specifying that they are not there as a representative of any formal
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organisation. Above, Marina specifies the need to maintain public distance from rights
defenders. This distancing again is contextualised by conscious positioning of their CSO on the

legitimised social side of binary for civil society organising.
4. Conclusion

In this chapter, | have demonstrated that civil society actors organising around disability
perceive their environment as unpredictable and threatening. While this has previously been
largely demonstrated about other, overtly ‘human-rights’ focused organising, this has not
been so fully demonstrated for apparently ‘social’ organisations. This is a significant finding
as it demonstrates that even ‘social’ CSOs perceive and negotiate threats of sanction,
disassociating themselves from actions or discourses perceived as political or risky and
engaging in reputational work. Although disability is widely perceived as a social or medical
issue, actors organising in this field nonetheless see themselves, either as an organisation or

as an individual, as potential targets for sanction.

Perceptions of uncertainty, potential sanction, and power imbalance elicit caution and
reports of much consideration over what action, and what risks, to take. They increase the
importance of personal contacts and networks, ‘telephone law’, reputational work, and other
attempts to rebalance power and navigate the risks of organising. To manage risk, CSOs adjust
how they act, present action, and build relationships. These adjustments aim to minimise
friction between themselves and the state, by using behaviours and framings which align with

those which they perceive the state to accept as legitimate.

The strongest overall opposition drawn by actors was that between social and political
organising. A perhaps seemingly counter-intuitive opposition was also made between ‘doing
human rights work’ and ‘helping people.” However, given that social organising is legitimised,
framing disability organising as related to social welfare, helping people, and charity is a way
of protecting the organisation to continue action. Actors see human rights framings as more
likely to draw sanction and prevent continued action. | find, however, that actors still see
themselves as doing rights work, although that rights work may be not referred to in those
terms, dissimulated, characterised as ‘not classic’ rights work ‘per se’, or otherwise distanced
from ‘radical’ or ‘total’ rights defenders, whom they see as confrontational and highly

political.
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These adjustments to action and its framing support the identification by Fréhlich and
Jacobsson of actors’ strong awareness of their ‘political surroundings and of the opportunities
and limitations those create for collective action’ (2019, p. 1154). Here | have focused on how
this awareness is operationalised by actors to project compliance. In the next chapter, | look
at how this compliance intersects with constructions and discourses of disability. | thus
explore how actors’ claiming of social, as opposed to political action, works through
association with certain ‘legitimising myths’ (Toole, 2019) surrounding disability, as well as

the space for resistance which this might open.
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Chapter Six

Constructing and Instrumentalizing Disability as Apolitical

RQ.2.: Why is disability organising dominantly perceived as social and, therefore, legitimised?

How do some actors subvert and instrumentalise that positioning of disability?

1. Introduction

In the previous chapter, | outlined how CSO actors enact compliance. | showed that disability
organising is affected by a broader restrictive environment which delegitimises political
organising. | suggested that this was significant particularly as disability organising has been
naturalised as social and apolitical, and thus apparently legitimised. In this chapter, | further
explore why disability organising is naturalised as social and apolitical, or unrelated to the
sphere of political contention. | argue that this misrecognition intersects with the action which
the state legitimises for civil society, and | demonstrate the implications and opportunities of
these intersections. | address three questions: how is disability constructed as apolitical? How
do these constructions of disability interact with enactments of compliance? How do some
actors instrumentalise dominant (mis)understandings of disability, and what does this tell us

about strategies which mobilise assumed vulnerability to resist?

This approach sheds light on the complexities of organising in Russia and bring together the
disability and civil society literatures to demonstrate how disability often occupies a
legitimised, safer space for organising through medicalising, charitable, and individualising
understandings of disability and the limited recognition of disabled people’s identities which
these imply. Through addressing these questions, this chapter demonstrates how naturalised

legitimacy is created and identified, and how this legitimacy is instrumentalised to resist.

If civil society action is legitimised where depoliticised, this drives both opportunities and
restrictions. As with power and resistance, these opportunities and restrictions are also in a
fluid, contextual, and mutually constitutive relationship. The use of claimed vulnerability as a

channel of power is an opportunity to continue action (cf. Butler et al., 2016). Disability is
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discursively and materially constructed as apolitical and non-agentic, and associated with
vulnerability, charity, and pity (Satz, 2008, 2014). Disabled people’s removal from the political
sphere also operates through a problematic opposition between ‘the notion of “rights”
(reduced to civil rights) and that of “welfare” viewed as synonymous to charity’ (Revillard,
2018, p. 3). Misrecognising disability as a charitable, welfare issue is supported by dominant
medicalised understandings of disability (Heyer, 2005; Revillard, 2018). These depoliticise
disability by casting it as an objective, technical matter to be dealt with by medical experts
and, therefore, outside the field of power relationships (Chapter 3, cf. J. Morris, 1993;

Revillard, 2021). These misrecognitions legitimise disability and permit disability organising.

However, ‘welfare is not necessarily synonymous with charity and paternalism’ (Revillard,
2018, p. 3). These claims require rights-based, political action (H. Dean, 2008, 2015; T. H.
Marshall, 1950) and, as | suggest in my theoretical framework (Chapter 3), are inflected by
power relationships and resistance. While the misrecognition of disability as an apolitical
sphere of charity and paternalism engenders possibilities by rendering disability a legitimised
sphere of civil society action, it also restricts that organising. If action continues on the basis
that it perpetuates the misrecognition of disability, and thus is legitimised and non-

threatening, it may itself enable or fail to challenge restrictive understandings of disability.

The chapter proceeds as follows. Firstly, | examine how disability is constructed as apolitical,
and thus legitimised. These constructions misrecognise disability by restrictively identifying it
with the private sphere, victimhood, and infancy. They enforce a need for positive discourses
to address stigmatisation. Both how disability is constructed and how CSOs interact with these
constructions may position disability organising as a legitimised, apolitical sphere for
organising. Secondly, | explore a case of the instrumentalization of the relative legitimacy of
disability organising. The deliberate movement of some actors from more delegitimised
organising spaces, such as campaigning for change to the political regime, into disability
organising shows that these actors identify disability organising as relatively legitimised, and
thus less subject to state sanction and repression. Moving to this sphere with the aim of
continuing resistance exemplifies strategies which use presumptions of vulnerability as a

source of power and agency.

2. Constructing Disability as Apolitical
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Civil society actors are intent on avoiding identification as political and make great effort to
be seen as social actors. With a perceived need to depoliticise action, both how disability is
constructed and dominant discourses around it offer actors resonant framings and modes of
action which are normatively depoliticised. Artyom sums up the identification of disability as
apolitical, and therefore as a legitimised sphere for civil society action. Referring to the formal,
registered CSO by which he is employed, he says:

They don’t work with [people who are] LGBT, they don’t work with migrants with

disabilities, but this [he refers to a previous sentence about “working with

disabled people”] is a kind of politically comfortable image in Russia to show how

good we are, [to show] that there is some kind of social responsibility in the
country X

Artyom outlines the idea that disabled people are unthreatening and ‘politically comfortable.’
He suggests that his CSO could not legitimately, in the eyes of the state, use working with
migrants or LGBTQ+ people to signal that they are ‘good.” However, disabled people are
considered unthreatening and apolitical, and therefore may play this role. The role is
conditional; disabled people are perceived unthreatening on the condition that disability acts
as a ‘trump card’ (Stienstra, 2015), overriding other facets of more politicised identities
(‘migrants’, ‘LGBT’). As | discuss later, if the CSO does work with disabled people who also
identify as LGBTQ+, this identification would not be publicised and could be unwelcome
(Chapter 8). Here, what Artyom refers to as ‘politically comfortable’ (politicheski udobnyi)
reflects what | have been referring to as dominantly legitimised. Here legitimacy is connected
explicitly with politics, suggesting the power of state to shape the field of possibilities for

action.

In this section, | question the legitimising myths which suggest that disability is naturally
depoliticised. The depoliticization of disability operates both through its construction outside
of the public sphere, as well as by the misrecognition of disability through restrictive
discourses of victimhood, passivity, infancy, and enforced positivity. Both exclusion from the
public sphere and the availability of these discourses draw disability closer to legitimised
action for civil society action. By availability of these discourses, | mean that they are
commonly associated with disability. | do not suggest that CSOs necessarily agree or disagree

with these positions. However, | note that describing CSO work against these discourses also
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services as an indication of their dominance; these understandings are so pervasive as to set

a target of CSO action.
2.1. Exclusion from the Material Public Sphere

Disabled people have been constructed outside of the public sphere by institutionalisation
and segregation (Klepikova, 2018), lack of accessibility in the material, built environment
(Hartblay, 2015b, 2017), and stigma, shaming, and other negative attitudes in public space
(larskaia-Smirnova et al., 2015). There is a commonality between civil society legitimation
strategies which draw protest out of the public sphere (Chapter 5) and the dominant
association of disabled people with the private sphere. Protest and contention have also been
often reductively associated with action in the material public sphere (Chapter 2). Similarly,
disabled people’s exclusion from public space has been naturalised as indicating their
belonging to an apolitical, private sphere (J. Morris, 1993; Revillard, 2021). While the
construction of the private sphere as apolitical is theoretically and empirically problematic,
its dominant social reality nonetheless constructs an association between disability and

legitimised action.

How disability organising interacts with the material public sphere is shaped by different
forms of inaccessibility. It therefore often moves out of public view. Participants related
various ways in which access to material public space is made difficult or impossible. These
included an inaccessible built environment, a lack of information accessibility, insulting
comments, and other negative reactions. Fyodor connected inaccessibility of the material
environment with a lack of participation in public demonstrations:

There really is a huge number of people with disabilities who basically can’t leave

the house. So, as a result, what do they care about freedom of assembly, or

violations [of the right to hold] demonstrations, if they can’t even get to those
demonstrations X

The conditions which Fyodor describes are part of the fragmentation of disabled people,
making collective participation in public marches or demonstrations difficult. This interaction
can make disability organising seem more compliant than other forms of organising, as it has
a case-based, individualised approach and often does not use public actions. It also
emphasises the importance of paying attention to resistance which is made invisible or

choose invisibility or ambiguity as strategy (Chapter 7).
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As well as physical inaccessibility, a lack of acceptance also led people to avoid certain places.
For example, one woman described how she stopped attending church because of other
congregants’ negative reactions to her child. In other cases, people responded with a
protective segregation. In that case, they no longer aimed to create mixed spaces, but rather
aimed to create spaces within their own group where they could feel comfortable. Aleksandra
described group holidays:

So, let’s say you go somewhere alone with a disinhibited (rastormozhennyi) child,

everyone is going to tell you off, everyone’s going to kick you out of there. You’re

not going to be happier out from that, right? And then basically you’re not going

to want to get out anywhere after that, you’re going to sit alone and grieve. But if

there are five kids like that, 10 kids like that, then no one is going to tell you off
and no one is going to point at you. "

Organising their own space creates a form of invisibility. Aleksandra describes how a mother-
child pair becomes unremarkable by forming a group. More widely, participants described a
disabled person appearing in public in Russia as a jarring, resistant presence often remarked
upon or excluded (cf. Hughes, 2010; McRuer, 2016). A retreat to a group controls the
perceived threat of disability and of a disabled person who is not fulfilling the masquerade of
ability (Siebers, 2004). The disabled person is not at large in society, but bordered off within
and by the group. | contend that the group, as seen by others outside it, acts as a clear reason
‘excusing’ the disabled person’s presence; it is something organised, controlled, and
separated by the category ‘disabled’. Grouped together by this category, onlookers may
perceive no need to look for further identifiers or explanations and can clearly see the group
as separate from them, and thus not destabilising or threatening to themselves. Even a public
space, where segregated, becomes closer to a private and invisible one in that sense. Kristeva
conceptualises the appearance of, or interaction with, a disabled people as inflicting a
narcissistic identity wound, threat, and anxiety on the person who is not disabled (2012, p.
30); here | propose the group as acting to define, bound, and thus diffuse that threat in

relationship to those outside it.

As Aleksandra already suggests, the group serves a different purpose to those within it. Where
material public space is hostile, participants experience these kinds of shared, private spaces
as protective and energy-giving. Aleksandra further described how she saw the mothers on
their group holiday coming together in one hotel room to talk all night. She spoke about the

aim of her project in creating such a space:
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Mums sometimes just need to be together a bit, just be somewhere where you
aren’t alone and understand that, in the end, living is possible (mozhno zhit’). To
understand that living is possible, you need to talk with people like you.*

Separate spaces thus play a different role for those inside the group and those outside the
group. For disabled people and their family members, creating their own group is a form of
self-preservation and creates positive resources to be drawn upon by the group (Villalpando,
2003). For others, the rejection of disabled people from ‘their’ space is a form of policing and
segregation, reflecting images of disability as social threat. Creating their own spaces, either
by moving outside of the public sphere or by moving through that public sphere in protective
groups, can be a positive resource for disabled people and their members. However, it does
not challenge the collocation of disabled people with the private sphere, and thus their
association with less confrontational, depoliticised forms of action. These forms of action
happen beyond the public view, like the hotel rooms where Aleksandra describes mothers
talking together into the night and, as we saw in the previous chapter, the corridors of
government and direct relationships with members of the Duma through which other

problems are addressed.
2.2. Discourses of Apoliticism

In addition to the construction of disability outside of the material public sphere, disability is
also depoliticised by various discourses. Here, | present how discourses of victimhood,
passivity, permanent infancy, and responses to negative understandings of disability which
enforce positivity coincide with legitimised forms of civil society action. These discourses
combine to position disabled people as worthy recipients of charity or, in Artyom’s words, a

‘politically comfortable image in Russia to show how good we are.”V
2.2.1. Passive victimhood

Discourses of victimhood understand disability as a personal tragedy which disabled people
suffer. It is commonly used to discuss disability in Russia (Verbilovich, 2017). These discourses
associate disabled people with passivity and lack of agency. Disabled people are decentred to
act as a useful passive or recipient object, fulfilling this role as the classic figure of vulnerability
(Revillard, 2018; Satz, 2014). Working with disabled people thus also becomes a question of

charity, rather than rights.
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Many participants described charitable approaches which do not constitute disabled people
as active agents. Many non-disabled participants spoke about ‘helping’ disabled people. Many
family members of disabled people emphasised too that, if they did not help, no one else
would. For example, Aleksandra said, ‘I understand that, other than me, no one else is going
to come for them.?Vi They also emphasised that disabled persons themselves were not in a
position to act to resolve particular issues. When participants spoke about this further, they
associated this with the need to spend relatively more energy on daily tasks, because of both
constructed exclusion and impairment effects. They also associated disabled people’s
difficulty in resolving issues with the lack of access to adapted information, communication
channels, and respect. Civil society actors felt that others, including state actors, perceived
these boundaries as a function of the personal deficit or global incapacity they incorrectly
impute to disabled people, rather than obstacles created by the environment. This perception
meant again that disabled people were often naturalised as unable to be agentic and viewed

as targets of charity, rather than themselves active claimants entitled to rights.

These framings of disabled people were also instrumentalised, particularly to fundraise. For
example, Artyom describes his CSO as presenting disabled people as victims:

There is some opposition [to my methods], for example [from] the fundraising

and PR department, because very often their economic strategies, which allow us

with that money [to do our work] do not at all coincide with the social model of

people with disabilities. When you say that you shouldn’t victimise people, they
say that then no one will give us money Vil

Above, | cited Artyom referring to working with disabled people as a performance of
‘goodness’ and ‘social responsibility.” Here, the act of donating in response to such victimising
images centres on the person ‘helping’, who performs their ‘goodness’ and ‘social
responsibility’ through giving to the passive disabled person. In situating disabled people as
deserving recipients of charity, potential donors are focused on and positioned as the active
parties. Others in the CSO justify this approach as a strategic choice, allowing them to raise
more money to enable the CSO to continue its work. These actors maintained that charitable,
victim-based framing was more resonant with their audience and more likely to elicit
donations. The framing, however, does not challenge dominant views of disability, but rather

reinforces them as a basis for raising money.
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While Artyom was highly critical of this approach, some other actors describe disability as in
fact a social or medical issue, objectively removed from politics. For example, Vera said, ‘the
grief and illness of a child, it’s probably its only plus, doesn’t have an ethnicity (national’nost’),
doesn’t have religion, it doesn’t have anything, it’s higher than politics.”™ Through focusing
on grief or pain (gore) and illness or disease (bolezn’), disability is reduced to a medical,
physical problem consonant with a personal tragedy model of disability (M. Oliver, 1990). It
is this personal tragedy, concretised in pain and illness, which is then capable of uniting
people. Its opposition to such factors as religion, ethnicity, or politics suggests that they,
conversely, divide people. Here again, disability acts as a trump card which erases other

aspects of identity.

| do not question that pain, grief, and illness can all be parts of experiences of disability. As
discussed in my theoretical framework (Chapter 3), this is the dangerous recognition of
physicality and illness which many have criticised disability studies as silencing in its efforts to
avoid the reductive equation of disability with these aspects alone. The danger is that
vulnerability be misidentified as inherent to disability, rather than constructed and selectively
imposed. In Vera’s description, disability is reduced to suffering and illness which erases or
renders unimportant other aspects of identity. In Artyom and Vera’s words, disability is
conflated with charity, medical problems, tragedy, and pain. Either critically (Artyom) or with
claimed obijectivity (Vera), they represent disability as detached from ethnicity, migration
status, religion, and sexuality and gender identity. Disability is thus disassociated from factors

which actors present as more politically risky.

Some people work against these perceptions. For instance, Vladimir and Igor, both quoted
below, discuss how passivity is created by others’ relationships to disabled people. They see
their work as drawing disabled people out from such overprotective, passive relationships
and giving them the tools and confidence to be more independent. For example, Vladimir, a

disabled man who has founded an NGO, said:

...when people relate to them like that, when even their close relatives bring them
up like that [...], they firstly stop believing in themselves and they believe that they
are disabled (invalidy), that means those who can’t do anything by themselves,
and, if they can’t do anything physically, then that means they can’t do anything
at all in principle. They can’t work, they can’t have a family because no one will
love them like they are, they can’t have friends either. [...] And then they don’t
believe in anything and they really become these kinds of dependent people
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(izhdiventsy) who are used to getting given things (kotorye privykli poluchat’).
They don’t understand that they can give back (otdavat’) and that basically you
need to give back to society. And how can a person really be fully-fledged
individual (lichnost’) when they believe that everyone around them owes them
something.!

Igor, a disabled man involved with an informal organisation, commented similarly on the goal
of one project:
[The goal is] that a person, basically, when he is sitting in the children’s home
(detskii dom) and not doing anything, when they limit him and all that
overprotectiveness (chrezmernaia opeka). [The goal is] to save him from that
overprotectiveness, to show that he, basically, is a relatively independent person.
[...] Here we decided to create this kind of story [Igor refers to the project], also to
teach children to give back, that is, they should not just demand, [the aim is] to

widen that circle a bit, that outlook, [to show them] that they can, that they have
possibilities."

Igor then describes a project where the disabled children were the ones to make and give
presents to non-disabled adults, seeking to flip the script from disabled children as recipients
to active givers, or themselves donors. The project aimed primarily to demonstrate to the
disabled children that they can give, as well as to challenge others’ assumptions that they

could not.

As in Igor and Vladimir’s examples, in aiming to build disabled people’s sense of their own
capacity, the change sought by disability CSOs often turns towards the individual, rather than
their environment. In the previous chapter, | offered the examples of Marina and Ekaterina,
who observe that they would prefer to work with individual cases and oppose such an
approach to a ‘political’ approach, which they associated with working on a more structural
level. Here too, Igor and Vladimir suggest working on the individual’s self-perception. While
self-transformation and ‘alternative modes of self-making’ (Lilja & Vinthagen, 2014, p. 118)
are forms of resistance, they are forms of resistance which may be less likely to demand
structural challenges. This individualisation makes such resistance less likely to be perceived
as threatening to state. This reinforces the perception that CSO work on disability is apolitical

and safe.

While Igor and Vladimir’s approach differs from the trope of passive victimhood actively
advanced by other CSOS, their words also suggest that perceptions of passivity and

victimhood are so socio-culturally dominant as to associate working with disabled people with
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charity. The entrenched nature of passivity and victimhood framings is demonstrated by the
primacy which other civil society actors gave to the need to develop self-confidence, self-help,
and self-advocacy, and to move away from the idea of receiving help. The minimised
perception of agency similarly decreases associations with potential threat, as did avoiding
framing disabled people as rights-claiming citizens. A charitable framing, legitimised for civil
society action, thus dovetails neatly with dominant representations of disability. These
framings are, of course, not consistently used in all organising around disability; here | rather
identify both the common availability of a victim discourse which may be used by CSOs to
facilitate their action, and how this discourse fits with legitimised, charitable, non-politically

threatening action.
2.2.2. Perpetual infancy

Disabled people are often misrecognised as subject to ‘perpetual infancy’ (Battalova, 2019, p.
907). This intersects with the above discourse of passivity, again constituting disabled people
as non-agentic and not politically threatening. Infantilising disabled people also distances
them from sexual agency. This disassociates them from politicised sexual identities which are
not a legitimised sphere of civil society action, as Artyom suggests above (‘they don’t work
with [people who are] LGBT’). In the disability organising sphere, dominant perceptions of
infantilisation are supported by the number of CSOs which are founded and run by mothers.
This is particularly the case of CSOs which organise around a specific diagnosis, often founded
by mothers following their child’s diagnosis. The ecosystem of disability CSO may thus be
constituted as reflecting a dominant, maternalist image where the mother sacrifices to

support her child and help others in a similar position.

The prominence of mothers in disability organising may perpetuate external misrecognition
of the disabled person as infant. Simultaneously, it positions women running the CSOs in an
accepted, caring, maternal role. In a context where the state strongly proposes pronatalist
discourses (Sperling, 2014) and motherhood is an important, desirable social role (Battalova,
2019), the use of this discursive frame may also be legitimising. This operates through the
association of the mother-child relationship with the private sphere, misrecognised as
apolitical. Caring labour is also depoliticised through association with the private sphere. This
neither threatens dominant understandings of motherhood, nor those of a heteronormative

family. Thus, not only is the disabled person desexualised by their association with perpetual
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infancy, but the mother’s position also remains within the boundaries of an accepted,

heteronormative family.

Women perceived their identity as a mother as both legitimised and supporting action.
Aleksandra, for example, felt that she could use her position as a ‘mother of a disabled child’
(‘mama rebionka-invalida’) to quicken judicial proceedings. She observed that, although there
are often delays, there are not so many with her as there are with a professional lawyer. In
her eyes, this is because she can claim that she is the mother of a disabled child and must
therefore get back to them to fulfil caring responsibilities. She can thus put pressure on the
court to ‘somehow wrap things [i.e., judicial proceedings] up.” Aleksandra mobilises the
expectation that a mother must be in the home, performing caring responsibilities, to
expedite proceedings and decrease the length of time for which she must be away. This plays
both on the disabled person as a dependent, perpetual infant, and the framing of domestic,

caring responsibilities as naturally those of the mother.

The “family’ nature of their CSOs was also prized by many mothers. Themselves often unpaid,
many actors expressed distrust in those without a family connection to disability who are
active in disability CSOs, as well as distrust in larger, highly professionalised CSOs which they
saw as focused on money and self-PR and not acting in the best interests of their children.*
The claims made by parents’ organisations are largely framed in terms of social welfare
(sotsialka) and medical support. They situate the mothers are protective of the family,
including their disabled child. Again, the child is positioned as a perpetual infant and related
to through their family, most commonly through their mother. This framing also aligns both
with the restriction of the disabled person to the domestic sphere, which is depoliticised and,

thus, more legitimised for civil society organising.

Where protest occurs, it is then often characterised as ‘shouting’, evoking female hysteria
rather than political threat. Thus, parents’ organisations, chiefly run by mothers, are often
criticised as frustrating the state with their lack of professionalism. However, this lack of
professionalism is not understood as politically threatening. For example, Oleg exemplifies

this criticism in describing how, ‘parent groups, they are very loud, but they cannot formulate

3This returns to the importance of my family connection to disability in some interviews; in the eyes of
many participants, this family connection acted to justify my interest in their work. | have discussed this in
more detail in Chapter 2, where | present my methodology.
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what they want. And they don’t know the limitations. So, they come up, start shouting, and
actually the government officials get irritated, and this does not lead to a solution.”' While
the forms of action used by some parent-led CSO were sometimes criticised as undesired and
not fitting with that of ‘good partners’ of state, they are made less threatening by the
legitimised, social discourses in which demands are framed and the domestic, familial roles

which they reproduce for both mothers and disabled ‘children.’
2.2.3. Forced positivity

The final discourse of apoliticism is what | term ‘forced positivity’. Discourses of forced
positivity entail producing positive narratives, avoiding negative images, and distancing from
association with other stigmatised, and indeed politicised, behaviours or identities to redress
a stigmatised identity. By producing positive narratives and avoiding negative images, | refer
to producing narratives which are aligned with traits or characteristics rewarded by socially
dominant norms. | call this positivity ‘forced’ as it occurs to counter dominant negative
stereotypes around disability, including global incapacity and pathologized dependence. It is
‘forced’ as civil society actors identify disability as so stigmatised that they hold fewer

possibilities of publicly producing negative discourses.

Above, | gave an example of in-group interaction building resources and the belief that ‘living
is possible’ (Aleksandra). Outside of the public sphere, there is indeed space for open
discussion of experiences, including negative ones. In public space too, such accounts are
present; there are many open letters, petitions, blog posts, online and offline media articles
discussing the difficult situation of disabled people in Russia. In one example, the online
campaign group Invalidy Intergratsiia (Disabled People Integration), which campaigns for the
increase of the amount of money given in benefits for those people engaged in the care
(ukhod) of disabled people from the first group (invalidy pervoi gruppy),** released an online
book entitled ‘The Book of Pain and Shame’ (Kniga boli i pozora) (2020). The book brings
together 158 accounts from disabled people about their difficulties in affording necessities

for daily life and living independently due to financial hardship.

34Discussed in Chapter 3, people are registered as disabled into one of four overall groups. Firstly, there is
the group for children. On reaching adulthood, there are three groups into which people are categorised.
These groups follow a largely medical-productivist understanding (Phillips, 2009) and categorise people
from most severe impairment (group one) to least severe impairment (group three).
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However, these accounts are often frowned upon by formal CSOs as not constructive. This is
linked to the idea of the disabled person as feeling entitled and enacting the role of the
permanent recipient or, in Vladimir’s words, ‘dependent people (izhdiventsy) who are used
to getting given things (kotorye privykli poluchat’).’ This dominant stereotype around
disabled people creates discourse which may be used to dismiss accounts of problems as
simply disabled people ‘complaining’, ‘not being constructive’, or malingering. Thus, any
complaints are misrecognised as unfounded and typical of people who just want to receive
from the state, without contributing. This builds on dominant discourses of the disability
fraud, which stigmatises dependence (Hartblay, 2014a; Mladenov, 2016) and suggests that
the disabled person is faking their disability to unjustly claim various benefits and services

(Dorfman, 2019).

Using negative discourses to dismiss an act of resistance has been theorised by Toole (n.d.,
forthcoming) as misrecognising an act of resistance by taking it to confirm a negative
stereotype about a particular group. This undermines the resistant force of the action, at least
among those outside of the group engaged in that act of resistance. For Toole (ibid.), this is
an act of epistemic oppression which denies resistance where it is present. | add that | see the
very potential of this manoeuvre as having a further effect on CSO actors. They are both aware
of the presence of these dominant stereotypes around disability and conscious of the
potential for their communication to be taken as confirming these stereotypes. They

therefore pre-emptively shift their communication, thus enacting forced positivity.

In doing so, actors self-censor, neutering their own complaints and prioritising accounts which
are in line with dominant norms and produce positive discourses. They describe avoiding
complaining or making certain requests, unless the situation was critical, out of fear of
fulfilling negative stereotypes of disabled people as pathologically dependent and/or
malingering. In doing so, they simultaneously enact compliant behaviour in an environment
where public negativity and ‘complaining’ are dismissed as non-constructive and even

associated with delegitimised human rights organisations.

In the previous chapter, | demonstrated that avoiding complaining behaviours and embracing
a discourse of positivity is particularly common among more professionalised CSOs, who
described avoiding scandals and sharing negative stories only as a last resort. Compliant

behaviour implies drawing contention out of public space, moderating requests to match the
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state, and using state channels. Some actors described criticism and complaining as typical of
non-constructive behaviour and not characteristic of good partners of state. Thus, where
CSOs avoid complaining to avoid reinforcing negative stereotypes about malingering or
dependent disabled people, they also act as a better partner of state. Others associate

negativity and complaining with human rights organisations, whose activity is delegitimised.

Eva’s words make clearest the interactions between ‘complaining’, delegitimised human

rights organising, dominant constructions of disability, and organising around disability:

The human rights groups were just negative, they were very negative and all they
were doing was criticising, and so we were like saying no, this doesn’t work, but
we were trying to do it in a most positive way and a more constructive way and
saying let’s do this, well, why don’t we do this, we can do some training here,
right. So, [...] like when we, you talk about the human rights groups, we don’t
really put ourselves in that category, although we’re definitely doing rights work.
Definitely. But, and even when I'm at meeting with the human rights groups, |
can’t even begin to tell you how, I'll go to a meeting [laughs], and then they speak,
and then by the end of the meeting I’'m so depressed that | can hardly open my
mouth, because they talk about all the horrible things that are happening, and
there are a lot of horrible things that are happening, and I’'m thinking, oh my God,
and now I'm going to talk about some of these things that are happening, but |
think, it’s in part, it’s our mindset, that we’ve had to, | mean, from the start, we’ve
had a different kind of mindset, maybe it’s because, it’s because, maybe it has
something to do with the fact that it’s people with disabilities driving the work
we’re doing, and parents, it's about changing attitudes, and it’s hard to change
attitudes when you’re really negative. You have to show positive images. | mean,
that’s another thing, showing positive images, showing positive change, because
then people believe it. And then people can imitate it, they can start doing it, right.
And so we had to be an example for other people.'v

A key difference through which Eva disassociates with human rights organisations is their
negativity. Given that a key aim of her CSO is de-stigmatisation, she perceives negativity as
counter to their goal. Rather, their role means ‘ha[ving] to be a [positive] example’ and to
represent disabled people positively. In Eva and other actors’ talk, complaining and being
negative are delegitimised as non-constructive, overly conflictual, and associated with human
rights groups. Actors saw this behaviour as in conflict with CSOs’ legitimised role as partners
of state, who take into account the state’s point of view and its competing, and even
conflicting, priorities. Again, the need to be positive to drive change around disability fits with
CSOs’ perceived need to be positive, constructive, and not overly critical in their relationship

with state.
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Aleksei gives a related example. When asked whether the CSO in which they work uses
personal stories to draw attention to systematic problems and seek their resolution, he said:
..it’s not a practice of ours to tell some kind of stories under certain people’s
names exactly and bring them to a very high level [of state], because that’s wrong,
actually, | think. Of course, there are some kind of particular situations, as a rule
positive situations, where a [disabled; here Aleksei specifies the impairment]
person has achieved really successful results in sport, culture, the creative field,
then — yes, then we actually do try to show [the story], including trying to get
some kind of state prizes presented for it, so that attention is paid to the story.

We also try to tell the world, society more about positive heroes of ours, about
our good results."

Aleksei emphasises particularly the need to promote positive stories. Doing otherwise would
not be a correct use of their position and relationship with organs of state. This ties the idea
of being a constructive partner of state with the perceived need to spread positive
representations of disabled people. Aleksei and Eva are not alone in emphasising positive
images and narratives; many people spoke about the need to demonstrate the capabilities of

disabled people to a wider world which assumed them to lack capability.

CSOs feel that they must propose positive discourses and narratives about disabled people to
challenge dominant perceptions of disabled people as passive victims. This aligns with modes
of organising which are perceived as less threatening and more constructive in relationship
to state. It differentiates them from human rights organisations, who are seen as both too
political and too negative and critical. Moreover, it differentiates these CSOs from many of
the parent-led CSOs, described above, who are characterised as shouting and complaining.
Their form of negativity is seen as more irritating than politically threatening, through its
association with motherhood rather than with human rights organising. However, it is
nonetheless again criticised and avoided by CSOs who want to enact compliance and be seen

as constructive and good partners of the State.
3. Instrumentalising Apoliticism

Above, | analysed how disability organising is discursively naturalised as a legitimate area for
civil society organising. This naturalisation operates through the interaction of
characterisations of legitimised action for civil society with the misrecognition and restrictive
construction of disability. According to these discourses, disability is recognised as an

apolitical, charitable, medical issue, and disabled people are passive and, often, infantilised.
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Moreover, a discourse of forced positivity moderates the tone, narratives, and images used
to refer to disabled people. Finally, disabled people are excluded from the politicised public
space both materially, through its physically inaccessibility and the stigmatisation
perpetuated by people within these spaces, and through their discursive construction as
perpetual infants, related to their mothers and the domestic sphere. This misrecognition
aligns with social, depoliticised, and therefore legitimised areas for civil society action,

position disabled people, where so misrecognised, as worthy recipients of charity.

Disability organising is perceived as less threatening than other areas of civil society
organising. This perception is based on the naturalised vulnerability of disabled people.
However, if we see this vulnerability as constructed and therefore able to be
instrumentalised, we might also see disability organising as an area where misrecognition
may be mobilised as a strategy of power. The distinction between these two positions is
suggested by the examples of Artyom and Vera, cited above. Artyom was critical of the use of
discourses which victimised disabled people and used disability as a safe image for abled
people’s performances of goodness and social responsibility. Meanwhile, Vera equated
disability with ‘grief and illness’ and referred to disability as erasing other identifies (‘[it]
doesn’t have an ethnicity (national’nost’), doesn’t have religion, it doesn’t have anything, it’s
higher than politics’).M While Artyom sees depoliticising, victimising framings as a
misunderstanding of disability which is used by others, Vera suggests that it is an objective

description of the nature of disability.

These viewpoints do not both allow entry into claimed vulnerability as strategy. Butler,
Gambetti, and Sabsay (2016) specify that strategies which use vulnerability to gain power are
intentional and deliberate. Yet in instances, such as Vera’s, where actors perceive
vulnerability as objective and naturalised, they are not using vulnerability in the agentic
strategy which Butler, Gambetti, and Sabsay describe. On the other hand, where actors
recognise vulnerability as constructed and contingent, as in Artyom’s case, this opens space
to instrumentalise that vulnerability as a route to power. In both cases, claiming vulnerability
or tragedy creates space for continued action in an environment where politicisation means
delegitimization. However, only in Artyom’s case can we identify it as a potentially resistant
strategy, where others’ imputations of naturalised vulnerability may be capitalised on to

continue action.
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Some actors strategically benefit from the naturalised apoliticism of disability organising. A
clear example of this is those actors who deliberately moved into disability action from more
politicised, and thus delegitimised, spheres as a way of continuing resistant action. These
actors instrumentalise the relative legitimacy, and thus lesser restriction, of disability
organising as opposed to, for example, feminist, LGBTQ+, or environmental organising or that
against corruption and electoral fraud. They do so to engage in action which they define as

resistant and, in some cases, political, in line with their own convictions.

While these modes of action and meaning-making are not the most common among civil
society actors whom | interviewed, they are nonetheless an important phenomenon for two
reasons. Firstly, they demonstrate the strategic awareness of disability as naturalised as a
legitimate area for organising and how that is instrumentalised. Secondly, in doing so, they
give an empirical example of how assumed vulnerability may be a source of agency and
resistance. In exploring these examples, | show where and how actors continue to engage in

resistant action which they themselves claim as political or rights-based.

The strategic awareness which actors demonstrate around disability action is contextualised
by the wider binary that actors identify between ‘social’ and ‘political’ action (Chapter 5). Liza
discussed how the founder of her CSO had moved into social, charitable action after becoming
disillusioned with the lack of efficacy of public protest at achieving political change after what
the founder perceived as the failure and repression of protests in 2011-2013. These protests
took place following the presidential elections at which Putin was re-elected president. They
were triggered by the re-election and by allegations of fraud in the voting process. Liza
situated the founder’s disillusionment as part of a bigger movement around that time:
It was 2012, it was quite a strange year — political protests, new re-elections
(pereizbranie), and there was some kind of rise in protest movements, opposition,
and so on. We somehow thought it was possible to change something by
participating in political activity (politicheskaia deiatel’nost’) — that was the
general mood, at least with a middle class of people who live in the big, million-
inhabitant cities. There was this kind of dynamite, and then it passed and faded
away after political conservation. Many people went into social work. Many of

those who were then doing political activity went into direct help (priamaia
pomoshch’) or into charity."

Liza presents the movement into ‘direct help’ or ‘charity’ as a response to disillusionment

with the idea that it was ‘possible to change something by participation in political activity.’
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While not explicitly, ‘political activity’ is again opposed to movement into charitable and
direct help. This direct help may fill gaps in state provision, but, in Liza’s phrasing and at this
moment of transition, this gap filling is not done as an explicit criticism of state failure and
with the aim for political change. Liza continued to say that the founder phrased the shift in
strategy by saying that ‘he understood that politics divides people, while volunteering and
helping people unites people’Vii This statement recalls Vera, who describes disability as higher
than politics. However, not all actors proclaimed such distance from politics. In fact, the
naturalised understandings of the social sphere as removed from politics, indicated by Liza

and Vera, gave activists some latitude for continued organising.

While Liza referred more generally to a movement into the social sphere as shift away from
politics, other actors used a similar logic of ‘moving into social action’ as a deliberate and

strategic method to continue political action. For example, Artyom said:

Our path into [working in] residential institutions [PNI] is also an attempt, in the
first place, to politicise our own practice as cultural professionals. [...] As a
consequence, | got ajob in an NGO as a [position] because | felt, again, that in that
position | could do more. | can influence decision making and | have more levers,
again, to change something. [...] For me, my activism, | mean this museum-based
pedagogy, linked with inclusion in museums, now doesn’t work, because there
aren’t the right conditions there. | took those museum methods, brought them
over into a completely different soil in residential institutions, and in my opinion
that’s where they started to work and were in demand. So, | mean, in [doing] that
was some kind of activist position of mine within art. [...] | mean, for me studying
the transformation of the norm and ableism [eiblizm], discrimination in art was
very important.

Maksim spoke about moving into a new type of organising following state repression of the
wave of protests happening in 2011-2013. In the face of the heavy sanctions, including
custodial prison sentences which some activists received following these protests, the
movement group with which Maksim was previously involved collapsed. In discussing what
he calls the ‘community or movement’ (soobshchestvo ili dvizhenie) with which he is now
active, he said:
Well, you know, about [our community or movement], at first, | was thinking, in
some kind of very long-term perspective, that it could be a new political figure.
Because you never know what will work here. And we started to do this [i.e.,
organise as this community or movement] already after the repressions which

followed the mass protests. And | thought about how to continue engaging in
politics [zanimat’sia politikoi]. And why not try to work from the face of people
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who are so excluded, like, well, so harshly excluded, yes. Why not try that figure,
well, of the madman (bezumitsa), right, as a political one? Why not think about it
[that figure] like that?™

Both Maksim and Artyom discuss moving into disability action as a strategic manner of
continuing political work in a difficult or repressive environment. While their intent differs
from Liza’s, a commonality links all three actors. Liza, Maksim, and Artyom all suggest
disillusionment with and exit from formal political channels, overtly political campaigning,
state institutions, and, often, direct, public, street protest. They do not believe in the
possibility of achieving a change in political regime via such protest and find refuge in the
perceived apolitical and safer spaces of social action offered by disability organising. Where
they exit to and how they understand their work differs; Liza and Artyom turn to work with a
formal, registered NGO, and Maksim to engagement in a prefigurative social movement.
However, in each case there is nonetheless an element of working directly with concrete
people or individualisation of action. The initial difference lies in whether actors do (Artyom,
Maksim), or do not (Liza), frame this direct involvement in terms of political action or criticism
of the state failure which has resulted in the need for individual or CSO intervention. As |
discuss further in looking at different forms of ambiguous and hidden resistance (Chapter 7),
this commonality also offers an example of the different meaning-making which actors bring

to seemingly similar actions.

In the case of moving into disability action as a mode to ‘politicise [...] practice’ or to ‘continue
engaging in politics,” disability organising appears a sort of abeyance structure. Some actors
move into the disability sphere as organising which is judged to be overtly political faces state
repression. This movement demonstrates the commonly held perception that disability
organising is legitimate and relatively unthreatening. As | discussed, disability organising is
allowed its space under conditions of misrecognition. Actors’ intent to deliberately subvert
this apparently legitimised space to continue organising is a resistant form of action, which
instrumentalises the misrecognition of disability as apolitical. This space accepts challenges
to that misrecognition which are indirect, ambiguous, and potentially multiply legible to
different audiences, but these actions do not rule out less challenging interpretations. Indeed,
the rights-based action which continues in this sphere was often described as indirect and

dissimulated (Chapter 7).
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4. Conclusion

In this chapter, | demonstrated how disability organising is dominantly identified as apolitical,
and thus legitimised. | examined discourses which misrecognise disability itself and civil
society actors’ responses to these misrecognitions. | showed how discourses and some
responses of civil society actors to them draw disability in line with compliant, legitimised
behaviour for CSOs. They construct the disabled person as a positive, non-threatening,
passive, child-like or infantilised victim, who is thus a worthy recipient of charity. All CSOs are
navigating the complex and unpredictable landscape, which often compels them to adopt
compliant behaviours to survive in and negotiate the unpredictable environment. However,
disability CSOs’ actions and perceptions of their actions are also shaped by dominant

misrecognitions of disability.

The deliberate use of this misrecognition identifies space for the instrumentalization of
vulnerability as a source of power. To explore this, | present actors who chose to move into
disability organising with the perception that it offered greater room for contentious, rights-
driven organising. This shows one effect of perhaps paradoxical effect of disability
organising’s overt depoliticization, as the vulnerability and apoliticism imputed to disabled
people is mobilised to strategically continue action. This supports the reassessment of
vulnerability. The instrumentalization of misrecognitions challenges the presupposition that
‘paternalism is the site of agency, and vulnerability, understood only as victimisation and
passivity, invariably the site of inaction’ (Butler et al., 2016, p. 1). Instead, where the presence
of resistance is a condition of power (Foucault, 1982), vulnerability too can be re-imagined as
‘one of the conditions of the very possibility of resistance’ (Butler et al., 2016, p. 1). Here, the
assumed vulnerability present in the dominant ascription to disabled people of passivity,
victimhood, and infancy, is leveraged to continue to resist. Resistance from this position thus

demonstrates the instrumentalization of constructed vulnerability as a source of agency.

However, as | demonstrate in the next chapter (Chapter 7), this resistance often remains
individualised and ambiguous, permitting multiple readings and meanings. Above, we saw
through Artyom’s example that, even where individual actors are critical of the naturalisation
of victimhood and passivity in association with disability, their CSO may nonetheless

externally present their work in such a way to remain legitimised and unthreatening, or
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benefit from the perceived financial incentives to reproduce disempowering discourses. The
strategy walks a tightrope. Aiming to minimise risk and safeguard the continuation of CSO
action, it both permits some people to create their own resistant meanings around their
action and leaves some power relationships untouched. In the final empirical chapter
(Chapter 8), | identify some exclusions of such ambiguous strategies and how some actors

respond to these exclusions.
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Chapter Seven

Everyday Resistance, Ambiguity, and Difficulties in Challenging

Power Relations

RQ.3&4: How do actors enact resistance while remaining apparently compliant? How does

strategically ambiguous resistance relate to existing power relationships?

1. Introduction

Thus far, | have identified how actors identify and perform compliance as a strategic choice
which prioritises the continuation of CSO action over taking risks around the boundaries of
legitimised action for civil society. | have demonstrated how performances of compliance
overlap with how disability is dominantly misrecognised. Finally, | have shown how legitimacy
based on misrecognition may be strategically mobilised to continue to resist in a restrictive
environment. This legitimacy is based on dominant assumptions of passivity and victimhood,
as well as charitable responses to disability. Resistance from this position firstly demonstrates
the instrumentalization of constructed vulnerability as a source of agency. Secondly, it
suggests that certain forms of resistance go unrecognised, and thus remain legitimised to

external perception. This second point is my focus in this chapter.

Here, | focus on performances of resistance by specifically exploring the unseen, compliantly
framed ways in which actors describe themselves working for rights, resisting, or engaging in
politics. This analysis is significant as it explores the nuances of identifying resistance in a
restrictive environment, where actors’ resistance strategically seeks to evade the eye of the
dominator. Legitimacy is constructed through apparent compliance with the misrecognition
of disability and resistance, in action which is therefore not identified as political (Chapter 6).
Civil society actors’ performance of compliance thus challenges research not to replicate their
strategic erasure of resistance. In this chapter, | therefore aim to recognise and critically

explore the forms of resistance which continue.
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As discussed in Chapter 3, infra-political action, or the daily actions of resistance which are
‘beyond the visible end of the spectrum’ (Scott, 1990, p. 182), is encouraged by restrictive
environments where actors are highly aware of power imbalance and potential sanction. This
awareness is reflected in actors’ ambivalent, liminal resistance, which may be perceived
differently by different audiences. Exploring these forms of action demonstrates how actors
continue to resist. | present actors’ understandings of their continued work for rights in a
context where rights-based discourses are largely delegitimised and often publicly disavowed.
In looking at resistance, including rights-work, | identify strategies of individualisation,

ambiguity, and curating meaning and access to that meaning.

I do so by paying attention to how actors make sense of their action. These forms of resistance
often use prefigurative strategies to remain non-apparent. Yates defines prefigurative politics
as characterised by ‘collective experimentation, the imagining, production and circulation of
political meanings, [and] the creating of new and future-oriented social norms or “conduct”,
their consolidation in movement infrastructure, and the diffusion and contamination of ideas,
messages and goals to wider networks and constituencies’ (2015b, p. 1). Here, however, |
identify prefigurative strategies which are not necessarily used within a movement or even
collectively. They are neither necessarily consolidated in movement infrastructure, nor aim
for wider diffusion. Rather, they are strategies which create new meanings and norms within
closed groups, or even to individuals. Wider diffusion is deliberately controlled in an
environment where actors perceive that addressing a broader audience could incur sanction.
Identifying these strategies extends the repertoires of action recognised as resistance. | also
guestion how these strategies interact with power relations and social norms. | show that
these strategies of dissimulated, or non-apparent, resistance both create space for resistance

and struggle to escape or redress dominant power relationships.

The chapter is organised as follows. Firstly, | outline how civil society actors seek to work for
rights while avoiding identification as doing so. Strategically distancing themselves from both
direct confrontation and politicised framings, they reclaim rights in an abstract sense which
understands rights as overriding values concretised in daily action, volunteering, or other
work with people whose rights are not respected. Secondly, | look at three modes of
maintaining the ambiguity of protest: (1) how actors identify resistance in everyday action

under the conditions of disability; (2) how actors restrict who has access to their meaning-
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making; and (3) how actors turn inwards and create separate, more closed spaces and events.
Over these three modes of resistance, | discuss the temporality of resistance in how and when
actors perceive it becoming resistance, and how and when that identification is shared.
Thirdly, I look at some of the different meanings which actors ascribe to the same actions and

how these meanings may reflect the re-inscription of power inequalities.
2. Understanding and Dissimulating Rights

I have demonstrated that civil society actors perceived rights work as often delegitimised, and
therefore often avoided framing their work in terms of rights (Chapter 5). However, many
actors nonetheless described their intent to defend rights, while approaching this in a
dissimulated manner which obscured their intentions to avoid being identified as engaging in
rights-based work. For example, Galina spoke about how she did not ‘feel like a classic rights
defender (pravozashchitnik)™ and tried to avoid being seen as a ‘rights defender’
(pravozashchitnik). Galina did, however, identify her work as defending rights, if indirectly.
Here, | look further at how actors understand their actions as working for rights and resisting,

even where compliantly framed.

Exploring how actors like Galina refer to rights demonstrates understandings of rights which
do not necessarily refer to individualised social rights or realising existing entitlements under
law as putatively more legitimised rights. Rather, they advanced an understanding of rights
which related to a more global sense of justice and an approach which operated through
volunteering and direct action. In this sense, their work is prefigurative in that it aims to
implement new norms of behaviour and respect in their immediate environment. Actors
identified rights work in their activities as volunteers, leading group sessions including art, life
skills, sport, and other activities. Rather than more specific entitlements, they discussed this
as ensuring or contributing to people’s rights to self-expression, respect, freedom, and a
decent life. For example, Tatiana described her perceptions of her own motivations and the
role of her volunteering:

Actually no one is guaranteed (zastrakhovan, lit. ‘insured’) not to [end up in a

residential institution], and that’s one of the reasons why this topic really sticks to

me because, in that way [by volunteering] | am fighting a bit for myself, too. [...]

Maybe we do social welfare work (sotsialka), but again it’s difficult for me to

divide those concepts, because each person, in my opinion, has a right to freedom
and a decent (dostoinaia) life, and, in that sense, we partially do rights defence
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work too. [...] It’s really hard for me to divide them because | in some away ended
up at volunteer at [CSO] for ideological reasons. | believe that in that way | at least
somehow am making up the gap between what a person is worthy of in life and
what they actually have. Even just three hours in my life | can give to these
concrete people to somehow make their lives a little better.”i

Tatiana is motivated by ideological reasons concerning people’s ‘right to freedom and a
decent life,” which she responds to on an individual level by volunteering. She describes her
volunteering as simultaneously defending herself and building a more just society in general,
through compliantly framed, individualised action. Similarly, Galina saw her work as part of
an informal art group as promoting rights indirectly. She specifies that, compared to more
direct action, ‘we as artists have more possibilities to go there and do something.”™ This
might be counterintuitive, with the long history of art taking on a radical, confrontational role
which extends into the present day (e.g., Nelson, 2018; Smola & Lipovetsky, 2018). However,
their art groups are potentially also depoliticised by their contact with disabled people, who
are themselves naturalised as apolitical through the dominant discourses including
associations with social welfare, passive victimhood and charity, and permanent infancy
(Chapter 6). Here, art activities are also subsumed under social, volunteer signifiers, distanced
from any rights-based, political descriptions. Civil society actors used the depoliticization of
volunteering as an opportunity to promote rights. In this case, rights-based work was
understood as a general attitude or beliefs. This work is prefigurative in that it primarily
addresses the actors themselves, representing the manifestation of their moral or ideological

viewpoint, and group participants.

In some cases, this work for rights did also turn outside the group to address others or seek
to shift institutional practices. This approach was suggested by Maksim, as he discussed
building a relationship with state residential institutions for disabled people within the
framework of ‘volunteering’. As outlined previously (Chapter 3), the state is currently
encouraging the development of volunteering as a national project to serve the country, as
with civil society more generally. Volunteering may thus be used as a kind of Trojan horse
which allows activists to interact with residential institutions (PNI). Rethinking volunteering
and social work as both political and rights-based, Maksim proposes, is also an important part
of activists’ knowledge production. He defined their goal to:

...somehow shift (dvigat’) the situation in PNI, because that’s not as impossible as
it seems and now actually the situation is more positive because those people are
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looking for volunteers and | know that they are actually ready to communicate
(nastroeny na kommunikatsiiu). They aren’t thinking about hiding, they are ready
for some kind of cooperation with wider society. They perceive it in the
framework of volunteering, they just don’t have any other thought categories
(myslennye kategorii) for that, or practices, or habits. And that’s exactly why |
think that it’s actually some kind of intellectual work which is important to
activism because we need to widen the horizons. Widen the horizons of practical
involvement, widen the horizons for practical interventions. And that practice in
fact intensifies thoughts, [intensifies] some kind of intellectual search. And well,
one enriches the other,”V

Maksim explicitly proposing that social movements engage in intellectual work by identifying
their practical involvement as activism and politics, and thus encouraging activists to develop
their involvement in such volunteering. Notably, it seems that the intellectual work which
resituates volunteering as activism is not to be diffused beyond the movement. While Maksim
aimed to shift practices within institutions, activists’ engagement in and knowledge
production around volunteering as political address movement participants. Otherwise, they
would disrupt the depoliticised cover upon which their smooth participation in volunteering
within an institution depends. Maksim thus seeks to diffuse practices more widely, but
manage the diffusion of activist knowledge production to contain it within the group. Below,
I will discuss how actors aim to manage the diffusion and reception of their work (Section 4).
Here, | note that Maksim identifies this practical, direct action as activism. Maksim is
exceptional in explicitly proposing intellectual work to redefine volunteering as rights work.
However, as | have demonstrated through the example of Galina and Tatiana, many other
actors do identify direct involvement as work for rights. | identify this work as resistant as
actors intentionally use it to address and enact an alternative to a situation or dominant norm

which they identify as unjust.

Maksim describes himself as part of an informal ‘society or movement’ (soobshestvo ili
dvizhenie), Galina organises her own informal volunteering group, and Tatiana volunteers
through a formal, registered CSO. Some actors who volunteered or worked with both formal
CSOs and GONGOs disagreed with aspects of their approach and the CSO policy of remaining
apparently compliant with state. However, they described seeking to use the CSO or GONGO
as a ‘loudspeaker’ (rupor) or as an instrument to allow them to access more ‘levers’ (rychagi)
of change. Often conducted through direct action, such as running activity groups, actors saw

themselves as working for rights in a more abstract, ideological sense. Some, like Maksim,
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spoke of aiming to diffuse practices to institutions or the CSO more widely, as in his aim to
‘shift (dvigat’) the situation in PNI’.*V Others spoke about aiming to start conversations and
inform people about injustices; this again suggests an attempt to diffuse values and opinion,
if not specific claims. In any case, the rights which they claimed were either typically
compliantly framed or ambiguous and abstract enough not to attract attention, particularly
when working within a formal CSO or GONGO. Below, | discuss how actors aim to manage the
diffusion and reception of their work. In the next chapter, | discuss the exclusions of these

apparently compliantly strategies which aim to work for rights.
3. Everyday Action as Resistance

Some civil society actors give new meanings to everyday actions to identify them as a form of
resistance. Crucially, this meaning-making is often not open or legible to all actors. Rather,
meanings or interpretations are managed or curated to reach a limited, in-group of actors. |
argue that these forms of ambiguous or non-apparent action are significant precisely because
recognising them as resistance counters the epistemological oppression of denying both
action which operates outside the public sphere (i.e., the misrecognition of forms of
resistance) and the potentially less apparent action in which disabled people may sometimes

engage, due to how disabled people are socially excluded.

Maksim, quoted above, proposed a conscious phrasing knowledge production as a goal of
activism (‘some kind of intellectual work [...] is important to activism’).*¥ However, such
meaning-making also occurs without being phrased as an act of new knowledge production
by the actors themselves. For example, some actors identify resistance through the meanings
that apparently non-confrontational actions assume under the exclusionary conditions which

construct disability. For example, Kristina describes organising an excursion:

We took a route [...] in the centre, the very centre [...], so that people saw that,
like, people with disabilities can also go on excursions, want to go on excursions,
and so on. | mean, there was kind of a little bit of defiance in it [...]. It wasn’t
initially positioned as a protest (aktsiia). That more came in the process of doing
it and now | look at it, looking back, and | think that it was also important for that
reason [as an aktsiia]. Because people really looked at us, when we were going
along all as a crowd like that. [...] And it was such a huge, varied group of people
in the very centre. [...] And yes, of course people turned around to look at us, well
it was just obvious that they were all shocked, and when you see that reaction,
you actually want to go further — let them watch.™i
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Kristina speaks about how the excursion became an act of protest when already in process
based on other people’s reactions to them. Her own reframing of the excursion as an act of
protest responds to her perception of friction and judgement from others as a diverse group
of disabled people moved through public space. In moving through the centre of town,
Kristina saw the excursion as claiming a right to public space, as well as demonstrating a
capacity (‘people with disabilities can also go on excursions’) and agency (‘... want to go on
excursions’) on the part of disabled people. Kristina phrases these claims as something that
passers-by could see by looking at their group, without, for example, any banners or signs
necessary. She thus implicitly suggests that their presence itself was shocking; that disabled
people should be publicly present in town and demonstrating their agency in participation in
a cultural event is enough to break dominant invisibility of disabled people, and assumptions
of their passivity. Her words suggest the defiance of the staree ('let them watch', cf. Renwick

et al., 2016) who continues regardless and claims their right to the space in protest.

Many other participants also spoke about the invisibility of disabled people in public spaces
and experiences of being verbally or otherwise harassed while present in cafes, shopping
centres, or other places. The built inaccessibility of material space was also a point of
consensus throughout interviews. Be it because of other people present, the built
environment, or an interaction between this and other factors, public space here forms an
ableist space in which disabled people ‘misfit’ and move with friction (Garland-Thomson,
2011b). Disabled peoples’ presence may not only trigger stares and discomfort in onlookers
(cf. Dohmen, 2016), but is also an unusual occurrence which thus makes visible the ableist,
exclusive nature of the space not typically inhabited by disabled people. larskaia-Smirnova
and Verbilovich have built on McRuer (2006) to observe that in Russia, too, the ‘appearance
of a “crip” in public provokes and actively works to undo ableism’ (2020, p. 432). The excursion

is therefore an example of defiant disabled presence as an act of resistance.

However, Kristina’s excursion was not identifiably confrontational. The movement of a group
through a public place under the form of an excursion, rather than a protest march, benefits
from the ambiguity distancing it from the political. The lack of slogans, signs, and clear
demands protects the excursion from being ‘identifiably political.” However, Kristina
nonetheless experienced it as an act of protest. The temporality of when, how, and for whom

an action becomes protest recalls Oksana’s art protest action (aktsiia), described in Chapter
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5. Oksana said that her action ‘became political from the moment | was getting ready to leave
home. [...] It went from personal to political as | started to get my things together in my
rucksack, thinking that they could arrest me.”™ii The naming of an action as ‘political’ or
‘protest’ emerges, for the actor, when the action is beginning (i.e., as Oksana left home) or
ongoing (i.e., as Kristina moved with the excursion group through the centre of the city). While
the action is, to a degree, already planned, its meaning is not. Meaning-making is more fluid

and shifts as the actor perceives moments of friction.

Moving through public space in Russia, without publicly stated claims, has previously been
identified as a form of infra-politics. For example, in their discussion of performances of
resistance, Jacobsson and Frohlich (2019) describe protest groups instrumentalising ‘public
walks’ with deputies of city and federal parliaments to themselves gather and communicate
about their grievances. They thus deliberately benefit from deputies’ ‘right and possibility to
meet their constituency in public’ to legally gather without having to go through any official
registration of a protest march (ibid., p.1157). However, Kristina and Oksana’s examples
develop the application of this theoretical description further in two ways. Firstly, as | discuss
above, they identify challenge through the very appearance of a disabled person in public.
Secondly, they widen the temporal element of understanding and identifying resistance. The
walks which Jacobsson and Frohlich describe are characterised as premeditated acts of
resistance and protest, demonstrating intent to circumnavigate the laws on public assembly.

In contrast, the excursion which Kristina organised was not premeditated with such intent.

Furthermore, no degree of sharing of this meaning among all participants in the action is
assumed; the others participating in the excursion may not have identified it as an act of
protest and re-claiming public space. They may not have identified their presence as an act of
defiance, but simply as engagement in a leisure activity. This latter point raises the issue of
equality and power relationships within a movement or movement community, where
different actors may ascribe different meanings to an action. Below (Section 4), | discuss how
power inflects which movement members can define and communicate actions’ meanings,
and how this reflects unequal power distribution. Here, the ambiguity of the message of the
excursion may in fact serve to mitigate potential power imbalances by not clearly claiming
and projecting a single, monolithic meaning to everyone’s action. This also removes a

boundary to participation in an action, as participants do not have to align themselves with a
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clear message or demand to take part. However, again, not all actors are taking place with
the same motivations or goals. Given the importance of intent to defining resistance (cf.
Bayat, 2013; Hollander & Einwohner, 2004; Scott, 1985), not all people in the excursion or
gathering may be engaged in resistance. Some people may be being used by others to
produce meaning and enact resistance. This indicates the need to remain aware of power

relationships in how resistance is individually and collectively enacted.

These examples also nuance how we think about resistance. Scott, for example, influentially
distinguishes between ‘real resistance’ and ‘token resistance’ (1985). According to this
distinction, ‘real resistance’ is ‘organised, systematic, pre-planned or selfless practices with
revolutionary consequences’ (Scott, 1985, p. 292). On the other hand, ‘token resistance’ is
made up of unorganised, small-scale acts ‘without any revolutionary consequences, and
which are accommodated in the power structure’ (Bayat, 2013, p. 43). Scott emphasises that
both types are nonetheless ‘real’, despite their names (ibid.). His definitions thus do not
remove the possibility of defining Kristina’s excursion as resistance. However, actions and
meaning-making like those of Kristina, Oksana, Maksim, and Artyom also nuance these

definitions of resistance.

Firstly, looking more widely to the strategies and ambiguous framings of all four actors
suggests that a degree of ‘accommodation in the power structure’ is itself strategic, and thus
more agentic than ‘unorganised’ might suggest. Secondly, the temporality of their meaning-
making challenges that ascribed to ‘real resistance’ as ‘pre-planned’ or ‘organised’. How
meaning emerges both over the course of the action and subsequently suggests crip time, or
a bending of time and planning (Kafer, 2013; Samuels, 2017). This shows how the conditions
of disability call attention to limitations in how resistance is dominantly defined, and
therefore shift understandings. Furthermore, these actions challenge how we evaluate the
consequences of action. They may be immediately intangible and immediately
accommodated in a power structure, but may still create more long-run, cultural change (cf.
Polletta, 1997). They may be ‘revolutionary’ for some individuals, if not for society. Finally,
they suggest caution over emphasising tangible impacts to the exclusion of other forms of
outcome, just as caution is needed around emphasising street-based, highly visible protest
while not recognising other forms of protest. | discuss this further below, as further empirical

examples extend discussion the strategic uses of ambiguity, turning inwards, and
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prefiguration which indeed ‘hold the potential to nudge established patterns of control and

authority’ (Staeheli et al., 2012, p. 630).
4. Controlling Meaning Diffusion

Ambiguity is further guarded by restricting with whom and how information is shared,
splitting actions between different times and spaces, and leaning on prefigurative action,
which directs its demands towards those involved in a particular action. As the excursion
became protest for Kristina without signs or clear, directly formulated demands, Oksana
restricted access to her reasoning around the political nature of her street action (aktsiia) by
not making it apparent in the moment of her presence in public space. Rather, she wrote a
monologue about her feelings and describing the protest as political. This was then shared
with a more limited audience after the fact. The new meaning of the action was not legible to
any observer present in the moment at which it took place; it was present only to Oksana.
She only drew out the political meaning of her action later, in a text written to make legible
her reflection to others. Dividing the action into multiple time periods splits its meanings and
curates who may access which parts of that meaning. While one action took place in a public
street, the text was shared in less public fora, including on her personal social media page and
at small events only advertised within close networks. The deliberately staggered curation of
meaning over different time periods, spaces, and in relationship to different audiences, seen

in Oksana’s action, thus forms a dissimulated, liminal practice of resistance.

Other public action goes unannounced or not clearly signposted. Elena described how various
spaces refused to allow her grassroots group to hold lectures or other events. Finally, they
held events outside. Facing growing difficulties in finding shelter while being outside, they
also held public lectures in cafés, without informing the cafés of their purpose and simply

gathering there:

People refuse to let us use event space (ploshchadki), so we started to run lectures
outside. [Me: Why do they refuse?] Because you just say you’re doing a lecture
about feminism — “No, we won’t have that.” [...] We can’t pay for event space,
and free spaces — either it's some kind of friendly spaces like a café, but with them
you have to have a good relationship (kontakt), have trust, or [otherwise] it’s state
spaces (gosudarstvennye ploshchadki). The state has a clear relationship to those
guestions, [...] to feminism, of course. Anything that smells of protests, more likely
than not, it’ll be refused. [...] That’s why we were refused and refused, and then
we thought, “OK then, we’ll do it so that we organise lectures outside, [it’ll be]
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our own thing.” Well, and most importantly, it’s fun, it’s interesting. It’s also this
kind of research on the city (gorodskoe issledovanie), how can we use this or that
city space in a different way? That’s why | think our project is political. [...] | always
have this kind of small paranoid thought, like what if someone says something.
For example, there’s this [cultural centre] and we decided to organise a lecture
there about protests, without agreeing anything at all [about running it there].
There’s a café there, and we decided just to go there and do our event, because
that was also a political gesture (politicheskii zhest). [...] We decided that we’d run
it all without permission (bez soglasovaniia, without agreeing it). We got there
and, really, no one chucked us out. There were a lot of us, around 30. We got
there, took up the whole café, rearranged the tables, and | was afraid. There was
this girl on the bar and at some point she kept going off somewhere, really for a
long while each time. | thought, maybe she’s gone for security, but actually, no.
[...] There really is this instability, because of the fact that you think that they could
chuck you out, because of the weather not being right [to hold events outside],
and simply because some event spaces agree [to hosting an event] and then
refuse at the last minute, and then you need to look for a new space.”*

Finding it impossible to run events in state-owned or run spaces, Elena indicates the use of
trust and friendships to gain access to event spaces in private event spaces for free. Without
those connections, her group uses other spaces without agreement with anyone responsible
for the space and without signalling intent. Elena identifies the group’s actions as political
(“that was also a political gesture’), and indeed bases this identification in part on their
intention to investigate how city spaces can be used differently. However, there is no evident
sign or identification of this meaning from outside the group. Meaning is largely addressed
towards group participants. Maksim also addresses turning inwards. He makes clear the links
between control over public space, the risks involved with publicity, and a move towards
working with like-minded people who move in the same circles as him (‘dlia svoikh’), as
opposed to a wider audience:

When we tried to announce the event, when we made an agreement with the

event space (ploshchadka), they started to put pressure on them (davit’, lit. to

press, crush, squash). And actually, [...] this is not the kind of event, you know,

that, well, how to say, this is not actually some kind of protest or revolution, so

it’s, like, kind of strange to, | dunno, end up in prison for this kind of event, right.

Well, we're just not ready for that. There. And so, we, like, try not to go for it head-

on (idti na prolom), because we’re weak enough as it is, so a full-frontal opposition

(frontal’noe protvostavlenie) in this situation, well, it’s just not at all going to... It’s

impossible. And that’s why we were trying to somehow run that [event] in a

hidden way and this time we didn’t announce the event because we understood

that, if we announce the event in advance, then maybe that [event space] will run

into some problems, more even than us. Because people who provide us with
event space tend to runinto problems. [...] Basically, | just want to say that actually
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with being public (publichnost’) — well, [our event] was already more underground
(podpol’nyi), more for our own people (dlia svoikh). And problems about being
public are quite big here because, they’re trying to clean everything. | think
precisely because they think that it’s really important to control this spectacle of
publicness, which they want to stage (rezhissirovat’, direct, produce). It's
important for them to show who are our enemies, and who are our friends, like,
where we’re going and so on, to decide that single-handedly. And so, they really
just don’t want anyone to interfere (meshat’). That some kind of unknown actors
appear, run out onto stage, shout, protest, they don’t need any of that.”™

Maksim clearly lays out the power imbalance, which he perceives as clearly skewed towards
unspecified state actors. He thus indicates two important aspects of the organising context.
Firstly, the facelessness and namelessness of state power, which | discussed in Chapter 5.
Secondly, how his keen awareness of the power imbalance and potential for sanction
influences the action which he undertakes (cf. Greene, 2014, discussed in Chapter 3). Here, it
results in Maksim moving away from direct confrontation and towards a more ‘underground’
(‘podpol’nyi’) form of activism. In the interview, Maksim also speaks of links with feminist
movement groups and other like-minded communities and how these links are used to pass
information about events, without sharing information directly in entirely open fora. This
mode of action is motivated by a wish to avoid creating problems for others, as well as with
the assessment that it is not worth ending up in prison for the kind of smaller events which
he participates in organising. Being public is therefore avoided both by communicating among
and towards like-minded, in-group audiences, and by ensuring that public action is not

apparently identifiable to outsiders as political or resistant.
5. Creating New Spaces

| identify the ambiguous, less visible action described in Kristina’s excursion, Oksana’s street
protest, and Elena and Maksim’s unannounced or semi-private events as forms of infra-
politics (Scott, 1990, p. 182). These actions are non-apparent, daily activities which resist by
shifting how space is used or producing different meanings around an action or space. As |
have demonstrated above, these actors refer to their work as political (e.g., Elena), a form of
politicised practice (e.g., Maksim), protest (e.g., Kristina and Oksana), and about rights (e.g.,
Tatiana and Galina). Maksim was unusual in that he explicitly conceptualises his work as
micro-political; | take his use of the term to be comparable in meaning to infra-politics, in that

it suggests everyday, non-apparent actions which are nonetheless politicised by their
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enactors. Above, | discussed other examples of infra-politics to show how these actions take
place in daily life or, unannounced, in public spaces, thus creating new possibilities within that
public space (e.g., Elena, Oksana, Kristina). However, in contrast, Maksim’s example
demonstrates how new, communal, and more private spaces are created outside of the
everyday. While actions may remain everyday, the space is removed from the everyday:
It was a kind of kitchen politics again. We even specially themed it that way
because we [...] prepared food together [...]. And made presentations at the same
time. | mean, it was this kind of kitchen-, well, we, like, tried to call attention to
this new form of realising politics (osushchestvlenie politiki), and in fact re-think
(pereomyslit’) kitchen politics as maybe something important because how we
prepare food together, how we, | don’t know, share our space, how we live in
kommunalkas and solve problems, that’s all micro-politics (mikropolitika). And

those are all, like, really important questions for the anarchist movement. [...] Well
and basically, it’s a political question. We tried to look at it in that way. ™

Maksim’s strategic assessment of risk motivates his movement towards to prefigurative
action, developed through the ‘kitchen politics’ and communal living experiments. Similarly,
other actors organise peer-support groups and work to build inclusive, while fairly closed,
communities which are largely based on existing friendship ties. This action moves away from
infra-political action in daily life and creates spaces which are set apart, either reoccurring on
a weekly basis as a volunteer group or support group meets, or running for a period of months
or weeks, as with small-scale communal living experiments like those in which Maksim is
involved. This action is prefigurative in that it is characterised by ‘collective experimentation,
the imagining, production and circulation of political meanings, [and] the creating of new and
future-oriented social norms or “conduct” (Yates, 2015b, p. 1). We have seen above how
Maksim reflects this characterisation by imagining and experimenting with new ‘political
figures’ and calling for the movement to be involved in ‘intellectual work’ to produce new
meanings. Here, we also see how he engages with creating and aiming to consolidate new
social norms. Maksim discussed how their group aimed to create new possibilities and
equalised relationships between people:

And you see this environment kind of full of friendly,- of some kind of closeness,

these unofficial links, the patients immersed themselves in it, let’s say, and some

of them were saying to us that it was really valuable to them in itself because it

widened their social circle (krug obshcheniia). The thing is that often these people

don’t have friends, or work, no one but their parents. [...] And, so, it was a kind of

valuable way out beyond the bounds of that closed circle. And one girl could leave
the home for the first time. Because before that she had nowhere to go. And she
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[...] for the first time was able to leave the house and even for the first time
prepared herself food. Before that her mother had always done it. | mean, [even
though] she is completely capable of doing it herself. [...] | think that it’s important
to create the kind of environment which washes borders away, which allows,
which gives space to creativity and some kind of informal connections. [...] And
this environment is needed so that, well, so that people feel that they are each
other’s equals. And, at the same time, it’s important so that all of the participants
of this society, how to put it, so that they could contemplate true self-realisation,
not within the framework of art therapy or something, right, because it seems to
me that it [art therapy] also often limits people.™i

Here Maksim sees their work as creating an environment which challenges and reconfigures
power relationships and boundaries between different members of the movement. Although
the space which Maksim is involved in creating is outside of the typical public sphere and the
movement clearly manages who can access it, he nonetheless emphasises that their living
experiment is in fact a way of exceeding and expanding ‘the bounds of [participants’] closed
circle.” The space is separated from the wider public sphere and clearly proposes different
rules, as an environment which ‘washes borders away’ and attempts to equalise power

relationships.

In doing so, Maksim differentiates himself from other forms of action, here exemplified by art
therapy, by stressing the goal of ‘true self-realisation’ outside of a limiting, top-down
framework for action. Maksim thus proposes living together and cooking together are a more
all-encompassing way of creating change. In these spaces, the collectives aimed to create new
possibilities for action and self-understanding (e.g., ‘for the first time [she] was able to leave
the house and even for the first time prepared herself food [...] this environment is needed
so that [...] people feel that they are others’ equals’),™ i by creating a space where those who
are typically excluded by wider society are included as equals. The demands largely fall on the
collective members, who are all responsible for creating such a space. That this work occurs
among the collective is a strategic choice which largely, although not entirely, prioritises

turning inwards over diffusing ideas and norms beyond the group.

While Maksim indicated the collective’s caution in how they advertise and address their
events and living experiments, he also sees these new, future-oriented ways of living as
addressed to specific wider audiences. Thus, their work aims for some careful diffusion of
ideas, in this case towards residential institutions. Certain ideas have indeed already

experienced diffusion, as Maksim himself moved into disability organising from a social
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movement protesting the political regime, bringing with him horizontal decision-making
processes and assemblies. This kind of action again aims for a kind of long-run change which
is not entirely ‘accommodated in the power structure’ (Bayat, 2013, p. 43), but rather may
shift existing power relationships (Staeheli et al., 2012, p. 630). He describes their strategy of
building, and diffusing, a new culture of relationships through how daily activities are

conducted together:

We, let’s say, create the kind of environment where all these rules, entry points,
taking into account the opinion of each person, they are thoroughly developed,
articulated, and brought into a whole culture. And with the help of such an
environment, which is thoroughly inclusive, right, we contact the PNI [psycho-
neurological residential institutions] and kind of spread this relationship, outside
of personnel, outside of patients [i.e., a strict division between the two roles].
They [patients] have understood that there is this kind of relationship, and there
is another kind. They already see the difference [between these approaches]. The
personnel also can see the difference, we come with our kind of thing to the
administration [of the PNI], some of the people in the administration, let’s say,
are open, there are people like that now, and they adopt (perenimat’) our kind of
thinking, we just create some kind of discussion. And that’s how we foster this
culture inside an institution, | see it like that. [...] More concretely, we’ve
understood that we’re interested in this kind of micro-politics, which is about the
politics of relationships, the politics of decision-making, for example, all of our
meetings are organised like assemblies [...] But all the same all of our activity was
directly towards destigmatisation. And I've already spoken a lot about how our
aims were the creation of an environment. [...] But the big picture was just to
make public discussion of this problem. And not in the context of help, we, for us
it’s quite important to tear apart this idea of help. Because it’s the most repressive
and limiting. Well, it limits, like, right, or imposes things on people, well,
hierarchizes, like, makes a hierarchy. Unlike that, for us it was important to create
the kind of environment [...], which adds something to the horizon of possibilities
of people who have ended up in front of the problem [...]. And also we wanted to
make the discussion of these problems more, more free. | mean, open that
discussion. Make it more habitual (privychnyi, in sense: normal, typical).™V

Maksim uses consciously politicising framings of ‘micro-politics’ and brings different
techniques into his work from involvement with anti-government protest groups. Excepting
this, people working in art groups in fact often described their organising in similar ways.
Without using language of assemblies and micro-politics, Galina, Tatiana, and Artyom also
emphasise creating comfortable spaces which sees new norms of behaviour and horizontal,
non-hierarchical relationships. They aim to create, at least within their group, new modes of
relating to each other. In some cases, they also mentioned that via public-facing activity, such

as public discussions and exhibitions, they aimed to diffuse new modes of relating to disabled
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people and understanding disability to a wider public. | therefore also identify their action as
having prefigurative intent, in that they seek to develop new social norms which resist the

current situation of stigmatisation.
6. Differential Meanings and Existing Power Relations

In attempting to build new norms which challenge the constructed exclusion of disabled
people, civil society actors recognise the complexity of challenging existing power relations
and the tendency to in fact replicate power inequalities. In this section, | discuss how power
inequalities are replicated particularly at the level of actors’ meaning-making, and diffusion
or projection of that meaning. This is important particularly as | have thus far proposed that
this meaning-making, and thus intent, is central to the identification of resistance. For
example, | identify resistance where actors have identified a discursive norm and intend to
work against it. Similarly, using vulnerability as a resistant strategy is also dependent on actors
holding a subversive intention in instrumentally claiming that vulnerability to enable

continued action.

However, actors have varied understandings of the nature of vulnerability as associated with
disability, with some seeing vulnerability as an inherent characteristic of disability, while
others claim it strategically. Furthermore, the different experiences, backgrounds, and
identities of the various people involved in a group or movement result in great variance in
any desire to challenge, expand, or protest socially dominant norms. We have seen one
example of this in actors’ production of discourses of enforced positivity (Chapter 6), which
operates by alignment with characteristics or achievements which are dominantly
understood as positive. Certain actors described wanting to show positive images to regain
status lost through association with disability; these positive images present disabled people
as attaining normatively successful achievements or objectives. Here, | demonstrate how the
tension between resisting and attaining certain norms plays out in liminal resistance, which

often is both defined by and leaves space for individual meaning-making.

A clear example of the tension in the different meanings of a single project to different actors

is given by Artyom, who described a project organised by another registered CSO:

There was this very telling situation when that director said, “look, in this project
we are deconstructing the norm, we are looking for something new. But when the
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people who were participating themselves started to speak, it was, “well, we
really like working with intelligent, educated people, with people from the art
world.” So, | mean, on a rhetorical level that director from the art world is
deconstructing a norm, but the people he invites [to participate], they are, for
example, concerned with the opposite, with getting into that norm (popadanie v
normu; matching up with the norm). And so it happens that, because of this lack
of critical thinking, these people have completely parallel existences in this
project. | mean, one side is deconstructing something, and the second is
constructing something.™

Artyom describes how two different groups use the project in two different ways. The
disabled participants saw it as a tool to increase their own status by working with ‘intelligent,
educated people [...] from the art world.” On the other hand, Artyom related how the director
described the action as deconstructing a norm. | previously also mentioned the possibility of
parallel existences within Kristina’s excursion (cf. p.186), in as much as not all the people who
walked with her through the centre of town may have identified their walk as a protest march.
In that case, Kristina’s meaning-making around the excursion as resistance and as protest was
not displayed and was shared only with me after the fact. Still, this claim comes from a
position of someone who identifies as non-disabled. Kristina claims resistance while she
herself is not disabled, and therefore not herself producing the friction at the root of her own
meaning-making around resistance. Others who are immediately perceived as disabled may
experience the stares differently. Kristina may be stigmatised while moving as part of the
group of people who are identified by others as disabled. However, she does not provoke that

response by herself.

In contrast, we have the example of Aleksandra, a mother of a disabled child, who described
their retreat to private spaces in response to the constant weight of stares, points, and
comments (Chapter 6). Aleksandra’s experience of visibility was one without recognition,
where the heightened visibility of disability ‘produces [...] social invisibility’ (Siebers, 2004).
She is simultaneously ‘on display’ and ‘politically and socially erased’ (Garland-Thomson,
2005, n.p.). This is not to deny the agency of the ‘staree’ (Renwick et al., 2016) and the
recognition claims which Kristina, and others, see public presence as making in potentially
demonstrating existence, capacity, and will in response to stares. However, like the director
described by Artyom, Kristina’s privilege to choose when she wants to break a certain norm

may support her wish to do so.
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Actors’ relative positions related to the norm influence their understanding of actions and
relationship with the norm. Those who might typically be perceived as fitting with the norm
or inhabiting a more powerful social position were more ready to challenge the norm, perhaps
even gaining power through doing so. This, for example, could be the case of the director who
uses the art project to develop his own professional work. On the other hand, other
participants might wish to gain power through fitting in with the exact norm which the
director proposes the project as challenging. In describing her participation in a theatre play,
Sandabhl criticises how her ‘impairment was [...] put to use to create meaning, meaning over
which | had little control’ (2005, p. 620). Equally, in Artyom and Kristina’s cases, participants

might also be being used to create meaning with which they themselves do not agree.

The ambiguity of certain forms of resistance shapes their relationship with existing power
relations. In the example of the excursion, the ambiguity of its identification as protest
supports its existence and the very possibility of that protest. This functions on the basis that
the image projected by the excursion is one of apparent compliance with norms around
protest, if not norms around who occupies the public sphere. In challenging the latter norm
around the use of public space, Kristina identifies protest. However, the fact that her
interpretation was not shared with other group members or diffused more widely (beyond
the interview) perhaps protects participants from the feeling of being used to create meaning
which Sandahl describes (2005). A strength of ambiguous action is thus that it is ambiguous
not only towards the state. It also maintains this ambiguity towards participants, allowing
them to bring their own meanings to action. Within Kristina’s excursion, there is room for
multiple appreciations of the act of moving through the town, from a leisure activity to one

of protest.

However, the lack of open discussion within the group around these questions also limits the
degree to which such power dynamics may be elucidated, recognised, and challenged. Where
groups do not work to directly address these power dynamics, existing power relationships
may be reinscribed. Maksim attempts to challenge power relationships in having discussions
about how their informal group will act and the meanings of their actions. Still, there are
disagreements:

And so, we organised the process [like assemblies] so that everyone could express
themselves (vyskazat’sia). And so that everyone can take part in discussions and
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so on, and of course questions of power were really hotly discussed at times. For
reasons including because some people weren’t at home with (nositeli, lit.
carriers) this democratic culture.”™

In this example, certain power dynamics are recognised through discussion. Maksim aims to
work against these parallel existences within a project by aiming to flatten the distinction
between participants who are residents of state institutions and those who are not. He also
does so by actively building horizontal spaces for discussion, with the goal that each person
can express themselves, be heard, and build more collaborative meaning, unlike the working

process of the director.

However, these discussions may not be participated in equally, and may exacerbate power
inequalities as more powerful voices erase others. Other research has shown that purportedly
horizontal, prefigurative movements nonetheless reinscribe existing dominant power
relationships (Ishkanian & Pefia Saavedra, 2019). We might identify indications of this
Maksim’s example, too, as he implicitly suggests that those who are not used to democratic
culture and horizontal discussion processes need to learn and adapt to those group norms.
He frames these people as causing disagreement, and thus implicitly suggests that they might
be target for the diffusion of the norms which he proposes. Reflecting further on the
differences in backgrounds, statuses, and power, Sonia discusses working with PNI residents

as a non-resident:

Because what happens to people in institutions (internat) doesn’t only deprive
them of identity, but also all the situations and the whole system, the one that’s
organised for them, where they live in rooms [Sonia refers to either large,
dormitory-style rooms or cramped shared-rooms typical in PNI], all that says to
them, you don’t need any kind of identity at all. You don’t have one — and that’s
fine, you’re not worthy of one or you wouldn’t be able to handle one. [...] It’s this
kind of really absolute thing, of course. And here [I’'m speaking about] many
different identities, from human, civil to mental. Me going to an institution was
also about my identity because I’'m, like, cut into two halves. There was one world
and another one, which | was trying to unite. It was all about the fact that people
at the institutions, when we communicated for a long time, saw me as an absolute
god (bozhestvo) from the point of view that | have freedom, | have choice. | can
do whatever | want, but they can’t, and that automatically means that [they think]
“I'm bad, I’'m ugly, I’'m this and that,” while any person who comes from freedom
[i.e., the outside world], “they’re all-powerful, they are different, they are” — all
that_lxxvii
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Sonia’s view of how strongly PNI residents perceived the differences and lack of equality
between her and them indicates difficulties in rebalancing and equalising relationships, as
both her and Maksim aim to do. It suggests the likelihood that some PNI residents may enjoy
working with Sonia specifically for the status they might gain from it, differentiating
themselves from other residents and associating themselves with Sonia’s ‘freedom’ and

perceived ability to choose for herself.

Institutionalisation, as Sonia suggests, and the regulation of legal capacity further skews the
power balance. Artyom continues to talk about this imbalance as he compares his project
with in which he identified ‘parallel existences’:
And | said, “OK, we in the cultural sphere talk about inclusion, but how many
people have you hired to work, for example, in your fund? Or how many people
have you paid? Did you pay the director, the author of the project? And what
about the other people [who participated]?” That’s, for example, what we’re
working for now [at Artyom’s registered CSO], so that for all our exhibitions the
artists are paid and have contracts. It’s hard, for example, to do that with people
who don’t have legal capacity (nedeesposobnii), because there legally isn’t a type

of agreement [which they can contract], but we come to an agreement, and | give
them their money all the same.>ii

Here we clearly see differentiation by whose labour is renumerated and whose is not.
Artyom’s example also demonstrates how this inequality is structurally created; as many of
the disabled participants in his project have been stripped of legal capacity, there is no form
of contract which they can legally enter. He tries to circumnavigate this inequality by drawing
up an agreement and paying them, even if this agreement is technically not legally binding.
He is critical of those actors in cultural organisations and CSOs who do not renumerate or hire
disabled people. Inequity is reinscribed by who is paid for their labour in a project and who is
meant to be rewarded by their participation alone, without payment. The lack of equal
recognition of labour propagates differentiation in the power relations, disempowering
disabled people. The lack of financial remuneration shifts how they understand both the
action itself and their relationship to it. This thus underwrites multiple, parallel existences in

a project.

Laying aside the question of whether Maksim, Artyom, and others succeed in equalising
power relationships in any way, these examples highlight the possibility of parallel existences

within projects. Thus, | note Maksim’s example as both an instance of an attempt to address
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power relationships, which may nonetheless elucidate certain power inequalities left
undiscussed in other examples, and evidence of different attitudes and opinions within a
movement. My point here is that these parallel existences potentially become more
problematic in the absence of any discussion and where meaning is more loudly claimed, and

thus people with less power are more evidently instrumentalised for others’ aims.

In decreasing ambiguity by concretising and diffusing meaning, actors run the risk of
foregrounding more powerful voices, like that of the director whom Artyom mentions, and
erasing those of others. In communicating to a wider public, the non-disabled director’s
understandings of the group’s work could efface those of the disabled participants in the
group. The potential strength of ambiguity in allowing multiple meanings and existences
within a project is then limited. In acting as a loudspeaker for more powerful participants,
Artyom’s description of the project clearly demonstrates the problems which occur when
these parallel existences replicate pre-existing power structures. The director, who has the
power of social worth in line with certain norms (e.g., being part of the art world, not being
an institution resident, having a formal educational background) is willing to claim that he is
giving up power and deconstructing a norm. However, the people with whom he works are
in fact more interested in gaining power through their association with people such as him,

who, by extension, they see as part of the normatively valued group.

In describing these power relationships, | do not intend to naturalise disabled people as
inherently in a position of lesser power. | also do not intend to suggest that disabled people
uniformly seek to gain status through conforming to an ableist norm. Firstly, we see clearly
how lesser access to power is constructed in many ways, including, for example, the structural
impossibility of entering legal contracts and legally receiving pay for those without legal
capacity and segregation and exclusion in PNI. Secondly, there are disabled people who
clearly work to challenge that norm and to cultivate pride in a disability identity. Here, my
point is rather to explore, within ambiguous, everyday action for resistance, the difficulties
which actors face in disrupting and counterbalancing existing power inequalities. This same
difficulty is, of course, present in this research. Where whose meaning-making we register
around any action is also an operation of power relationships, | may easily amplify inequalities
by who | speak and do not speak with and through at interview and in analysis. It is therefore

all the more important to pay attention to those moments, implicit or explicit, where multiple



200

meanings are reported or suggested. Ambiguity of meaning has a complex quality here. It
allows continued resistance and permits people to bring their own meaning to actions.
However, it can also mean that power inequalities go unrecognised and unchallenged. By the
same token, where ambiguity is lost, the people who formalise and diffuse any specified

meaning are often those who hold comparatively greater power.
7. Conclusion

In this chapter, | have explored actors’ intent and meaning-making around ambiguous,
multiply legible actions to show that they identify these actions as forms of resistance. This
contributes to undoing the epistemological violence of failing to recognise certain forms of
resistance. Actors strategically chose not to present their actions as rights-based or resistant
to a wider audience. However, research does not have to replicate this projection. Exploring
intent and experiences of action demonstrates the importance of attending to resistance
which occurs through presence, without clear demands, or without pre-planning or
immediate outcomes beyond a narrow audience. Here, | demonstrate how rights are
reclaimed through direct action. | show how actors identify an action as resistant as it is in
process, expanding the temporality of resistance to move away from an emphasis on pre-
planned action. | also look to how actors divided the meaning of an action and how that

meaning is shared over different time periods and audiences to minimise risk.

I have shown how these actions can reinforce existing power imbalances, particularly where
they aim to deconstruct norms or shift relationships. This is a complex picture. One strength
of ambiguous action (e.g., Kristina’s excursion) conversely remains its strategic ambiguity vis-
a-vis the state, which also allows ambiguity among participants too. This makes space for
participants to bring their own meanings to action, unlike organising when meanings are
more clearly projected and formalised (e.g., the project which Artyom describes). However,
actors’ strategic choices can also create clear exclusions, intended or otherwise. Another
violence is thus present in these ambiguous, multiply legible, and inward-facing actions; they
signal the perceived need for erasure and misrecognition to ensure continued action,
responding to state rhetoric, discourse, policy, and legislation. Remaining ambiguous and
apparently non-confrontational means strategically observing certain limitations, which

themselves reinforce inequalities. While micro-politics and ambiguous action may build
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fulfilling communities, these responses also structure intersectional inequality as people find
that certain aspects of their identity may not be openly responded to, particularly within

formal, registered CSOs involved in disability organising.

Actors’ use of ambiguous, dissimulated resistance thus leads to my final set of questions,
which examine which identities exceed the boundaries of legitimacy and how actors
negotiate the resultant exclusions. Here | look at the experience within disability organising
of both people who identify as LGBTQ+ and disabled, and people who identify as LGBTQ+ but
not as disabled. CSO compliance creates as legitimate a desexualised, non-agentic view of
disabled people and the disability organising space. LGBTQ+ and disabled people are thus
produced as delegitimate actors, negotiating a complex interplay between legislative and
discursive discrimination. In my final empirical chapter, | explore how they negotiate (self-
Jerasure and exit from disability spaces, create new communities of inclusion, and

differentiate their expectations for disability and LGBTQ+ organising.
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Chapter Eight

Disability and LGBTQ+ Intersections and Exclusions

RQ.5: How do ambiguous, non-overt strategies of resistance and enacting legitimacy exclude

LGBTQ+ people? How do they negotiate their exclusion?

1. Introduction

Building on my analysis of how disability action is dominantly discursively legitimised and of
the ambiguous, infra-political forms of resistance which continue within disability organising,
| here look at LGBTQ+* identities in their intersection with disability and disability organising.
Previously, | have looked at how scope for infra-political action is created by the normative
discourses associated with disability. The evasion of recognition of disability resistance is
supported by a presumed lack of agency and depoliticization, concretised in the exclusion of
disabled people from much of material public space, an enforced discursive mode of
positivity, and discourses of victimhood and infancy. In contrast, LGBTQ+ identities are
normatively constructed as agentic and highly politicised. Where associated with disability,
the recognition of LGBTQ+ identity disrupts the dominant reading of a disabled person as a

worthy recipient of charity.

Dominant assumptions about LGBTQ+ organising differ from those around disability
organising. While the former is seen as threatening and delegitimised (Buyantueva, 2018;
Stella, 2013), the latter is legitimised through the alignment between misrecognised disability
and legitimised civil society organising. Direct expression of LGBTQ+ identity thus exceeds the
bounds of legitimised action for civil society, as well as those legitimised for performances of
disability. While disability, misrecognised, is normatively legitimised, apparent identification

as LGBTQ+ means exclusion from legitimacy. Therefore, when performing compliance and

35A note on language: most participants typically said ‘LGBT.” However, some switched between ‘LGBT’ and
‘LGBTQ+ (LGBT Kvir Plius), or only used the latter. To both reflect and encompass all participants’ language,
| here use LGBTQ+. In the specific citations used in this section, it is largely ‘LGBT’ which appears. However,
these same people cited often also used other expressions, including LGBTQ+ and Queer, in other parts of
the interviews.
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containing resistance, certain identities are erased or excluded as inherently delegitimised
and threatening. | therefore question one of the exclusions of how disability organising enacts
compliance. | ask how it shapes disability organising and is negotiated by LGBTQ+ disabled

people and LGBTQ+ people working with disability CSOs.

As | focus on sexual and gender orientations and identities, | am aware of the existing criticism
of ‘disproportionate’ focus on such LGBTQ+ organising, often by Global North/Western
researchers, and to the exclusion of the ‘majority’ of ‘other’, social CSOs (e.g., Salamon et al.,
2020). This criticism could itself be made with more care, given its potential alignment with
dominant state rhetoric which frames being LGBTQ+ as something foreign, alien, and
threatening. A focus on politicised and contentious LGBTQ+ organising has been criticised as
leading to unbalanced characterisation of Russian civil society and its capacities (e.g., Cheskin
& March, 2015; Javeline & Lindemann-Komarova, 2010). There are, of course, multiple other
intersecting identities. However, the focus on the intersections between LGBTQ+ and

disability identities and organising is important here for three key reasons.

Firstly, actors’ discussion of LGBTQ+ visibility and space for organising was tightly linked not
only to the creation of taboos and rhetorical delegitimization, but also to the thicker,
weightier power of state. Actors referred to the Federal Law No.135-FZ ‘For the Purpose of
Protecting Children from Information Advocating for a Denial of Traditional Family Values’
(2013), commonly known as the ‘Gay Propaganda Law’. This law makes it illegal to discuss or
share information about non-heterosexual relationships or orientations with people under
the age of 18. Examining the intersections between LGBTQ+ and disability organising thus
allows exploration of legislative control in interaction with dominant discursive control and
misrecognitions. | have previously demonstrated that the latter align disability organising with
legitimised civil society organising; LGBTQ+ identities disrupt this alignment. Taking ‘intimacy
politics’ as a master key in analysing power relations (Swader & Obelene, 2015), this focus
makes visible the structural creation of exclusion, particularly from formal, registered CSOs’

spaces, and actors’ negotiations of these exclusions, erasures, and silences.

Secondly, far from being over-represented, this focus in fact responds to an area of research
which calls for further development. Literature on Russian civil society has mainly focused on
LGBTQ+ identities specifically through LGBTQ+ organising. There is little research on how

those people who identify as LGBTQ+ experience organising in 'other’ thematic areas. This is
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despite these thematic areas never being truly ‘other’, or detached from LGBTQ+ people,
given the presence of LGBTQ+ people throughout organising. Furthermore, disabled people’s
diverse experiences of sexuality in Russia remain under-researched (for important exceptions,
see: larskaia-Smirnova & Verbilovich, 2020; Klepikova, 2018; Kondakov, 2018). In the wider
post-Soviet space, there is limited further research focusing on disabled people’s sexualities.
A key example is Sumskiene and Orlova’s work (2015) on experiences of disabled women in
residential institutions in Lithuania. However, the introduction to the Special Issue on Post-
Soviet Intimacies (Swader & Obelene, 2015), of which Sumskiene and Orlova’s article is both
part and the only contribution concerning disability, makes clear the relative scarcity of work
in the field of intimacy and sexualities in general, as well as its overwhelming focus on
European post-Soviet societies. The scarcity of research is even more marked when we look
at that bringing together sexualities, gender identities, and disability. Meanwhile, there is a
rich literature on LGBTQ+ advocacy, resistance, and organising. However, it mainly remains
silent about disability. Literature on disability organising in Russia too has largely not brought
such investigation of sexualities into dialogue with social movement and civil society

literature.

Thirdly, LGBTQ+ movements and organising were mentioned by some participants in this
research. Among grassroots, movement, and formal NGO participants, as well as those active
in multiple such spaces, | began to note the citation of LGBTQ+ organising as an example and
model for disability organising. These mentions came particularly from actors interested in
developing a more rights-based approach. These relatively few actors raise an important
guestion for investigating the break-down of legitimacy as it is built around disability as a
sphere for civil society action. Here, | use a few key informants to demonstrate this tension

and how it is negotiated.

Thus, in this chapter, | look at the example of LGBTQ+ disabled people and LGBTQ+ people
working and volunteering in different forms of disability organising. Looking at this particular
intersection allows investigation of how a delegitimised, politicised (LGBTQ+) and legitimised,
depoliticised (disabled) identity interact, and how this is negotiated in organising. While
previously, | have thought particularly about forms of organising and action which remain
ambiguous, here | bring back the link to recognition and identity and one way in which is it

limited by remaining apparently legitimised. | look at the influence of the legislative
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environment, particularly vis-a-vis the so-called ‘Gay Propaganda Law’, in institutionalising
inequality of recognition. This inequality of recognition was previously discussed as enforced
through the pressure to align disability organising with legitimised civil society organising,
often through alignment with dominant discourses of disabled people as passive, child-like,
etc. Here, this is extended and considered in relationship to the context specifically

concerning sexual and gender identities.

| begin by presenting how participants referred to LGBTQ+ organising as a model for disability
organising. These references also demonstrated the differences which they identified
between the areas for organising. These differences are found in terms of how legitimised
they are and their consequent capacity to have a relationship with state, as well as to make
certain more contentious, recognition-based demands. | then look at the ways in which
LGBTQ+ people in disability spaces negotiate their exclusions through self-censorship, exit,
building new spaces and hidden collaborations, and differentiating their expectations for
different organising spaces. As well as a limitation in the recognition possible from within
formal disability organising spaces, this demonstrates pragmatic responses and
understandings of the capacities of various spaces in a context where maintaining a

relationship with state requires performances of compliance.
2. Disability and/versus LGBTQ+ Organising

Civil society actors referred to LGBTQ+ organising as an example for disability organising in
three main ways. Discussing LGBTQ+ organising as a normatively positive model, these actors
identified it as: presenting an overtly rights-based position; working for de-stigmatisation and
pride in identity; and in modelling inclusion which names and responds to at various
structures of oppression. Actors also contrasted LGBTQ+ and disability organising. These
contrasts demonstrated the discursive delegitimization of certain framings and identities
which LGBTQ+ organising clearly promotes. Comparisons with LGBTQ+ organising, and the
presence of LGBTQ+ people withing disability organising, therefore demonstrate both one
limit of identity-based legitimacy and a tension in disability organising. Disability organising’s
relationship with state is predicated on a limited recognition of disabled people, which
excludes LGBTQ+ identities. Compliance both offers disability organising certain opportunities

which LGBTQ+ organising cannot access and depends on the exclusion and self-censorship of
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LGBTQ+ identities. In this section, | present LGBTQ+ organising as a model for disability
organising. | then discuss how disability organising is shaped by compliance and the need to

maintain a relationship with state.

Some participants identified LGBTQ+ organising as presenting an overtly rights-based position
using discourses of equality and citizenship. This position was notably different from the
ambiguous, hidden rights work, and dissimulated resistance of much formal disability
organising which | discussed in previous chapters. As a disabled person involved in both
disability and LGBTQ+ organising, as well as in an intersectional organising group, Fyodor was

a key informant in this area. He observed that:

The LGBT community is very strongly woven together in principle with the civil
movement (grazhdanskoe dvizhenie), which already exists in Russian now. [...]
When we talk about the inva community (inva soobshchestvo, disability
community), it’s not...,- disability (inva) activists, most of them don’t see
themselves as some kind of general civic activists, like, the disability (inva) agenda
is kind of separate. And disability (inva) organisations don’t reflect at all on the
topic of freedom of speech, or on the topic of-, nothing. There’s some kind of
separate disability (inva) world.»

Participants also referred to LGBTQ+ organising as a model for inclusion. Fyodor also spoke
of the LGBTQ+ movement as claiming to be inclusive when ‘they’ve actually got that
inclusion.”™ He differentiated this from disability organising, which he perceived as
promoting a caveated inclusion in fact excluding LGBTQ+ people. Sasha felt similarly that
LGBTQ+ organising had more strongly developed intersectional, non-discriminatory modes of

organising:

Also, | feel that in general in the Queer culture of NGOs and LGBT organisations,
who, maybe have some kind of intersectional approach, you can say that it’s
basically common practice (priniato) to think more about how accessible events
are for different people. Not only about LGBT, but it’s also generally in principle
common practice to think about different kinds of discrimination. [...] In LGBT
spaces | have often come across this practice, that there it’s not only homophobia,
biphobia, transphobia that aren’t allowed, but also sexism, racism, ableism, and
so on. [..] [But] the other way round works worse. Yes, because, generally,
communities of people with disability, in the first place, are quite closed. [...]
Among them there are LGBT people and then, yes, these people somehow cross
over (peresekaiutsia, intersect), but in general there isn’t usually discourse about
LGBT just like that in disability spaces.”
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Participants also referred to LBGTQ+ organising as a model for how to de-stigmatise certain
identities and work to claim pride in them. The metaphor of ‘coming out’ and becoming visible
was used by some participants to describe the process of positively presenting their own
identity as a source of strength, rather than of shame. In reference to de-stigmatisation and

pride, Boris said:

Then, it was at the end of 2015, | said that [the movement he participates in] has
to learn from the LGBT movement on some methods and rules. [...] Look, | believe
that the LGBT movement in Russia is the biggest movement playing a big role in
the de-stigmatisation of certain topics. [...] That’s why | believe that the LGBT-
movement [...] plays a big role in the issues which aren’t discussed in society, but
which nonetheless very important for society. [...] One of the lessons is that,
possibly, if people don’t hide their diagnoses, then what’s the meaning of pride
(praid), it’s not just demanding rights, it’s also demonstrating your sexual
orientation or your gender identity.*

However, while actors identified LBGTQ+ organising as an example for disability organising,
they also differentiated between the two. They spoke about how assumptions around
disability differ to those around LGBTQ+ identities, and why disability organising does not
operate in the same way as LGBTQ+ organising. Looking further at these assumptions
demonstrates the argument identifying alignment between dominant discourses around
disability and legitimised action for civil society (Chapter 6). Fyodor exemplifies some key
parts of this argument in describing the work of his intersectional grassroots ‘initiative group’

(initiavtivnaia gruppa), which works around sexuality, gender identity, and disability:

When you start to tell people that actually there are situations where one thing
is laid on top of the other, then people’s mind starts to give out because that
already kind of breaks the stereotype (shablon, mould), right? Because we
understand that Russia’s an Orthodox country and generally many people have
this kind of thought that people with disabilities, basically, you need to help
them, let’s say for example, it’s charity or even not charity, it’s this kind of
thought, like, you just have to do it. Well, it’s some kind of church (tserkovnyi)
perception, right. That’s one relationship to a person. And if at the same time as
that he’s, for example, gay, and the television is telling you 24 hours a day that
gay people are the henchmen of the West sent to destroy, | don’t know, our
spiritual, great-power, moral everything everything everything, then you’ve
already got a different kind of relationship to that person. And if it's all
intertwined in one person, then a person [...] doesn’t understand how to relate
to them. And that’s the moment when some social clichés (sotsial’nye shtampy)
start collapsing slowly, right, and then you can talk about some wider topics,
about how, basically, we all have rights.>i
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Fyodor refers to the perception that non-disabled people have an obligation to help disabled
people. At this point of the interview, he relates this primarily to a church-related perception
(tserkovnoe vospriiatie). Later in the interview, he discusses it as part of dominant discourses
around disability, also present in disability organising itself, which emphasise charity and does
not recognise the rights-based claims of disabled people. The trope of non-disabled people
helping passive disabled people out of charity (cf. Chapter 6), is foundational to how disability
action is naturalised as overlapping with social welfare, charitable, legitimised action for civil
society. Here, Fyodor says that this mould is broken when a disabled person is understood

not only as disabled, but also as gay.

Precisely how this mould is broken delegitimises this sphere for civil society action. In Fyodor’s
phrasing, being ‘gay’ is equated with being ‘henchmen of the West’ who are ‘sent to destroy’
Russia. In terms of the discursive and legal regulation of civil society, this phrasing reflects a
mode of delegitimising civil society action which operates by ‘render[ing it] as influenced by
outside forces intending to harm Russia and its people’ (Frohlich & Jacobsson, 2019, p. 1153).
Fyodor suggests that this point of view is supported by dominant religious ideas and the
television. Although not explicit, this also suggests a link with state rhetoric, as much of the
television is recognised as state-aligned (Hutchings & Tolz, 2016). Thus, when a disabled
person is out as gay, they disrupt dominantly translated expectations that they are a
deserving, passive recipient of charity. In doing so, they also disrupt their intersection with a

legitimised form of civil society action.

In Chapter 6, we have seen mothers performing a gendered, caring role which positions
disabled people as children. These mothers face criticisms, may be seen by the state and other
CSOs as shouting and irritating, and have to perform the role of the ‘good mother’ in order to
redress some stigma and blame which they may face as mothers of disabled children (larskaia-
Smirnova et al., 2015). However, they are both tolerated and not delegitimised as politically
threatening. Furthermore, their presence may legitimise organising, both through associating
the disabled person with the role of a child and by suggesting ‘hysteria’, rather than threat.
In contrast, claiming an LGBTQ+ identity disassociates the disabled person from that
legitimised position as a child and occupies a position which has been delegitimised as

politically threatening (Kondakov, 2014, 2018).
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The inherently delegitimised nature of LGBTQ+ organising was itself a difference from how
disability organising is dominantly perceived. Actors suggested that, because LGBTQ+
organising was so delegitimised and could not have any relationship with state, it had in fact
gained greater freedom and strength than disability organising. They felt that the latter was
hampered by its strategic decision to maintain a certain relationship with state. Disability

organising was thus seen as more cautious and restricted. For example, Fyodor said:

If the organisation receives money directly from the state, then it’s clearly not
going to put forward any,- well, | mean to say, it’s not going to do any protest
activity (protestnaia aktivnost’). You won’t have any positional demands
(pozitsionnye trebovaniia). Just because it’s the hand that feeds. [...] There are
organisations which depend directly on the state and then, well, who pays the
piper calls the tune. That’s the first thing. Second, even if an organisation is
actually independent, right, it’s still going to think a few times, “will | get hit on
the head if someone wants to hit me on the head [for this].” And so that really
slows things down. [...] Why is the LGBT community (soobshchestvo) so strong and
politically active and, well, basically does a whole load of stuff? — in their activity
there has not been any involvement of the state. | mean, everything that they’ve
done, they’ve done in spite of state action. In the inva-sector (inva-sektor,
disability section), it’s all exactly the other way around. | mean, there’s a huge
amount of attention from the state, attention exclusively from their own position
(vnimanie s svoei kolokol’ni), with their kind of worldview and it really slows things
down, because again there’s a lot of containment in that kind of action, so | mean
instead of organising an 1000-person meeting of wheelchair users (koliasochniki)
with the demand that the metro is made accessible, for example, what actually
happens is the opposite that some kind of pro-governmental organisation, [brings
together a group of wheelchairs users to check the accessibility of a museum, and
then uses that to show that] in the country work is ongoing in order to ensure
accessibility. So, it works out that the state is substituting itself in for the private
(chastnyi) third NGO sector, and in fact by doing so is sabotaging its [i.e., the NGO
sector’s] whole work. ™V

Fyodor thinks that the state influences CSOs, even when they are not directly financially
dependent on the state. He suggests that registered CSOs think twice before engaging in
activity critical of state positions. Whether they receive funding from the state or not,
registered CSOs may be subject to administrative restrictions or other sanctions. Unregistered
CSOs perhaps have more latitude here as they are not necessarily made visible to state via
their registration. Nonetheless, the individuals within them may still be subject to sanction.
Fyodor mentions the possibility of negative consequences which state actors could set in
motion ‘if someone wants to.” This echoes my previous discussions of the context for civil

society organising, including the interplay between the facelessness of power, the possibilities
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of instrumentalising legal mechanisms to restrict CSO action, and an awareness of the rules
of the game which produce self-censorship and compliant behaviours. Fyodor believes that
the need for CSOs to cooperate with the state to achieve certain goals has shifted the
development of formalised disability organising towards less confrontational lines. As |
discuss below, the shift towards action which is not overtly confrontational is part of excluding

or causing, directly or indirectly, the (self-)censorship of LGBTQ+ people.

What Fyodor identifies as a weakness of disability organising could also be seen as a strength.
Unlike LGBTQ+ organising, some parts of disability organising have the option of working with
the state, while other actors within the disability organising space take on more contentious
roles. This could be a strategic division of labour which allows a wider range of organising and
campaigning to co-exist. However, LGBTQ+ identities are widely delegitimised and struggle to
co-exist with the consensus of a wider disability organising sphere. In some cases, failure to
engage with LGBTQ+ identities stems from discrimination, rather than a strategic choice to
maintain a wider range of action across a range of differentiated actors. While some saw
LGBTQ+ organising as a model in developing a broader identity and recognition claims, others
rejected LGBTQ+ organising entirely. These views may interweave with and be legitimised by
state-led delegitimization discourses. Fyodor comments:

Part of those people, even those who are themselves activists, they are still

homophobic, | mean, they are still going to have been only just telling you about

how, like, equal rights, all that, right? And then you start talking with them a little

bit about gay people and they say, “No, gay people, gross. Stop.” Not everyone,

not everyone, but part of them. Another part, they understand on an intellectual

level what you’re saying to them, right, so like, equal rights, all that, a common

agenda, the intersection of some of our spheres of action, that actually

cooperation would be objectively in the interests of both sides, right, because,

well, all the same you always need allies. And there you'll see that it’s already a

kind of different level, but all the same you understand that [it’s a] no, because of

the state, no, because of fear, no, like, | don’t know, because tomorrow they’ll
come with some kind of inspection and shut us down ™

Fyodor and Artyom describe registered CSOs as unwilling or afraid to collaborate with or
openly support LGBTQ+ organising. While some make this choice based on values, some have
fears which are driven by their concern to be able to continue immediate, concrete, and often
urgent action. As | have demonstrated previously, actors avoid politicised action to protect

the individuals with whom they work and ensure that their CSO may continue action (Chapter
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5). The possibility of sanction makes CSO actors risk averse, particularly where it concerns

public action on the part of a CSO. Fyodor continues:

| have good relationships with people who work there [in a registered CSO] and,
like, with their management and, again, on the level of our values (na
tsennostnom urovnem), we understand each other. But it doesn’t go any further
because, we, you can explain it in different ways, but the heart of it is that, like,
“We don’t want to take a risk because it’s not something that exactly on our
agenda.” The reasoning goes that “we do a lot for people with disabilities (/iudi s
invalidnost’iu) and that’s our main task. Well, if we turn around and start with all
that, it jeopardises (stavit pod udar) all that good work that we are doing. It’s a
kind of moral choice. [...] And here, [as an CSO] all the same you have to be in the
same room as [members of government] because, like, even with all that, even
though these are far from being the nicest individuals, all the same they do
something, sometimes they are your tactical allies. And that’s an awful feeling and
very many people who work in the non-commercial sector,- no matter what they
do, everyone who, for example, helps children who urgently need some kind of
operation,- they very often have to work with these kind of people. And that’s
really hard because you know what kind of people they are. You know where that
money’s from. It’s morally flawed, but at the same time you know that if right now
you don’t work with them, then a concrete child is going to die or a concrete ramp
is not going to get built. Basically, you won’t have anything at all.>i

Previously, CSOs’ prioritisation of urgent service delivery and medical care has been
associated with the absence or irrelevance of rights-based approaches (cf. Rasell & larskaia-
Smirnova, 2014; Thomson, 2002). However, as | have demonstrated in the previous chapter,
this equation does not necessarily hold up. Within formal CSOs and other spaces, there are
people who view their work as rights-based, even if they strategically do not overtly frame it
as such. Furthermore, an action may still promote a certain right or rights, even where it is
neither understood, nor framed in that way by its actors. Nonetheless, the choices made by
formal CSOs demonstrates how a hierarchy of exclusions is created in an environment in
which actors perceive it necessary to make a choice between, on one hand, maintaining a
relationship with state to deliver certain services and, on the other, making wider claims
about disability rights and identities. Fyodor describes actors as thinking of work for LGBTQ+
rights as peripheral to the main work, which cannot be sacrificed. In Fyodor’s telling, these
pressures result in a disability sector which is largely case-based and uses charitable
approaches:
[Disability CSOs take] this case-by-case approach going by concrete cases, not big

campaigns, constantly being cautious about the state, using this rhetoric of
downtrodden (ritorika ugnetennykh) slash charity, that all creates...- It helps for
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some things. Tactically maybe it helps a concrete boy get a concrete wheelchair.
But it doesn’t solve big problems. [...] So [disability CSOs work with] some specific
concrete cases. Again, in that all, there is a very strong flavour of the concept of
charity. Because, when you do something for people with disabilities, and this is
in the position of the state, the rhetoric you hear on TV, and, unfortunately, what
representatives of the disability community (predstaviteli inva-soobshchestva) say
too, all the same you have the rhetoric not of “let’s get this boy an electric
wheelchair because it’s written in the constitution that everyone has the right to
move around freely and la la 1a,” no. It sounds like this: “Look what a wonderful
little boy, he’s having such a bad time without this wheelchair, but we’re all good
people, you should share what you have, and, anyway, this [needing to use a
wheelchair] could happen to anyone.” i

Fyodor identifies the use of discourses of charity and, just prior to this moment in the
interview, describes CSOs who use images of disabled people as ‘pure souls’ and ‘heavenly
angels.” While not all CSOs take such an approach, these dominant discourses around
disability nonetheless remain present and support the charitable logic which legitimises
disability organising in Russia. However, as Fyodor himself recognises, the charitable
approach ‘helps for some things.” This aligns with my suggestion that apparently legitimised
framings may be tactically chosen both to dissimulate actors’ strategies of resistance and to
achieve certain goals (Chapter 7). Moreover, this also suggests an avenue for the division of
labour among a wider sphere of disability organising and different viewpoint of that
organising. It is not necessary for there to be consensus from all parts of disability organising
spaces those groups like Fyodor’s to recognise the utility of other CSOs’ case-by-case, service
provision work and to perhaps perceive it as allowing them to engage in other, more
contentious work. However, this is made difficult precisely as the discursive choices which
these CSOs make, however strategically, in their public framing of action in fact exclude many
disabled LGBTQ+ people. As | show below, this can make it harder for them to access CSO
services. The perpetuation of images of charity and disabled people as infantilised, ‘heavenly
angels’ also reinforces the patronising and objectivising modes of interaction which disabled

people reported commonly experiencing.

Fyodor’s grappling with the nature of disability organising and its differences in comparison
to LGBTQ+ organising suggests the strategic limits of identifiably contentious work for
disability organising in Russia, where the latter seeks to maintain a relationship with the state
and to avoid sanction. The choices which CSOs make in response to their environment create

exclusions. The state-led rhetorical environment and legislation thus both structure the
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misrecognition and exclusion of aspects of disabled people’s experiences. Where a disabled
person claims sexual agency and a sexual identity, they break the stereotypical understanding
of a passive disabled person deserving of charity. They leave the realms of ‘heavenly angels’
and become people who are ‘unworthy’ or delegitimised, both as recipients of civil society
support and participants in civil society organising. In the next section, | explore how LGBTQ+

people negotiate these exclusions.
3. LGBTQ+ and Disabled: Negotiating Exclusions

| previously quoted Artyom saying that working with disabled people is ‘a kind of politically
comfortable image in Russia to show how good we are, [to show] that there is some kind of

social responsibility in the country.”™ii Immediately after this, he continued:

We’'re again trying to take into account that, the thing is, we’ve got many LGBT
people, including among [PNI] residents [with whom Artyom works], and I’'m also
from the LGBT community too. [Artyom refers to the LGBTQ+ events he has
worked on.] | have serious problems that | can, for example, speak about a person
with disabilities, but | can’t speak about a person with LGBT disability (o cheloveke
s LGBT invalidnost’iu). Our organisation doesn’t know how to work with that,
they’re afraid of it and don’t want to.”

LGBTQ+ people are, of course, present throughout disability organising. However, their
presence often remains silenced. As Kir said, ‘You end up with the impression that it’s an
entirely cis-gender, heterosexual community,’”* although this is not the case. Artyom

discusses LGBTQ+ presence in the formal CSO for which he works:

The organisation takes the position that we have many employees, many LGBT
employees, for example, many people who go to protest marches, for example.
But we are banned, | mean, we go there not as representatives of the
organisation, but just as individuals. When | participate in LGBT events, it’s “take
part, but don’t mention [the CSO]”. There was a round table about LGBT and
disability a year ago, which [a grassroots informal organisation] organised. And it
was so stupid, because all our colleagues came, all these faces we know, but |
wasn’t allowed to write [the name of the CSQO], with everyone knowing each
other, but, for example, it’s not written on my badge. And the whole time you are
saying, “now | work for a big charity organisation in [city].” It's just the pits
(marazm). But that’s the reality. Because there are Orthodox grants, because the
organisation actively cooperates with the church.*

Artyom’s description identifies several points which | explore further in this section, focusing
on how actors negotiate and respond to them. LGBTQ+ experience within disability organising

(including disabled people who identify as LGBTQ+ and non-disabled people who identify as
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LGBTQ+) is not discussed and often deliberately silenced out of concern for organisational
survival. This is based on the fears of sanctions or negative impact on receiving funding. Here
Artyom relates this to Orthodox grants and cooperation; elsewhere, actors continue this link
with Orthodoxy to draw a line to the state’s generally conservative rhetoric. They reference
laws on publicly offending religious beliefs and against ‘Gay propaganda’ as having a
restrictive effect on formal CSO organising. | have introduced the latter law above. The former
refers to Article 148 of the Russian Criminal Code, which declares it a federal crime to publicly
conduct actions with the express purpose of insulting religious beliefs. The article was
adopted in 2013 in the wake of the Pussy Riot case, brought against the protest group for

staging a performance inside the Cathedral of Christ the Saviour in Moscow in 2012.

In response, LGBTQ+ people hide aspects of their identity within disability organising spaces,
exit these spaces, and create their own spaces. Building on differences in expectations and
possibilities for disability versus LGBTQ+ spaces, some activists also differentiate their
expectations for both; they in fact expected more work to support disabled people to come
from LGBTQ+ spaces, rather than disability organising to support LGBTQ+ disabled people.
This was based on the logic that LGBTQ+ organising is anyway delegitimised and by definition
cannot currently have a collaborative relationship with state. Thus, they have no reputation

to build or maintain with the state, unlike disability CSOs.
3.1. Exit and (Self-)Erasure

People who identify as LGBTQ+ commonly described having to hide their sexual orientation
and/or gender identities. In some cases, participants did not feel comfortable being out in the
CSO in which they worked or volunteered. However, actors also were directly requested to
hide their identity by other members of the CSO. For example, Daria discussed her
experiences across two formal CSOs and a grassroots initiative (nizovaia initsiativa) at a state
school:

They asked me there not to talk about that, at [formal CSO], not to show in anyway

my close relationship with my girlfriend, who was working alongside me [i.e., on

the same project at the same formal CSO], and not at all to talk about those topics

with the [people using the CSO’s services]. It was already a bit late, because there

had already been some moments when someone had asked me, “Do you have a

boyfriend?” And | said, “No, | have a girlfriend.” And people went away, thinking
about it. Nothing bad happened, plus we didn’t break the law, there everyone was
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older than 18, but, anyway, that happened. Then | worked [at a grassroots
initiative (nizovaia initsiativa) in a state school]. [...] But there were the same
limitations there. They also said to me before hiring me, “Please delete from your
social media all the information linked to LGBT-politics and stuff like that, because
you know that we’ve got all kinds of Orthodox extremists here, and if they find
out about us, they’ll turn us in (nastuchat) and our whole project will get shut
down.” | actually found a way out because | realised | couldn’t delete all that
information, because there was a whole load of it, [so] | just changed my name on
all my social media, so that it was harder to match them [i.e., my social media
accounts] up with me. [...] So, works out that those [grassroots] initiatives have
their own limitations too when they’re working with state structures.*l

Although Daria works with adults only, who, as she notes, are not subject to the so-called Gay
Propaganda Law, she has been told to hide her sexual orientation. As with the Foreign Agents
Law, the weight of the Gay Propaganda Law is felt also outside of its remit as technically
written on paper. It still causes concern on the part of CSO leadership that their CSO could
have the law turned against them and lose their project. This was also the case for the
grassroots initiative, which Daria linked to its operation within a state school. This equation
was again common, where proximity to state or working within state structures meant that
the CSO had to engage in reputational work and compromise to ensure that they may
continue action. It also demonstrates the fear, uncertainty, and concern to maintain projects,
which generally cause people to make highly strategic choices to protect CSO action (Chapter
5). Here we see how these choices shape the lack of open recognition of LGBTQ+ people in

the disability organising sphere.

In negotiating how she responded to the request to hide her support for LGBTQ+ rights and
own identity, Daria demonstrates resistance in her compliance. It was important to her that
she was out and open about her relationship; she mentioned it casually when asked, rather
than hiding it. When asked to remove material from her social media, she rather changed her
name. Practically, of course, she suggests that it would have been hard to remove all the
material she had online. However, she also discussed in the interview how having such
material on her social media pages was an important part of other forms of activism in which
she is involved and personally important to her to keep. While resistant, her response
demonstrates another retreat towards the ambiguity which is so commonly mobilised to

permit continued action.
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While Daria was directly requested to hide her orientation and negotiated her compliance so
as not to entirely erase her identity and activism, Kir described a different situation. They have
generally left disability organising, as they do not feel welcome there. However, they still
occasionally find themselves forced to interact with certain CSOs and online resource groups
to access advice or services which are more impairment specific and not otherwise available.
In online activism and commentary, Kir actively manages who they may be identified by; they
do not wish to be openly identifiable to everyone as a trans activist. Talking about one article
in which they described themselves as such, they said:

If I’'m honest, | was even afraid of putting my name out there because | was afraid

that acquaintances of my acquaintances could come across the article, people |

really don’t want to inform about who | am. [...] Now I’'m more careful and

sometimes when | write some material linked with LGBT and disability,

particularly in some very public places, | sometimes am afraid of putting my name

out there. The people who know me as an activist will recognise me. And the
people who don’t know me, what difference does it make [if ’'m named or not]?*ii

Here again is the strategy of turning inwards and curating who has access to which
information (‘people who know me as an activist will recognise me’). Information is available
to those who are already in the know through other channels. Otherwise, Kir suggests that
their individual identification is not important and potentially risky. Generally, Kir self-censors
and erases aspects of their identity within both disability and public-facing forums. They
described largely removing themselves from disability spaces based on the impossibility of
being open about their identity there, despite, as we will see below, the fact that they would

have been interested in being involved with formal disability organising.

Asked about accessing advice or services within disability spaces, Kir said that doing so would
meaning having to self-censor, erasing the fact that they identify as ‘non-binary, trans, [and]
pansexual.””®V Although not directly asked to do so, their expectations and perceptions of
disability organising spaces mean that they do not believe that they would be accepted there
if they were out and open. Kir says:
Really, there are actually complications with that because | can come to the LGBT
community [as opposed to the disability community and CSOs] and say, “guys, |

have [this disability].” Of course, they’ll need to get used to me, but generally no
one will give a damn about it, really. [...] But it's a been a really long while that |
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don’t speak to the so-called All-Russian Organisation [Kir specifies which one],3®
because that’s really difficult. | don’t go there because | wouldn’t be able to be
there. | could be there as a disability activist (inva-aktivist), that’s not a problem.
They, maybe, would even be happy to have me as I’'m quite a young, proactive
person, to the extent of, as it were, my capabilities. But | will not be able to come
out there as LGBT because they’ll chase me out of there with a yard broom
(pogoniat menya “poganoj metloj”),*” as it were, and | won’t even try. No, I'd find
it interesting and, maybe, important to go to them [the GONGO], do something
myself, ask for support from them. But I'm afraid that that’s not possible.*V

Later in the interview, we spoke about CSO services which Kir felt they might need, for
example to finish their studies and find employment. Despite recognising their need for
certain services, they felt blocked particularly from accessing in-person CSO services, as
accessing them would mean having to hide that they were trans. Kir said, ‘I think that | would
hide [being trans]. [...] So, going there as a trans person (trans-chelovek) is just really

dangerous, | think. Like hell anyone there needs me.” Vi

Kir nonetheless describes certain services as necessary, for example advice on certain
disability entitlements or assistive technology. They negotiated this by, where necessary,
mainly accessing services online. Online, asynchronous, informal supports, like forums and
social media groups were particularly useful. Kir explained that using these forums and groups
made it easier both to mask their identities and to disassociate from how they were forced to
refer to themselves online. Kir described that using the incorrect pronouns to refer to
themselves was easier when they could shut the laptop and go away from the space
whenever they needed to take a break, unlike in offline, synchronous, in-person situations.
Where possible, they also sought such advice among informal groups of disabled people who

were often also LGBTQ+ and with whom they felt more comfortable (Section 3.2.).

There are clear consequences to how difficult it is to access services from within disability
spaces. Often, these services are not replicated outside of disability organising. Therefore,

people experience a choice between foregoing services or censoring delegitimised aspects of

36There are only three ‘All-Russian Organisations’ and they have some division by disability (namely: All-
Russian Organisation for Deaf People; All-Russian Organisation for Blind People; All-Russian Organisation
for Disabled People). As described in presenting my methodology (Chapter 2), | have therefore redacted
the exact organisation to which Kir refers to better maintain anonymity.

37In Russian, ‘poganaia metla’ refers to the unclean broom used to sweep out the outhouse. Kir suggests
that they are considered so unclean that, beyond just being chased away with a household broom, they
would be chased away with the dirty outhouse broom, so as not to spoil the normal one.
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identity to safeguard their access. Exit from disability spaces and the creation of new spaces
may importantly offer community and support which LGBTQ+ disabled people otherwise lack
(Section 3.2.). However, the LGBTQ+ sphere does not respond to the full range of disabled
people’s needs. The LGBTQ+ sphere may support recognition claims, build community, and
be in many ways transformative for those within it. Still, it does not, and indeed cannot,
engage in the direct service provision which is currently conducted by disability CSOs. LGBTQ+
disabled people’s need to self-censor to access necessary services from disability CSOs
demonstrates that this is not experienced as a simple division of labour among spaces which
all people access with equal comfort. Rather, where it is impossible to exist comfortably
within disability spaces, actors both exit towards other spaces and create new spaces and
communities where they can feel accepted and comfortable, even at the loss of certain
specialised services provided only by disability CSOs. Misrecognition operates unequally and
is structurally underwritten to disproportionately exclude those whom dominant discourses
and, particularly, legislative and policy conditions remove from legitimacy. This
misrecognition negatively affects redistribution, where the latter is understood as that

accessed through LGBTQ+ actors’ engagement with CSO services.
3.2. Ground-Up Initiatives and Dissimulated Collaboration

In response to the failure of disability spaces to openly accept and welcome LGBTQ+
identities, actors create or engage in grassroots initiatives and dissimulated collaborations.
Some actors create or join intersectional movements which are organised around recognising
LGBTQ+ disabled people. Actors also move into LGBTQ+ spaces, finding it easier to be included
and accepted there than in disability spaces. Actors interact with formal CSOs in individualised
and fragmented ways, often through informal, intersectional disability movements. Through
these dissimulated collaborations, they try to influence formal CSOs through their individual
members and aiming at longer-term change within the sector. Identifying movement
between different spaces and dissimulated collaborations responds to weaknesses in
accounts which have not recognised or ‘downplayed’ connections between individuals and
social movements (Yates, 2015a, p. 241) and between formal, registered CSOs and

movements (cf. Glasius & Ishkanian, 2015).

The lack of recognition of LGBTQ+ people from within disability organising motivated the

initiation of the intersectional movement in which Fyodor participates:
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He [i.e., the initiator of the group] spent a lot of time working with people with
disabilities, [...] and at the same time he’s gay and a significant part of his work is
linked to LGBT activism. And so, he kind of was telling me that one day he realised
that what was going on with him was kind of strange, that his life is like divided
into two parts, that there’s like LGBT people, gay people over there, and some
kind of movement around that, and then over here there are disabled people and
they’re kind of separate. But, actually, there are people who are really in both
categories. Vi

Experiences like those outlined above from Daria and Kir demonstrate that it is difficult to
respond overtly to these categorical divisions from within formal disability organising spaces.
In the case that Fyodor describes, the inability to do so from within the disability space led to
the founding of a small grassroots movement and community which focuses particularly on
rights of disabled, LGBTQ+ people. As well as the building of new initiatives, some actors’ exit
from disability organising spaces results in movement to existing LGBTQ+ spaces and
community building within those spaces. Kir describes their experience of beginning to join
the LGBTQ+ community:

When | came as an activist to the LGBT community, to the Queer community, |

realised that here the situation is even more interesting. On one hand, it’s all a lot

better because in the LGBTQ community you meet people with different identities

and it’s hard to surprise a lot of them. But on the other hand, it’s all a little more

complicated because it’s kind of unusual that I'm a [disabled], non-binary, trans,

pansexual person. It’s a very interesting combo and people are surprised that |

can have other identities aside from being [disabled], that I’'m not part of the cis

or heterosexual community. | don’t even know why, in principle, [they think that]
| couldn’t have some kind of gender identity or sexual orientation Vi

As Kir says, movement into LGBTQ#+ organising spaces as a disabled person was not entirely
smooth; stereotypes and lack of awareness around experiences of disability also exist there.
They reference the assumption that disabled people are asexual (‘[they think that] | couldn’t
have some kind of gender identity or sexual orientation’), reflecting dominant discourses by
which | previously discuss as legitimising disability by disassociating it from the political realm
by infantilisation and desexualisation. Still, they found it possible to be open within the
LGBTQ+ community about aspects of their identities and experiences which they felt forced
to occlude within disability CSOs. Furthermore, they described how they were quickly
welcomed and included with LGBTQ+ spaces. They identified their work to facilitate this
acceptance as activism; Kir made various interventions, both in person and online, to inform

and educate about disability. They described how these interventions were shared and
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amplified by key members of various LGBTQ+ spaces, supporting their inclusion. These
LGBTQ+ community members also saw the development of inclusive access measures within
LGBTQ+ spaces as a strength which increased the reach of their events. Some disabled people
attended LGBTQ+ events despite no prior interest in LGBTQ+ culture and driven only by the

availability of access. For example, Sasha commented:

There are so few places with visual description (tiflokommentirovanie, audible
narration of visual elements) that even people who don’t identify as LGBT and just
generally maybe don’t really even have much interest in Queer culture, they still
came to our event to hear how it was commented for them, because there’s this
kind of demand (potrebnost’, need) for it. And on the whole the reaction [to them
bringing in further accessibility measures] was very positive.**

Kir found their online activism important not only in building their relationship with the
LGBTQ+ communities with whom they also interact offline, but also with LGBTQ+ disabled

people both online and offline. Kir explains:

When | came out [online] and changed the pronouns | use to write about myself,
| also started publicising some LGBT events, organisations | went to, and suddenly
people started to come to me [online], some of them staying anonymous, but
some completely openly coming to me, people who are themselves LGBT with
disabilities (LGBT s invalidnost’iu). We spoke about how it’s really important for
us, having community solidarity is really important, when we meet, and when for
us there are certain intersections in our identities (peresecheniia v
identichnostiakh). For example, one person came, they wanted to stay
anonymous. Of course, | didn’t force them to speak with me and didn’t try to
deanonymize them. They just wrote that it was really important for them to read
my posts. Another person came to me, a blind (nezriachaia, non-sighted, lit.: non-
seeing) homosexual woman (gomoseksual’naia zhenshchina). We wrote to each
other directly, [...] for her it was important to speak with me because few people
know about the fact that she is homosexual, and she knows that | will get her
because we can have similar difficulties. We can ask each other some technical
questions, some legal questions, all those kind of things. There was another
person too, we’re still in touch [...]. We started to speak and she had a similar
difficulty to me: she was an active, public figure, she [had won prizes in
competitions run within disability spaces] and everything was very cool, but she
couldn’t come out as LGBT. [...] You constantly speak with a whole load of people,
but you can’t say that you’ve got a girlfriend, because you can’t say you’ve got a
girlfriend. It works out as if you don’t have any kind of personal life, although you
do. [...] When people with disabilities who also relate to the LGBT community
started coming to me, for me it became a really important motivating factor, first
of all because they show me that we aren’t alone, and also because |, with my
activism and what | write, show them that we aren’t alone.¢
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Kir identifies as activism the act of publishing material online on LGBT events and coming out
themselves as trans. This aligns with the resistance paradigm (Chapter 3), which identifies as
a form of resistance such actions where intended as such by an actor and where they interact
with stigmatisation and exclusion. Stating that they are trans allows others know that they
are ‘not alone’, even in cases where people may read the site without leaving any comments
or leave comments anonymously. | would extend the concept of the passive network of
recognition (Chapter 3, cf. Bayat, 2013) to include that which may be brought into being by
online posts such as that of Kir. These passive networks create the possibility for imagined
solidarity and fragmented action conducted by an atomised group which is perhaps smaller
than those to which Bayat (2013) applied the concept (e.g., people living in material poverty,
women). This possibility is particularly important under conditions of constructed
vulnerability where actors perceive visibility to be potentially dangerous. Here, Kir’s actions
are an example of creating a space for existence and breathing room for people who may not
wish to publicly identify themselves. Online space is able to bring together, asynchronously
and across material space, a fragmented, smaller group whose members need another person
to show them that they are not alone. It simultaneously enables people to maintain their

anonymity, if they want to do so.

The online platform does not only act to discuss questions relating directly to identity. Rather,
Kir suggests that it also becomes a comfortable place where people feel they can get answers
about ‘technical’ and ‘legal questions’ relating to disability. As | showed above (Section 3.1.),
Kir felt discomfort turning to disability CSOs who could answer these questions, but which
were hostile to their identities. In contrast, by building an online space, they in fact develop a
space of mutual support where such questions can be answered without any conditions

around a disabled person’s identity.

Online space is also important in challenging another form of difference identified between
LGBTQ+ and disability organising. Some actors also mentioned that, unlike LGBTQ+ events
and protests, disabled people could often not gather both because of the inaccessibility of
material space and because of the resources and energy taken to manage physical
embodiments of disability. For example, Sasha said that activism was harder because the
world is ‘adapted’ (prisposoblen, physically set-up) for abled people. They gave the example

of another intersectional disability collective: ‘they have really far more problems [than
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LGBTQ+ organisers often have] to find a place, for example, which could be accessible for

people with different kinds of disability.’®

Previously (Chapter 6), we saw how disabled people are excluded from material public sphere
by both material inaccessibility and stigmatising interactions with others. The use of online
spaces thus responds to several issues. In this case, some users find the anonymity of the
platform important as allowing them to safely discuss their experiences as LGBTQ+ disabled
people. However, as well as that, online platforms allow disability activists and community
members to gather in a way which material, public space does not. Online space provides
another mode to claim the right to presence, existence, and protest. They thus allow disabled
people to challenge the perception that they do not exist, as Kir themselves notes (‘they show

me that we aren’t alone, and [...] | [...] show them that we aren’t alone’).c

Kir's current work is largely turned towards LGBTQ+ and disability communities and
nonmovements, centring around creating inhabitable worlds for themselves and others
through claiming existence and creating spaces where they could be accepted as themselves.
However, online activism addresses multiple audiences. In Kir’s case, they initially turned to
online activism because they were tired of the questions which they constantly received or
heard as they moved around in public spaces. Kir therefore used online spaces to create a
platform where they could respond to, challenge, and educate on those questions, with the

goal of shifting their experience in the offline world.

Other intersectional organising groups turned more towards dissimulated collaborations with
formal disability CSOs. | have quoted Marina, who works for a registered CSO and said, ‘We
have to think about our reputation a lot, who we can be linked with, who we can’t, who we
can openly enter into a coalition with, who we can help but clearly not, well let’s say, be seen
out together.’ " Above, | cited Artyom describing how CSO employees may go to events
around LGBTQ+ and disability intersectionality, but only in their individual capacity and
without mentioning the name of the CSO where they work. Social movements and
communities sought to mobilise these possibilities for hidden collaboration and interaction,
moving out of the formal disability CSO space. However, these actors still felt that they were
limited by the need of involved CSOs’ employees or volunteers’ to maintain caution and

ambiguity. Fyodor described how they worked with formal CSOs:
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When we started some kind of cooperation (vzajmodeistvie) with [formal CSO],
then initially it was like, “yes, let’s, we’re working [with you]. But we, like, don’t
do it publicly.” And basically, on those conditions they were ready to work. And
we did some things together, | mean, people from them came to some of our
events and, | mean, there was not some kind of ban from their side, like, no, don’t
go, that wasn’t the case. And again, it was this kind of undercover collaboration
(podkoviornoe sotrudnichestvo), but all the same it had some fruit of its own.
Because some disability (inva) representatives, now they have a little more of a
broader view on the overall civic agenda (obshchaia grazhdanskaia povestka).
And, like, that’s always a positive. [...] But that’s just a grain of sand in comparison
to the absolute carte blanche that LGBT organisations give us, who say, OK then,
like, guys, let’s do inclusion and shout from every corner that now we’re inclusive.
Unlike state organisations, they shout about having inclusion and they’ve actually
got inclusion.cV

This ‘undercover collaboration’ is an example of ‘the boundaries between the formal NGOs
and informal groups of activists [being] blurred’ and the unseen ‘cross-over and collaboration’
between them, as theorised by Glasius and Ishkanian (2015, p. 2622). Glasius and Ishkanian
focus on ‘two types of resources that were most often mentioned by activists [in their
interviews, as accessed through formal CSOs]: the provision of meeting space, and the
provision of expertise, including substantive expertise, campaigning know-how and legal aid’
(2015, p. 2632). Here, activists largely mentioned other forms of collaboration. In their cases,
formal CSOs did not act as ‘resource centres’ for grassroots activists. Rather, grassroots
activists attempted to attract individual employees or collaborators from formal CSOs to offer
them training. This training aimed to introduce knowledge which goes beyond the limits of
what CSOs identify as permitted topics of discussion and organising, and therefore cannot be
introduced in those formal CSO spaces. In Fyodor’s example, the group sought to build
informal, unseen ties in the hope of thus securing non-immediate change within formal CSOs
themselves by influencing those who might later take up positions of power. Fyodor describes
positive results as their potential, indirect, and hidden influence:
There are people all the same who now know a little about that [intersections of
LGBTQ+ and disability identities], considering that these are quite talented
people, right, that all the same working in disability (inva), they already have a
slightly different vision. And, as a consequence, if later in 10 years or so they
become leading, | don’t know, players in the arena of the disability (inva)
movement for the rights of people with disabilities, they will already be more

open and prepared than the people who are there right now [in leadership
positions].%
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Again, this action works through individualisation, as the CSO is fragmented and disappears
into the individual actors employed here who attends the training. Moreover, the temporal
division of outcome reoccurs here as it did with Oksana, who staggered when she released
different information about her public action, making political claims only after leaving the
street and to a limited group of people with whom she largely had prior connections (cf.
Chapter 7). Temporally staggering information and outcome thus becomes a technique to
strategically obscure meaning, and thus to continue action. Individualised and ambiguous
action may aim for both immediate change in building prefigurative communities and longer-
run change. With their action, as in the case of Kir, actors also aim to claim agency around

how they express their identities and challenge exclusion.

These forms of ‘undercover collaboration’ also are an instance of grassroots actors engaging
actors from formal CSOs who were not necessarily previously involved in grassroots activism.
We have seen this happening in the other direction, as in the example of Artyom, who moved
into ‘a job in an NGO [...] because [he] felt, again, that in that position [he] could do more’®Vi
(Chapter 6). These actors do so to increase their possibilities of action in terms of links with
government or access to state residential institutions, just as others found CSOs to gain
legitimacy and increase possibilities of formal collaboration with state organs. Glasius and
Ishkanian (2015, p. 2623) also demonstrate that civil society actors sometimes experience
working in formal CSOs as constraining. This holds true here. For example, Artyom also
commented that:
| came [to the CSO] with different hopes, and | have to say that most of them
turned out to be false. [...] NGOs now are set up for survival, for management, for
economics, and to a lesser extent are about politicisation, about analysis of the
current situation, and about really involving people with disabilities. They all
speak for people, but they find it really hard to work together with people with

disabilities. They are all based on the exploitation of that image of the victim
without their own will (bezvol’naia zhertva), [on] paternalism.V!

However, as well as seeing actors in formal CSOs consequently seeking other outlets for
activism, outside of formal CSOs, we also see activists from outside formal disability CSOs
driving this movement. Thus, grassroots activists aimed to address individuals from formal
CSOs who are not necessarily prepared to engage in longer-term or regular activism outside

of the formal CSO, but who might be accessed through punctual training or events. This
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demonstrates extended, multi-directional forms of movement and fluidity occurring between

different organising spaces.
3.3. Differentiated Expectations

Movement between spaces also tells us about the differing expectations actors had for
different organising spaces. Above (Section 2), | discussed how Fyodor grapples with his
criticisms of disability organising’s proximity and need for compromise with the state. He saw
this as slowing down progress on change to dominant understandings of disability. However,
he also recognised that charitable, case-based approaches do have a certain, limited
purposes. As | discussed in Chapter 5, numerous actors spoke about how they were careful
not to spoil their relationship with the state to be able to continue action and help the people
with whom their CSO works. Maintaining this balance is recognised, and even
instrumentalised, by actors across a spectrum of organising activities as allowing continued
action (Chapter 6). However, activists differed about how permissible they found both

compromise and the exclusions which it created.

Fyodor organised largely in a grassroots social movement and saw LGBTQ+ formal CSOs as far
more open and ready to collaborate than disability CSOs. In their turn, Kir had turned away
from disability organising and largely was active in creating their own spaces within and
beyond LGBTQ+ movements and communities. In contrast, Artyom largely organised in a
formal disability CSO, attending other protests and demonstrations in his own individual
capacity. While Fyodor and Kir were both critical of disability CSOS, Artyom felt that it was
LGBTQ+ CSOs and the wider LGBTQ+ community which did not do enough to support
disability organising. While some people struggled to accept the compromises which disability
organising, especially that in contact with state institutions and bodies, makes, Artyom
understood their compromises. As Artyom felt that LGBTQ+ organising had less to lose and
was already separate from state, he had higher expectations for that space. This co-existed
with his frustration, discussed above, with the working methods and images used by many
disability CSOs. Artyom explained:

Personally, like, I'm fundamentally scared of being separated from [the CSO’s]

wards (rasstat’sia s podopechnymi), because these things are really close to me,

and we’re actually scared and what | really want is rather support from LGBT
organisations and not them throwing it back in our faces, like, “what are you afraid
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of?” Yes, | mean at [that event] | didn’t hear any concrete approaches for how we
can cooperate. | mean, there were some kind of mutual reproaches, but that there
was someone who proposed some kind of model... And then, they work kind of
strangely, so, they invited us, but not heads of organizations, so | mean — [they
invited] people who don’t actually decided anything in the organisation. | said,
“OK, if you want to come to [where Artyom works] and work with the people
there, | can introduce you to everyone”, but | can’t, like, answer for the position
of the organization, | just don’t have those powers. | mean so the problem was
like the position of those activists, the problem was how the event was organised,
the problem was that there were no concrete models proposed.ii

The fear and uncertainty which mark the experiences of actors and strategic calculations with
which their negotiate their environments return here; Artyom is afraid of being forced to stop
working with the people with whom he works. Appreciating the care which disability CSOs
have to take to be able to continue action, he rather wants to see more concrete, direct action
from LGBTQ+ groups. An irony is that the approach which Fyodor described using above also
seems to have been experienced by Artyom here; the leadership of Artyom’s CSO were not
invited to the discussion, while he was. However, Artyom did not understand the organisers’
choice, as he felt like he had little power to control the position of the CSO and therefore that
it was not useful to invite him to the event. While Fyodor presented this choice as a strategy
to enable longer-run change, Artyom did not recognise the same. Rather, he complained of
not seeing any concrete strategies at all. However, given the fear and uncertainty of formal
CSOs, approaches to their leadership may have been rejected. Furthermore, any strategies,
including ‘concrete’ ones, may have to remain similarly indirect and surreptitious to achieve

buy-in and participation from many members, employees, or volunteers of formal CSOs.

Actors are clearly aware that different organising spaces have different capacities. However,
they disagree over ideology and approach, even within these bounds. These disagreements,
the fears and need to compromise of formal CSOs, and the continued discrimination from
actors within disability organising makes it difficult for formal CSOs and grassroots groups,
social movements, and social movement communities both to build links amongst themselves
and to see themselves as part of any single wider movement, using their different capacities
to address and move forward different aspects of any broader common issue. Furthermore,
different groups also campaign and operate in opposing ways. For example, the paternalistic,
victim-based framing which Artyom identifies his CSO as using stands counter to other actors’

goals.



227

4. Conclusion

In this chapter, | have demonstrated how disability CSOs’ performances of compliance cause
exclusion and (self-)censorship of LGBTQ+ people. LGBTQ+ organising is naturalised as highly
politicised and contentious. This stands it in stark contrast to disability organising, which is
naturalised as apolitical and compliant. Looking at how politicised LGBTQ+ identities interact
with depoliticised disability identities demonstrates how enacting compliance creates a space
for organising within which LGBTQ+ people feel required to erase their sexuality and/or
gender identity. Remaining legitimised as a CSO actor requires perpetuating the
misrecognition of disability, by removing it from association with sexual and gender identities
which fall outside the dominantly translated norm. These aspects of identity exceed the
boundaries of religious, charitable, and passive images of disabled people and are
delegitimised areas for civil society organising. In this chapter, | have both identified these

exclusions and demonstrated some ways in which they are negotiated.

Firstly, | identified differences between LGBTQ+ and disability organising through the
comparisons which actors drew. Certain disability actors saw LGBTQ+ organising as an
example for disability organising. They perceived the LGBTQ+ movement as more politically
engaged, inclusive, and working for greater ideological change. In contrast, civil society actors
saw disability organising’s proximity to state as weakening it and maintaining a strategically
depoliticised, case-by-case, individual approach. The strategic compliance of CSOs who seek
to maintain a relationship with state institutions and bodies creates exclusions for people
whose identities are delegitimised by the current legislative and discursive environment.
While these exclusions are necessary to access certain levers of state power and to continue
CSO work, they demonstrate how the environment creates a hierarchy of needs. In putting
these often individualised and redistributive claims first, LGBTQ+ disabled people find

themselves not recognised within disability organising.

Secondly, | examined LGBTQ+ actors’ responses to these exclusions. Previously, | have
demonstrated that actors use ambiguity strategically to continue resistant action. Here too,
individualisation and ambiguity of action remain part of response strategies by LGBTQ+
people. Thus, they leave disability spaces or self-censor regarding their sexuality and/or

gender identity when within them. They found their own intersectional initiatives, build their
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own communities online, and develop inclusion within LGBTQ+ spaces. Finally, they
dissimulate action through individualisation to work with formal CSOs, while bearing in mind
the latter’s constraints given their proximity to state. Regardless of the agentic forms of
resistance with which actors respond to their exclusion from or to their perception of their
need to self-censor within disability organising spaces, a tension remains. The restrictive
context for organising legitimises certain expressions of disability, while delegitimising others.
This legitimacy is central to be able to continue action, including those which LGBTQ+ people
also need to access. However, accepting to perform legitimacy in this way creates a hierarchy
of needs and perceived urgency with marginalises LGBTQ+ people and makes their access to

certain services more difficult.



229

Chapter Nine
Conclusion

1. Introduction

| began this thesis by questioning why civil society engaged in social action is often
characterised as depoliticised. | suggested that this characterisation is based on the
misperception of social action. | also proposed that this misperception can be used as a
strategy of power. This proposition is based on the understanding that power is fluid,
contextualised, and inevitably characterised by the presence of resistance. Using it to look at
disability, | identified how disability is constructed as extra-political, removed from power,
and non-threatening. Rather than naturalising these legitimising myths (Toole, 2019, p. 612),
| proposed to investigate how they operate, how actors negotiate them, and how this shapes
disability organising, exploring the experiences of a range of civil society actors on a granular

level.

In the first empirical chapter, | presented a bottom-up characterisation of this distinction
between social and political action, where the latter is delegitimised and identification as a
political actor strongly associated with sanction. Many actors understand this distinction as
in itself fluid and able to be instrumentally applied to control CSOs. However, they also
associate being political with certain forms of action, relationships to the state, and discursive
modes in presenting their work. Despite their perception of rules as poorly institutionalised,
they have distilled certain modes of behaviour which aim to manage risk of sanction. | thus
demonstrated that apparently social actors are highly aware of power relationships in their

environment, and how these power relationships shape action.

In the second empirical chapter, | looked at how disability organising is constructed as social.
Having demonstrated the incentive to be identified as non-political, | asked why disability
organising may credibly claim a social identity. Understanding disability as an identity and
contingent power relationship requires that we ask this question, as this understanding of
disability means that we cannot simply naturalise as fact that disability is depoliticised and,
for example, feminism or LGBTQ+ rights are not. | answered this question through examining

the dominant discourses around disability in interaction with those which characterise social
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action. These create the opportunity for disability action to be understood as legitimised.
However, this legitimacy is dependent on discourses which misrecognise disability as medical
deficit, primarily eliciting individualised, charitable responses. This shapes disability
organising, creating both opportunity and threat. | closed the second empirical chapter by
identifying a first opportunity: instrumentalising assumptions of vulnerability and
depoliticization, some actors move into disability organising as a manner of continuing action
which they identify as resistant. This suggests how vulnerability may be used as a source of

power and agency.

The third empirical chapter developed reflection on the opportunity for infra-political action,
looking at how actors understand their work as resistant, although it may not be perceived as
such by others. It also questioned some of the difficulties which ambiguous action faces in
challenging existing power relationships, discussing particularly how actors’ perception that
resistance must remain ambiguous and not disturb legitimacy creates tensions and
exclusions. As disability organising has the opportunity to maintain a relationship with state
on the basis of acting as a legitimate partner, CSOs which seek to maintain that relationship

struggle to exceed the bounds of discursive legitimacy.

In the fourth empirical chapter, an interaction between LGBTQ+ and disability identities and
organising demonstrated this. Being LGBTQ+ disrupts the image of the disabled person as
passive, infantilised, and vulnerable. Rather, it has been associated with discourses of
politicised agency. Disability CSOs are therefore hesitant to recognise LGBTQ+ disabled
people, or LGBTQ+ people within their organisations. This perpetuates a narrow

misrecognition of disabled people and demonstrates the contingency of their legitimacy.

In the remainder of the conclusion, | first outline the overall contributions which follow from
these empirical chapters. | then outline some untold parts of the empirical research, as part
of my commitment to the research participants and to highlighting the necessarily partial

nature of the thesis. Finally, | conclude by suggesting some future directions for research.
2. Contributions

| have explored how assumptions of depoliticization operate in relationship to constructions
of disability. | have examined how this creates both opportunities and weaknesses for

organising. This has implications for both research on (the resistance of) civil society and
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disability organising, as well as for CSO actors themselves engaged in organising. As such, my
contributions address a few different, although sometimes overlapping, audiences. Here, |
present these contributions through their empirical, theoretical, and practical findings and
implications. These intertwine; | take the position that 'theories are perspectives that make
different aspects of the social world visible' (Fuhse, 2022, p. 100). However, for clarity | seek
here to pull them apart a little. First, | outline how my empirical findings contribute to
knowledge of the operation of disability organising. Second, | present the wider theoretical
implications of these findings for understanding resistance. Finally, | suggest the significance
of my contributions in terms of some challenges and calls for practices of organising and

research.

My empirical work has nuanced understandings of present-day organising around disability
in Russia. Organising which is dominantly understood as social, and thus non-contentious, is
less researched. In response, | analysed how actors working in disability organising, itself
dominantly understood as social, perceive their environment and how this shapes their
action. Importantly, | showed that these actors nonetheless see their organising as subject to
threat and dependent on enacting compliance with state. | also presented actors’ perceptions
of legitimised action to show a shift in understandings of rights and political action. State-led
delegitimization of political action is strongly associated with human rights groups and overt
protest. Therefore, many actors appeared to understand rights as delegitimised in general.
They suggest a restricted notion which characterises civil and political rights as ‘proper rights’

and does not see social rights as ‘rights.’

| identify this context as conducive to infra-political action. A few factors suggest this. These
factors combine those which incentivise infra-political behaviour, and those which build
scope for its enactment. The first group, incentivising infra-political behaviour, is composed
by actors’ perceptions of an unpredictable environment, an imbalance of power skewed
towards the state, threat, and the potential for sanction. The second, building scope for infra-
political action, lies in a restricted understanding of rights and contention. Infra-political
action, by definition, avoids perception according to dominant understandings. These
dominant discourses allow other forms of enacting rights and resistance not to be identified
as such, and thus to evade perception. The association of disability with legitimised social,

charitable action also builds potential for disability organising to be normatively
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(mis)recognised as extra-political and, consequently, for infra-political action to evade
identification. | demonstrated how this operates by identifying key discourses characterising
disability and how they overlap with those characterising legitimised, social action. Identifying
these key discourses also allows me to identify where and how disability organising might

become delegitimised by exceeding their boundaries.

My final empirical contributions are then to demonstrate that apparent compliance is itself
an agentic choice and that resistant, infra-political action does indeed occur in this context. |
do so by exploring actors’” meaning-making and intent, showing also that resistance is not
necessarily pre-planned but also emerges on actors’ identification of moments of friction. |
identify resistance in actions which are ambiguous and multiply legible. | introduce resistant
strategies such as individualisation, curating the diffusion of meaning through turning inwards
and temporally splitting its sharing, and meaning-making and renewed knowledge production
around everyday action. | show how these modes of resistance struggle to escape existing
power relationships. To do so, | considered an identity which is removed from the space for
apparently compliant, infra-political action by exploring the experience of LGBTQ+ actors
within the disability sphere. | explored how LGBTQ+ actors negotiate differential recognition,
as well as some of implications of their exclusion from or erasure with disability organising.
Underpinned by the Gay Propaganda law, | demonstrated the structural creation of

inequalities of recognition for disabled people.

These empirical findings are founded on a particular theoretical approach. This lens both
uncovered the contributions made and identifies a path forward for subsequent research. My
first engagement was to bring together literature from (critical) disability studies with studies
of civil society and social movements. | also owe much to gender studies and Black feminist
thought, both implicitly as they have influenced critical disability studies and explicitly as |
signal in my direct citations. These citations are an acknowledgement of debt (Ahmed, 2017),

and include work on discursive control, vulnerability as agentic, and presence as resistance.3®

38Finally uncited in this thesis, but nonetheless supporting my thinking on presence as resistance is also
Elijah Anderson’s work on white space (2015). Anderson observes that, ‘White people typically avoid black
space, but black people are required to navigate the white space as a condition of their existence’ (2015,
p. 10). White space is ableist space, and systems of white supremacy and ableism are deeply intertwined
(Chris Bell, 2010; Hartblay, 2020). Disabled people are also required to navigate ‘white space’ which are
not conceived as theirs. Building on Garland-Thompson (2011b), and Butler et al. (2016), and McRuer
(2006), | spoke of actors’ identification and meaning-making around friction and misfitting in space as
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Bringing these fields together allowed me firstly to argue from the standpoint of the
transformation of expectations and assumptions, which disability studies proposes as central
to what disability is and does (Hartblay, 2020; McRuer, 2006; Price & Kerschbaum, 2016;
Sandahl, 2003). Holding this against dominant criteria for investigating action and recognising
resistance (Véron, 2016) argues both for extending recognition of resistance, and for the

failure to do so as a matter of epistemic injustice.

| thus contribute to theoretical debates around the nature of ‘social’ civil society action,
vulnerability, infra-political action, and legitimacy. These areas all contribute to thinking
about resistance. Firstly, | have argued that we cannot normatively assume that social action
is depoliticised, or excluded from the realm of ‘contestation and agonistic engagement’
(Swyngedouw & Wilson, 2014, p. 6). Rather, apparent compliance may be strategic choice to
enable continued action and possibilities of action which are predicated on partnership with

state.

Secondly, | suggest that assumptions of vulnerability are discursively linked with extra-
political framings. In a context where these framings are legitimised, dominant misrecognition
of a group as inherently vulnerable may legitimise action. Explored through disability
organising, | argue that this legitimacy can be instrumentalised in agentic strategies of infra-
politics. These strategies evade perception by remaining under the cover of apparent
compliance. Assumed vulnerability and depoliticization are thus a source of power.
Instrumentalising this is a case of actors ‘taking up of the tools where they lie, when the very

“taking up” is enabled by the tools lying there’ (Butler, 1990, p. 145).

Thirdly, | argue that exploring what occurs beyond the eye of the dominator transforms and
extends range of resistance. Investigating this relies on criteria of actors’ own intent and
meaning-making, which may be neither loudly projected, nor evident when read according to
normative discourses. Actors resist through ambiguous and prefigurative enactment of claims
for dignity. These forms of action often turn away from collective meaning-making and
deliberately manage the diffusion of meaning. The management of who is allowed access to

which aspects of meaning is a technique to avoid control and sanction. Evading the perception

creating resistance. Anderson’s telling of the discomfort in accessing such spaces and the different ways in
which the same spaces are perceived by Black and white people also reflects some of the experience of
disabled people discussed in Chapter 6.
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of the dominator does not only rely on the ambiguity of the action in any single moment.
Rather, actors stagger the release of meaning to produce and direct different messages to
differentiated audiences. As well as this staggered production of meaning, | have also argued
that the temporality of how resistance is experienced and identified by actors means that
prior planning is not a criterion necessary to recognise resistance. Rather, where actors
encounter or reflect on moments of friction, they (may) identify resistance. This causes them

to reframe the experience and meaning of everyday actions.

Fourthly, | suggest that the limits of this legitimacy may also indicate the limits of the use of
infra-political action to resist. Where the limits of legitimacy are exceeded, action becomes
visible to the dominator. This may be of less concern to organising and communities which
remain otherwise less legible to state, indeed often through using forms of resistance which
focus on inward-turning community building. However, here some actors, particularly those
working through formal, registered CSOs, again face strategic choices about their
management of risk to maintain CSO action. While creating opportunities for resistance, |
suggest that apparent alignment with legitimising discourses perpetuates misrecognition.
Importantly, enactments of legitimacy operate unequally to reinforce existing areas of
exclusion. In the case explored here, this results in a formal disability organising sector which
remains hostile to LGBTQ+ people. More widely, this suggests differences in ease of accessing
CSO services, problematic particularly where those may be an important part of meeting

need.

Finally, | argue that these forms of resistance may be hugely important to the actors
themselves. Actors understand them as making sense of and responding to an injustice in a
direct way. Ambiguous, liminal resistance is often experienced as fulfilling a need for
community, shifting self-knowledge, or making a difference to identity and everyday life. In
cases of exclusion and hostility, it acts to claim and mutually recognise existence and build
supportive communities. To be inward-looking should, therefore, not necessarily be
characterised as a weakness or limitation, but investigated as a potentially rich,

transformative resource for those involved.

Therefore, it is important to both recognise this resistance and to remain critical concerning
how actors negotiate certain boundaries and where they may reinforce existing power

relationships. This is a call to both civil society organising and research. To research on civil
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society organising, | suggest that failing to recognise these forms of ambiguous resistance is
a form of epistemological violence, which silences the possibility of resistance from certain
positions. We would also do this violence were we to characterise these forms of resistance
as unimportant or marginal. To do so suggests a normative ranking of resistance which prizes
overt resistance and resultant change which is externally apparent and measurable. Accessing
or achieving such forms of change is a function of power. To not recognise other forms of
change, including individualised resistance to disciplinary power, is to fail to engage with a
whole range of action. This action is not ignored at random, but is elided again precisely as a
function of a power relationship; it is this action which is open to those facing oppression and
excluded from formal, institutionalised channels of power. Critiques of action as parochial or
inward-facing elide the value, and indeed protective characteristics, which turning inwards
may hold for excluded groups. Research should rather be wary of reinforcing erasures and
hierarchies of resistance, excluding certain people from capacity to resist, and making
assumptions around depoliticization. Where apparent resistance is penalised and structures
inequity, it is necessary to investigate what stands behind the strategic enactment of
compliance. In doing so, adhering to criteria of intent and meaning-making, rather than
necessarily form of action, uncovers resistance which other analytical frameworks erase or

minimise.

To those involved in civil society organising, a challenge of this environment is how it
fragments the sphere of organising by rendering collaboration with more contentious
partners risky. Disability organising is a diverse sphere, with many different actors and
disagreements about strategies and goals. Here | focus on the difficulty of cooperation based
solely on degree of legitimacy and logic of appropriateness, rather than, for example, moral
convictions or competition for funding (although these are doubtless linked). Formal disability
CSOs do have the opportunity to work with state, based on enacting compliance. This allows
opportunities for influence that they do not wish to renounce. Groups and communities
without a relationship to the state operate under different constraints. Some actors clearly
appreciate this, as we see in how actors move between CSOs and social movements for
different actions, or propose to run unpublicised, informal training for registered CSOs.
However, even where there is agreement over goals, there remains animosity. Actors

involved in social movements and associated communities, as well as individual actors,
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criticise CSOs for their fear and avoidance of risk. Equally, actors who are more involved in
CSOs as well as in social movements criticise those in social movements for their lack of
understanding. These different standpoints interrupt solidarity. They are a factor in disrupting
the capacity of disability organising to develop a strategy which takes advantage of what
solidarity is present to divide labour among organising spaces and create further
collaborations. Where there is willing among actors, the challenge for civil society actors is
firstly to be aware of how their compliance risks misrecognising and excluding certain people.
Secondly, it is to build collaborations, however dissimulated, which respond to those

exclusions.
3. Untold Stories

Here, | suggest some other directions which this thesis could have taken. | have reflected
(Chapter 2) on the uncomfortable partiality and permanently unfinished nature of any thesis,
particularly as it seeks to present a single overarching story or argument. | also mentioned
that there were various aspects of people’s accounts in interviews that | was not able to
pursue in the thesis. Here, | return to this thought by indicating a few alternatives which | did
not write. This also suggests areas for research which build from the silences of this thesis,

rather than from its direct contributions. | discuss the latter in Section 4.

| did not, for example, spend much time with discussion of the experiences of organising for
women and, particularly, mothers. | gave some indication of this in referring to one pathway
of legitimacy for disability organising as its association with motherhood and care, as mothers
dominate parent-led organising. However, | did not focus on the varied ways in which mothers
navigate disability organising and its relationships with their child or children. Mothers were
strongly represented within organising, seeing it as an extension and professionalisation of
their role in caring for their children. Some discussed forming organisations to help others,
having struggled themselves. Others discussed registering a CSO to give themselves access to
further levers of control and be able to speak to state representatives with a higher, official
status. Their movement into organising and how its nature shifts over time is another

qguestion, as is children’s relationship to their parents’ organising.

| have also not focused thematically on the different campaigns which are present within

disability organising. One in particular nuances discussion of medicalisation. Involvement with
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and exposure to medicine and medical experts is one part of disabled people’s experiences. |
recognise this and have argued not for its omission, but against the equation of medicalisation
with depoliticization. However, another point remains undiscussed. Medical experts have
often been characterised as promoting or even imposing interventions which seek to
rehabilitate to an external norm (Chapter 3). However, they were also characterised as allies
in certain campaigns, particularly those for the registration of certain drugs in Russia and their
inclusion in the state budget. They were partners in offering training and development to both
parents, relatives and partners, other medical staff, and disabled people themselves. While |
have often focused on relationships with state actors, relationships with doctors were also
important. Exploring this side of organising could have been another route to challenging the

depoliticization of medical expertise.

Finally, | did not discuss those who organised as individual activists, or in loose interest-based
networks, precisely because they were against CSOs in general. There were some individuals
whose organising aimed to develop others’ awareness of existing state services and
provisions and their abilities to access them. This action was also undertaken by some CSOs.
However, these people deliberately did not form CSOs and strongly criticised them; they saw
CSOs as privatising services which should be offered by the state, and thus in fact restricting
access to those services. They strongly mistrusted CSOs and were sceptical of their work,
accusing them of profiting from the services they offer and not having the proper expertise
to respond to people’s needs. They did not believe that the state should partner with and
fund CSOs, but rather that the state itself should itself develop and deliver social services. This
set of stories questions the purpose of CSOs themselves and their relationship with the

communities for which they aim to provide services.

These are some stories which were in the interviews for this research, but | did not finally
write. Also present are the stories which were not in the interviews, due to how | constructed
the research. For example, research on disability organising in Russia remains largely
restricted to majoritarily Orthodox, white, European, urban Russia. | was no exception here.
Investigating these experiences is also a necessary future direction of research. To conclude
in the next section, | look further at those directions of research which | identify based on the

current contributions of this thesis.
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4. Future Directions

In this thesis, | have tried to demonstrate the construction of depoliticization and how it
shapes disability organising. | have demonstrated the presence of strategic resistance which
instrumentalises and subverts the assumptions of depoliticised vulnerability. | began to
reflect on the limitations of these strategies. Future research could further investigate if and
how actors may challenge dominant discourses when their activism uses these same
discourses as to strategically dissimulate resistance. While | have looked at this through
disability organising, investigating this in relationship to other identities which are also
contingently assumed to be vulnerable (e.g., being a child or elderly) would reveal further
contours to this strategy. Unlike the case | have explored through LGBTQ+ identities, there is
no legislative control of discussion of childhood or old age; it would thus also be interesting
to explore the operation of the limits of legitimacy in these cases. Claiming vulnerability where
it is not already dominantly imputed to an identity would also nuance investigation of how

this strategy operates.

This research also suggested the importance of investigating how disillusionment with
political action shifts over time. Some participants spoke about a move into social action as a
response to their disillusionment with political campaigning. Where that sphere was
restricted and had not given them the results they wanted, they felt that apparently social
action was a way of making a direct change which could not be disrupted in the same way as
campaigning for a shift in government could be. While my interviews looked at a specific point
of time, observing via social media and general continued involvement in the field of my
research, | have noticed a return to overt political campaigning even of those actors who
characterised their move into social organising as a mode of disavowing politics. Here also is
a story of the different meanings of political disengagement and a shift to prefigurative, direct
action; for some this was claimed as a retreat from politics, for others this was claimed as a
mode of ‘doing politics’ where other avenues result in sanction. Differences in motivation and

if and how they shape organising also stand to be investigated.

Another avenue which this thesis has sought to open is that of intersectionality of disability
organising in Russia. While discussions of disabled people’s experiences of sexuality and

sexual agency in Russia are emergent (larskaia-Smirnova & Verbilovich, 2020), they were yet
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to be related to their experiences of disability organising. My attempt is clearly provisional
and based on fewer interviews that other aspects of this thesis. It also does not deal with
intersectionality generally, but rather only with some experiences of LGBTQ+ actors. A rich
area of research would indeed be to develop an intersectional analysis of disabled
experiences in general and of disabled people’s organising in particular, including that which

does not directly concern disability rights.

This relates to a final point: exploring the experience of disabled LGBTQ+ people has raised
the question of activism as a response to loneliness and social dislocation. For example, Kir
(from Chapter 8) also described being propelled to activism to find friends and defined
achieving the goals of their activism as having built a network of friends with whom they can
comfortably express themselves. Where there is a large gulf between views in activist circles
and those within the wider society through which activists move, how does this affect how
actors use and understand the role of these communities? Rather than seeing identity
formation in activism as linear and unitary, again where there is such a gulf in the legitimacy
of certain identities in different circles, where and how do people alter their performances of

self?
5. Conclusion

In this thesis, | have used a framework of power and resistance to define disability and explore
how it is legitimised as a field for organising. The overall theoretical framework allowed me
to make visible the relationships between disability and civil society organising around
disability. By doing so, it also allows me to uncover infra-political resistance which strategically
evades the eye of the dominator. This operates by two theoretical moves, which | here
connect to my empirical analysis. First, | see both civil society and disability as discursive
‘terrains of conflict’ traversed and constructed by power relationships (Steinburg, 1998, p.
853). | use this to think about how legitimacy is constructed: what do civil society actors
perceive as a legitimate civil actor? What do civil society actors perceive as a legitimate
performance of disability? | looked at the overlaps between legitimised characteristics in both

spheres, and how that both legitimises and limits disability organising.

Second, building on the idea that power is necessarily accompanied by resistance, | looked at

friction with perceived boundaries of legitimacy as characterising actors’ identification of
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their own resistance. This, in turn, operationalises theory which proposes to identify
resistance through the intent of the actor. | have used this framework to lay aside more
longitudinal concerns with campaign or other direct causal outcomes in terms of, for example,
policy and legislative change. Rather, | focus on making visible resistance which strategically
evades the eye of the dominator. This resistance may not be obvious or apparent. However,
here | claim its recognition. In recognising strategically non-apparent resistance which aims
to challenge those power relationships, even ambiguously or as concerns their relationship
to self, I aim to engage in research which does not replicate the relationship of the dominator,
to whom this resistance is imperceptible. This project therefore seeks to participate in and
call for research which does not dominate, but rather listens to and amplifies resistance. In
doing so, it also demonstrates how analysis of disability can productively question and extend
how we identify resistance, the nature and instrumentalization of assumed depoliticization

and vulnerability, and the limits of such strategies as they perpetuate misrecognition.
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2. Appendix 2: Overview of Participants

2.1.

Location of Participants

272

This table refers to the location in which the participant currently lives and organises. However, in
many cases, participants had moved to the city and/or their organising spread beyond the city itself.

2.2,

Location Number of Participants
Moscow 34
Saint Petersburg 20
Nizhny Novogorod 7
Total: | 61

Other Participant Characteristics

Disability status refers to whether the participant identified themselves as disabled or not at
time of interview.

Age Main Involvement: | Gender | Disability
Bracket | Gov/NGO/Informal | Identity Status
1 18-25 Informal M D
2 18-25 Informal F ND
3 18-25 Informal F D
4 18-25 Informal F ND
5 18-25 Informal M Trans ND
6 18-25 Informal M Trans D
7 26-35 NGO & Informal M ND
8 26-35 NGO M ND
9 26-35 NGO F D
10 26-35 Informal M ND
11 26-35 Informal M D
12 26-35 NGO F ND
13 | 26-35 NGO F ND
14 26-35 NGO F ND
15 | 26-35 NGO M D
16 | 26-35 NGO F ND
17 26-35 Informal F ND
18 | 26-35 NGO M ND
19 | 26-35 NGO F ND
20 | 26-35 NGO F ND
21 | 26-35 GONGO F D
22 | 26-35 GONGO & Informal | M D
23 26-35 Informal F ND
24 | 26-35 NGO F ND
25 | 26-35 NGO M ND
26 | 36-45 NGO F D
27 36-45 Informal F D




28 36-45 NGO M ND
29 36-45 NGO F ND
30 36-45 NGO M D

31 36-45 NGO M D

32 36-45 NGO F ND
33 36-45 Informal F ND
34 | 36-45 NGO F ND
35 36-45 NGO F ND
36 36-45 NGO F ND
37 36-45 NGO F ND
38 36-45 NGO & GONGO M D

39 36-46 NGO F ND
40 | 46-55 NGO F ND
41 46-55 NGO F ND
42 46-55 Business F ND
43 46-55 NGO F ND
44 | 46-55 GONGO M D

45 46-55 NGO M D

46 | 46-55 NGO F D

47 | 46-55 NGO M ND
48 46-55 NGO & Informal M ND
49 | 46-55 NGO F ND
50 | 46-55 NGO F ND
51 46-55 GONGO M D

52 46-55 NGO F ND
53 46-55 Informal F ND
54 | 46-55 NGO M D

55 46-55 Informal M ND
56 46-55 Informal F ND
57 | 46-55 NGO F ND
58 | 46-55 NGO M ND
59 56+ GONGO F D

60 56+ NGO F ND
61 56-65 Informal F D

273



274

3. Appendix 3: Interview Schedule

As | outline in presenting my methodology (Chapter 2), | did not use an interview schedule beyond my
first meeting. | present an English version here to show my departure point at that time.

| treated each interview as a conversation and aimed to respond to what the participant was saying in
that moment and to the avenues that they suggested. Thus, even in my first interview, | never followed
the exact order of the questions as listed here or treated the different topic areas as discrete. Rather,
| followed the flow of the conversation and looked at the schedule to check that | had covered the
topic areas listed. The phrasing as written here was also for my use, to ensure that | could glance at
and understand the questions. In reality, questions were phrased in more informal, conversational
ways which made sense in the context of the conversation. They were also, of course, in Russian. |
rewrote this schedule in Russian prior to my first interview.

| continued to develop the questions | asked by making reflective notes both immediately after each
interview and on re-listening to the audio or re-reading the transcript. In particular, the schedule
shared below does not reflect the depth of discussion of social and political identifiers, as well as
disability identity and (mis)recognition. It also does not show the discussion of how actors strategically
negotiate and problem-solve in operationalising their aims.

e Introduction
o Greeting and introduction
o Discussion of research project
o Discussion of interview (length, discussion of audio recording, use of audio recording,
use of direct quotations, anonymity and confidentiality, interest in personal opinion
and experience, free to interrupt, move on to next question, not answer, stop
interview, etc.)
o Discussion of consent
o Another time for questions
o With consent, begin recording
e Opening
o How long have you been involved with disability organising/in this CSO?
o How did you get involved?
o Areyou involved elsewhere/in any other forms of organising?
o Could you describe your role(s)?
e Motivation
o Why would you say other people are involved?
= In disability organising?
= |n this organisation/movement/group?
Why are you involved?
Relationship to disability: yours, others?
How do you think people relate to disabled people? Why?
o Isit changing? Why (not)?
e  CSO activity
o How did [organisation/group/movement] begin? [Ask in turn about different forms of
organising involved in]
o Have its aims evolved since when it began? How?

o O O
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o What does it aim to do now?
o Why do you think it has evolved in this way?
o What does [CSO] do? What are its programmes? How would you describe them?
o Who decides on this?
o How/why are these decisions made?
o [The CSO addresses a certain issue X] Why is X a problem? How can you resolve it?
o What happens if that doesn’t work, where do you go? Which mechanisms do you use?
o Does it work?
o How did you work out this strategy/plan?
o Are there any mechanisms which you don’t use? Why?
e Funding
o How is [CSO] funded?
o Has this changed since it has been running?
o  Why has this changed?
o Has this changed how you fundraise?
o Has this changed how you operate? If yes, in what ways?

e Environment

O

O O O O

Have you seen changes in the environment that [CSO] works in over the time you’ve
been involved with it?
= Political?
= Social?
= Other?
(How) have these changes affected how you deliver services?
(How) have these changes affected whom you deliver services to?
(How) have these changes affected how you communicate with the public?
(How) have these changes affected how you communicate with state officials and
institutions?

o Relationship with other actors

O

O O 0O O 0O O O O

How does [CSO] relate to or use state services or fora (including the public chamber)?
Do you think that this has changed over time? How?
Why do you think it’s changed like this?
How does [CSO] interact with state bodies or officials?
To what end does [CSO] interact with state bodies or officials?
Do you think that this has changed over time? How?
Why do you think it’s changed like this?
Would more interaction with the state support [CSO]? How/why (not)?
Do you have contact with any other groups or individuals?
= QOther CSOs, grassroots groups;
= Individuals who support the CSO (specialists or other).
What form does this contact take?
= Advisory
= Pro bono service provision etc.
=  Partners or allies
=  Adversaries
(How) do you interact with other organisations?
=  Formal organisations
= Informal organisations, activists
=  Protest groups, etc.



O O O

O

o Closing

(@)
O
O

O O O O
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What is the purpose of this interaction?

Why is this interaction necessary?

Why does it take these forms?

Are there organisations with which you don’t (or won’t) work or interact? Why (not)?

What do you think is important about your CSO/role?
What does it mean to you?
How would you like [CSO] to develop in the future?
=  What would support this?
=  What would be an obstacle?
Is there anything else that you would like to add?
Offer overview of findings. If interested, check the participant’s contact details.
Check they have my contact details should participant wish to follow up.
Thank the participant and close the interview.
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4. Appendix 4: Russian Language Participant Citations

“C 01HOM CTOPOHbI, BOJIKOB 60ATLCA, - B 1€C HE XOAUTb, @ C APYroi CTOPOHbI HapbIBaTbCA
HUKTO He xo4eT.’

9 KaXabl feHb MOHUMaI0, YTO MOXKET abCoNOTHO N060E YTO-TO MOKET bbiTb, U TYT
NNOTUKM HUKaKOM HeTy’

1310 Kak No 6010Ty, KOrAa UAELIb, ThiKaellb B KOUKY, ThIKHY/... UM KaK N0 MUHHOMY MOJIO.
[...] B rubpmaHom nocTMOAEepPHUCTCKOM 0bLEecTBe 3TON rPaHU HEeT, 3aKOHbl He paboTatoT,
TenedoHHoe NpaBo cywecTsyeT. [...] Mbl e }KMBEM MO MOHATUAM, Mbl e He XMBEM No
3aKOHY, Mbl K€ HE MOXeM C BaMW CKa3aTb, YTO BOT 3aKOH UCMNOJIHAETCA Tak-To. [peKpacHas
NMOroBOpKa, KOTopasA Ha3blBAETCA 3aKOH, YTO AbILWN0, KyAa NOBEPHELLb, TyAa M BbIWNo.’

Vg [...] NnbiTanacb NOHATb, MOYEMY MHE Ha CTO/IbKO CTPALLHO, U CBA3aH /X CTPaX C peabHbIM
NoIoXKEeHWeM Bellen B Poccun, MONUTUYECKUM, COLMANBbHBIM, UM 3TOT CTPAxX cBA3aH 6onblie
C moei Tpesoroi. M aTo BoNpoc, KOTOPbIM A BOO6LLLE 334a0Cb HA NPOTAMXKEHUM BCEN KU3HW.
[...] U a BoT [...] npocTO A 3acTaBnAna cebs paccnabutbcs. M BOT B 3TOM 3acTaBAeHUM cebs
paccnabutbca A yBuAena ... Kakylo To B NpUHLMNe metadopy o moeit usHm 8 Poccuw. [...] A
BOOOLLE He N1aHMpPOBana AeNaTb 3Toro 6osee NOAUTUYECKON, HO OHA CTasla MONUTUYECKOM C
TOr0O MOMEHTa, Korga A cTana BbIxoguTb M3 goma. [..] OHa w3 AnyHOro nepewna B
NONIMTUYECKYIO TOr4a, Koraa A ctana cobupaTb proK3aK, AyMas, YTO MEHA MOTYT 3a4eprKaTb.
MOMX MHOTMX 3HAaKOMbIX AKTUBWUCTOB MOCTOAHHO 3aJEpPKMBaM HA MUKETAX, HAa MMPHbIX
NUKeTax, Ha OAUHOYHbIX NMKeTax. TO ecTb TaM, r4e UX He A0KHbI OblIM 3a4epPKUBaATb, HO UX
3agepxuBanu. [...] MpocTo 3Ha0....B STOM NPUKOA, YTO Tbl }KMBELLIb B MECTE, B KOTOPOM MOXKET
CNY4YUTBbCA BCE, YTO yrogHo. TBOs cBOOOAHA MOXKET ObiTb 3aKpbITa, HY..yLEMAEHa B Nt06OM
MOMEeHT. [1a, MOXKeT 6bITb Ha Bpems, Aa TebA He NOCafATb B THOPbMY, HO Tbl TaM HA Napy 4Yacos
nnum Tam Ha 10 yacoB Bbinagaelwb, Teb6a 3abmpatoT, cBo6OAa NepemeLleHmA HapyLwaeTca.’

Y‘Hy BOT BCe Kopoue, Nt0HoV NOBOA BOT M MO3TOMY, BCE BpeMs YyBCTBYeLLb cebs nog Tonopom
TO €CTb TaM Hy KaK bbl cerogHs Hac He TPOHY/IM, a 3aBTPa ecTecTBEHHO BoobLLe 6e3 npobiem
3aKpOIT MOTOMY, YTO HYy Mbl He cobupaemcss Hanpumep OTKa3blBATbCA OT MHOCTPAHHOIO
¢vHaHCcMpoBaHUA.

VI’Hy NpoCTO OrpaHMYHbI CEPbE3HO, HY TO €CTb CTPAXOM TakuMM, HY Aa, TO eCTb MOHUMaHWEM
TOro, 4YTO Yy rOCyAapcTBa BCErAa €CTb BO3MOMHOCTb Hy MPEeKpatTUTb AeATeNbHOCTb
opraHmusauum. [...] OnAaTb e ecnm Tam 3axoTAT NpMApPaThCA, TO NPUUYUHY HanayT.’

Vi‘OKa3aTbCA MHOCTPAHHbIM areHTOM 3aBUCUT He OT TOr0, Kak CHOPMYINPOBAH 3aKOH, MOTOMY
YTO BCE PaBHO HalAyT cnocob K Tebe NPUMEHUTb, ECAN YTO. 34eCb €C/IU Mbl KOMY-TO B KaKOM-
TO MOMEHT OKaXXemcsi Nonepek ropsa BApyr No4Yemy-To, 3To OANH U3 CNOCOBOB Hac, Hy He
3aKpbITb, HO HEMHOXKO OTPaBUTb HAaM »KM3Hb. ITO AANEKO HE EANHCTBEHHbIN, MOXKHO HalUTH
maccy apyrux cnocobos.’

Vil3T0 HenpaBMAbHO, HO pyccKMe BooblLue B Poccuu npasaa AyMatoT, HTO NOAUTUKA OTAE/NbHO,
couManka OTAeNbHO, OHM He MOHMMAIOT, YTO COLMasKa 3TO M ecTb MOAUTUKA. U 3TO MHe
Ka)XeTcA U3MEHUTb Mbl TOYHO HE CMOXKEM. ITO MeHTaIbHOCTb.’

XMHe KakeTca, uTo nobaA coumanbHas OpraHM3aUMA BCe PaBHO, B KaKOM-TO CTeneHw,
NONNTU3NPOBAHA, TO eCTb peAKas HEeKOMMep4yecKas opraHusauua B Poccum coBcem He
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CBA3aHA C MNOJIMTUYECKOMN AeAaTeNbHOCTbio. Movyemy? MOTOMY YTO COLMANKA - 3TO TOXKe
MONNTUKA, U MHOTUE COLMAbHbIE BOMPOCHI PELLIAIOTCA NOIMTUYECKUM NyTeM. Pa3gennTb 3tu
nse chepbl HeNb3s.

*MNoaBnnocb TaKoe 4yaoBMUWHOE co4yeTaHue cnoBocoyeTaHne CO HKO, coumanbHo-
opueHtTMpoBaHHaa HKO. To ectb, wu3BMHUTE, a u4to ectb HKO He coumanbHo-
OPUMEHTUPOBAHHbIE, a KakMe Torga? To ecTb 3TO KaKaa-To TaKadA YyA0BULLHAA LUTYKa U B UTOTe
MHOTMe OpraHM3aLUmmn COBEPLLEHHO Y*KacHO Nonaan nog KaTok...”

X‘eCNN KTO-TO PaCLLEHUT 3TO KaK pa3 Kak NoanuTHUYecKyto 60pboy’

Xi‘Naske Haw $ecTnBanb, OH OYEHb MAFKMIA NO €BPONENCKUM MepKaM, 3TO He aHapXMCTKM
CNeT Kak 6bl, 3TO HE CAMMMT, 3TO YepPT BO3bMM 0ObIYHbIN KAKOM-TO KyNbTypHOE cobbITME, Mbl
Tam KaK 6bl NpocTo 0bcyKaaem Y4TO-TO, IKCNEPUMEHTUPYEM C MPOCTPAHCTBOM A4 BCTpey. A
BCE PABHO, BCe PABHO, 417 HUX 3TO Henpuemaemo. To ecTb, OHM XOTAT, YTObbl HMYero BoobLLe
He 6bln0.”

Xii‘Na, KTo. KTo 370 "oHuK". KTo 370 "oHuK". Al He 3Hat0 KTo 310 [cMeemcA], BoT.

XVY Hac NOAUTUYECKON AeATeNIbHOCTbIO Ha3BaTb MOMKHO YTO YroAHo. [...] To ecTb, y Hac, eciu
Xouelb NpuapaThbes. [...] y HaC B CTpaHe ec/iv KTO-TO 3aX04eT KOro-To NocaauTb, 3aKpbIThb, elle
YTO-TO, TO NPUAPATLCA HAWAYT K YeMy, AaXKe ecn y Tebs Bce naeanbHo.’

Xecnum xoyelb npuapatbea’

X310, KOHEYHO, rafKMe NOAUTUYECKME NOAKOBEPHbIE UMPbl, TOTOMY YTO, ONATH Xe, Ha AeTel
BCEM HanneBaTb. OHU He BblNK HUYbeN Lenbio. OHM NPOCTO NOLUAM KaK NOBOYHbIN 3P deKT oT
TOro, YTo OHU Tam 6oaanunck.’

XI‘ECn YecTHO, A CYUTAIO, YTO Y HAC BO3MOKHO BCe, Noc/e 3aKkoHa [Mmbl AKOBNEBa, KOTOPbIN
6bln NoanucaH 3a ABe Hedenu Mocae TOro, Kak-- Yepes mecsly, nocie Toro, Kak 6bino
NOAMMCAaHO POCCUMNCKO-aMePUKAHCKOE CorlalleHne o TOM, YTO eC/IM 0A4HA U3 CTOPOH 3axoyeT
NpPeKpaTUTb MHOCTPAHHOE YCbIHOB/EHME, OHa 06s3aHa M3BECTUTb 3a roa, [...] U poBHO Yepes
MecaL, Moc/e 3Toro, 3a ABe Heaenn bbln noanucaH 3akoH Aumbl AkoBnesa. C Tex Nop y meHn
MOHMMaHME, YTO BO3SMOMHO abCo/IOTHO BCE, YTO YrOAHO, OYEHb peasibHo.’

Wiil‘g nocnegHMe rodpl OYeHb CMECTM/ICA aKLEHT B CTOPOHY MOOLLPEHMA AeATesbHOCTen
coumanbHbiX U 6narotBopuTenbHbix HKO. FocyaapcTBO BcAYECKM coaeincTByeT mx pabore,
NbITaeTcA MX MOOLWPATb, NPOABUraTb, MOMOYb MM BbIUTM HA PbIHOK COLMA/bHbBIX YCAYT.
KoHeyHo, NpaBO3alLMUTHbIM OpraHM3auMaM ropasao CnoXHee KusetcA. Ecan oHu BXoaAaT B
KOH®/IMKT C OpraHamu BacTU, TO UM OYeHb TpyaHO paboTtaTb. He Bce roToBbl NOCTOAHHO B
3TOM KOHQ/IMKTE HAX04MTbCA, MO3TOMY Y HAaC, MHE Ka*KeTcs, NPaBO3alUUTHbIX OpraHn3aumi
MEHbLLUE CTano 3a NoCneAHue rofbl U MEHEe OHWM aKTUBHbI M 3aMETHbI CTa/In, 3aTO BCAKUE
coumanbHble, 61aroTBOpUTENbHbIE O4YEHb aAKTUBMU3UPOBA/INCL, CTanM bGonee 3ameTHbl,
BUANMBIL.’

XX'Ham cHavana Ha4O Bbly4UTb, KaK OHU 3TO HA3bIBAKOT, MOTOM MNOHATb, YTO OHU NOA4 3TUM
MMEIOT B BMNAY. OHM e He XOTAT Hac NoHUMaTb. OHHU Cpa3y rosopAT. Bbl Aypakn, HUYero He
NOHMMaeETe. [] BoT mbl nepepoannnCb, Mbl CTann rOBOPUTb NO-APYromy, NOTOMY UTO MHaye
Hac He cablwann.’
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*‘Qq roopto: "To, 4To [Ham] No 3aKOHYy nonoxeHo, caenante". [...] 1 MMeHHO oTcTamBao
nosuMumio rocygapctea. loTomy 4TO, 3TO Ke TrOCYAapPCTBO 3aKOHbl TaKuMe MPUHANO,
COOTBETCTBEHHO. A Bbl - TOCYAapCTBEHHbIE YMHOBHMKWU, COOTBETCTBEHHO, Bbl [OJIXKHbI
MCMNOJIHATb TO, YTO NPUHANO rocyaapcTso.’

X‘IMo3TOMy Mbl TaM C€/10Ba, NepecTann ynotpebaatb ny6AnuYHO cnoso «no66uposaHue»,
«B/IMAHME HA COUMabHY MOAUTMKY». [..] Mbl Tam He 3Hal, YTO MNULLIEM, «MNPOBOAUM
MOHUTOPUHIY, U «AENAEM BbIBOAbI O COCTOAHMUY» TaM HY Aa, HY KOpOYe KaKyto-TO YyLlb TaMm,
[...], HO mMbl peanbHO Tam nepedopmynnpyem, BOT Tak BOT, YTODObl KaK Obl HY,- HY UAK Tam
4acTo, Hy Yalle BCero mMbl CTasM NUCATb HY TaM NPO «COLUMANBbHYIO PaboTy» NOHATHO M NALOC
Tam KaK Obl «3aliMwaem npaBa No WMHAMBWUAYA/IbHBIM CAy4aem», Hy TO eCTb 3TO He
3anpeweHo, TaMm B cyae npeactaBisemM Tam Hy KakK Obl BOT KOHCY/bTUPYyEM W BedeM,
COMPOBOXAAEM WHAMBUAYANIbHbIE CAy4YauM Aas 3aWmTtbl npas. Hy BOoT a To, 4YTtO M3
COMNPOBOXAEHMA 3TUX C/Iy4aeB CKNALbIBAETCA MOTOM CUCTEMHAA KapTUHKA U Mbl MOXKEM TaM
npegnaratb YTo-TO BAACTAM, 3TO Mbl MAWM MONHOCTBIO YManuyMBaem WAN KaK-HUOyab TaK
NULEeM, YTO TaM HY TaM «MHOPMUMPYEM» TaM, HY YTO-HUOYAb, KOpoYye, NpUayMbiBaem.’

*iThe interview was conducted in English.

xdi‘q rogopto: "3Haelb, 4TO? HeT, A, KOHEYHO, MOHMMALD, YTO Bbl 3alUMLLAETE NPaBa, HO Bbl
3alMuL@eTe npasa, B OCHOBHOM, noiuTuyeckue. [pu 3TOM ecTb couuasibHble Mpasa,
KOTOPbIMM 3aHMMalOTCA MHBanuaHble HKO: 310 npaBo Ha obpa3oBaHMe, 3TO MpPaBoO Ha
TPYOOYCTPOWMCTBO, NONYYEHME UHbIX COLYCAYT. Bbl He cunTaeTe 3710 npasamun". 1A MeHsa 370
OYEHb YAMBUTEIbHO, MOTOMY YTO TPAANULIMOHHO Xe BblN0 Takoe pasaesieHne Ha [,8e KOP3UHbI.
Cosetckomy Colo3y Bcerga nNpeabABAANNCL MPETeH3UM B TOM, YTO OH He cobnogaer
nonutnyeckue npasa. Cosetckuin Colo3 BCce Bpems paccKasblBasl, YTO 3anajHble CTPaHbl He
cobnoaaloT coumanbHble npasa. [...] Mpu 3Tom, Te opraHn3aumm, KOTopble Ha3blBaloT cebs
NPaBo3alMTHLIMU B POCCMM, OHM 3aHUMAIOTCA UCKIOYUTENBHO MOSUTUYECKUMM MPaBamu.
10 HUX YTO-TO NOCTENEHHO [OXOAMT, YTO OHU He ByayT NONyAAPHLIMK, NOKa He 3ailmyTca
COLMaNbHbIMKU NPaBaMu, MOTOMY YTO 3TO MPOCTO BOJIHYET, Ha CAMOM Aene, ntoaen.’

XV‘B Poccum M B [ropoae] B HaCTHOCTM OpraHM3auumn pasaenaloTca Ha Te, KTO 3aHMmaeTca
NPaBO3aLMTHON AEATENbHOCTbIO M Te, KTO 3aHMMaeTCcA coumankoi. FocyaapcTso nooupset
3aHATME COLUMANKOM M COBCEM He MOOLWpPAET 3aHATMA NPABO3aALLMTHOM AeATeIbHOCTbIO.
MosTomy npAMONM nNpaBO3aLWMTHON AeATEeNbHOCTbIO KaK TaKoBOW [opraHu3aumsa] He
3aHMMaeTca. [loToMy 4TO, eCan Mbl 3aHMMaeMCA NOAbMMU, KenaTtesibHO He 3aHMMaTbCA
NpPaBoO3alMTHON AeATenbHOCTblo. K colaneHuto, 3To ycnoBuA Hawen urpbl. [...] MNpamon
NpPaBO3aLUTHON AeATeNbHOCTbIO KOHEYHO Mbl HE 3aHMMAEMCS, MOTOMY YTO, eLLe Pa3 roBOpIo,
Y HacC O4YeHb CMIbHO pas3aensaeTca CouManKa M NPaBo3aLMTHAA AeATeNbHOCTb. MloTomy YTo
Torga, BNAOTb A0 TOro, YTO Tbl CTaHEelb WMHOCTPAHHbIM areHToMm, eCc/n Tbl 3aHUMAeLlbCcA
NpPaBO3alMTHOMN AeATeNbHOCTbIO.’

*V‘Mbl, KOHeYHOo, coumnanbHoe HKO, n 4acto mbl O4YEHb CTaZIKMBAEMCSl B KaKMX-TO 06/1aCTAX C
TEM, YTO O4YeHb BIN3KO K NPaBO3aWMTHON TeMe. 3HAUYMT, ONATb XKE, A BUKY, UTO [ANPEKTOP
HKO] [...], y4aBcTBYS B 3TUX 0OCY*KAEHMAX, BCE Bpema odeHb boutca 3a doHA. Korga K Ham
obpalLaetcA KTO-TO C YeM-TO, 4YTO CTaBWUT HAC MOA, 3TUYECKUIM yaap, M A cnegom 3a
[anpektopom], n [ampektop HKO] B nepBylo o4vepeap BblbupaeTr 6eszonacHocTb ¢oHAa,
NOTOMY YTO Mbl BCE BPEMS MOMHMM, YTO 32 HAMW CTOAT KOHKPETHble AEeTU, KOHKpeTHble
CEMbM, U €CNN Mbl HQYHEM OYEHb CU/IbHO NPOAABANBATL KaKMe-TO NPaBO3aLMTHbIE MOMEHTbI
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- a MpaBa, KOHEYHO, HapyLalTCA MNOBCEMECTHO M MNOCTOSHHO, W NpaBa MNaLMEeHTOB,
6ECKOHEYHO - HO Mbl CTapaemcs NPsmMo B 6opbby TaKyto CUAbHO He Ne3Tb. XBaTaeT 60pbObI
Mo OTAE/bHbIM CNYYanAM, [...] HA APYrom ypoBHe, He B NOJIMTUYECKOM MOE, @ Ha COLMANbHOM
none.’

Xi‘g He yyBCTBYIO ceba NPaBO3alMTHUKOM KNacCUYeckum, To ectb A [work in the arts], v
e[INHCTBEHHOE, YTO A MOTY, - 3TO AeNaTb BbICTaBKM M NO CBOEM KaKoM-TO Yactu paboTaTtb. To
€CTb NMoKa A MOory B 3TOM cdepe YTo-To AesiaTb M ecTb nose A paboTbl, TO eCTb A BUKY, UTO
3TO TOXE COMPS*KEHO C HEKOM 3almnTol npas. MpocTo npaBoBas 3alMTa U3 PasHbIX COCTOUT
CTPYKTYP, U 3TO He BCeraa B cyAe OTCTaMBaTb HYXXHO, MHOrAa Npocto MHPOPMUPOBATL U
[aBaTb BO3MOHOCTb /IIOAAM BbICKa3blBaTbCA - 3TO TOXKE HEKaa NpaBo3alLmnTa. Y Hac HEeKUM
NPaBO3aLMUTHbIM FPAHT, KOHEYHO, Y HAC TaKOM, MOXKeT BbITb, HE COBCEM MPAMO K/1aCCUUYECKUIN
NpPaBO3aLWMUTHbIN, [...] HO TEM HE MeHee A IyMalo, YTO Y HacC eCTb NPaBO3aLUUTHbIM NOTEHUMaN,
NMPOCTO OH TaKOM KOCBEHHbIN, CKOpee, HeXenu NpPAMoi. [...] To ecTb ntobble NOMNbITKM 3aABUTb
HanpAMYKO O MPaBO3aWMTHON [eATEeNbHOCTM B WHTepHaTe Tuna: "A 3aHMMaKOCb
npaBo3awuTon" - BCe, Kak bbl, 40 cBUAAHMA. TO €CTb TaM 3TO HEBO3MOXKHO, MO3TOMY Mbl KaK
XYOOXHUKN nmeem 60/iblle BO3MOMKHOCTM TyAa NPUXOAUTb M YTO-TO AenaTb. [ac Mbl
AeNaemM BbICTaBKKU, NO BO3MOXKHOCTU, ONATb *Ke, NyB/MYHOro OCBELLEHNS N Yepes BbICTaBKM
MOXHO TroBOpUTb O 6onee nNpPobGAEMHbIX BellaxX, HEeXenu Tuna 4Yepe3 Kakue-To
npaBo3alUTHbIE TeKCTbI.’

XICnoMHOCTM BO3HUKAIOT MOCTOAHHO [...]. Ho ¢ [CSO] Kak pa3 nony4aeTca 3a cyeT penyTtaumm
OPraHM3aumMKn 1 eLe To, YTO Y HAC He TO/IbKO NPaBO3alLMTHaA YacTb, OpUANYECKaAA MOMOLLb,
HO 60/bllad YacTb paboTbl [CSO] - 3TO Kak pas coumnanbHaa pabora.’

ill‘acTh, Ha cCaMOM Jene, HeraTUBHbIA Takol 3dPeKT, MOTOMY UTO Kak pa3 u3-3a TOro, YTo,
HanpMmep, Hala NporpamMma ecTb B OJHOM M3 WMHTEPHaTOB ANA B3POC/bIX, TaM 4YacTo
BO3HMKAET CI0MKHOCTb MMEHHO B IOPUANYECKON MOMOLLM, MOTOMY UTO, C OAHOW CTOPOHbI, Mbl
COTPYAHMYaeM, NOTOMY YTO [..] HalM COTPYAHUKM OHW MPUXOAAT 3aHMMATbCA C TEMU XKe
NOAbMM, KOTOPble UBYT B MHTepHaTe. [Our programmes] TOXe MOMHOCTbIO 3aBUCAT OT
MHTepHaTa, NOTOMY YTO MHTEPHaT Tam X03AMH. OHM MOTYT KaKkMe-To co3aaTb NI0XME YCA0BUA
ANA HALLUX COTPYAHMKOB. B KOHEYUHOM cUeTe CTPaAatoT, KOHEUYHO, N0, KOTOPbIE TaM KUBYT,
HO MHTEpPHaT 4acTo 3TO He BOAHyeT. Hanpumep, Mbl HE MOXeM M3-3a 3TOro Kakue-To
aKTUBHble [eiCTBMA NPUHUMaTb NPOTMB WMHTEpHaTa, Aae Korga ecTb lopuanyveckue
OCHOBaHMA 06)kanoBaTb. Bcerga Mbl BbIHYXKAEHbI AYMaTb O TOM, He CTaHeT /N XyXe HaLIUM
NOAOMNEYHbIM, U B 3TOM TOXKE C/I0XKHOCTb.”

XX MeTULMA, CKaXKeM TaK, - 3TO cnocob yxe He 3aABMTb, a NPOKPUYaTh 0 cBoel npobaeme,
3TO yXKe no-gpyromy. [otom netTmums change.org 3To K COXKaneHUo He POCCUMUCKUIA pecypc,
3TO pPecypc MHOCTPaHHbLIM M Y HAaC OH HEMHOTO He ntobum. Koraa cosgaeTtca neTmums, 3To Tak
Ha3blBAaeMbI/ TAaKOM MOJIOT, KOTAa Y*Ke Haf0 3aKpMyaTb, @ MOTOM YXKe Yepe3 KPUK nepectaTtb
KpuyaTb M HayaTb NpopabaTtbiBaTb BCe 3TO cucTeMHo. CKopee Bcero 3to TaK. lMetuuma 3Tto
cKkopee Bcero ana CMU.’

*X‘BOT TaK BCE€ MAET, BOT B TAKOM CMNOKOMHOM TemMe, MOTOMY 4YTO MOCNEeWnb - Nraen
HacMellMLb, HUYEro XOPOLLEro He caenaellb.’

XXHKO cTannM NOHMMAaTb, U roCYAapCTBO TOXKE, YTO Halo BbITb NapTHEPaMM rocyaapcTsy. [...]
Mbl 3HaeMm, 4To, ecan Mbl NOAAAMM B CYA U CyA, CKAXKeT, uTo - Aa, [this accessibility measure
has to be put into place]. Hy, xopowo, 1 4to? OHM 3aBTpa 3TO He AeNaloT, MOTOMY YTO HEeTy
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pecypcos, NoHMmaeTe. [ocyAapcTBO Ha Hac ByaeT CMOTPeTb y¥Ke He Kak Ha apyra. [...] U B
[LAHHOM K/lOYe OYeHb BAaXKHO COXPaHATb GanaHC OTHOLWEHMUI KaK C rocyAapcTBOM, Tak U B
nHTepecax [our target group].

»xiThis interview was conducted in English.
xxiThis interview was conducted in English.
XXV IHO KaKMM-TO 06Pa3oM C BNACTbIO OYeHb BAN3KO APYHKUTL'

¥XV‘MHe npMWAoCh CTaTb NOMOLWHULEN aenyTaTta [ocyaapcTBEHHOM AyMbl AAsi TOrO, YTOObI
AeNnaTb 3anpocbl U A4aBWUTb Ha BNacTb.’

Xi‘g npoLuy AenyTaTckue 3anpockl: 60/blie MHe OT HUX HUYero He Haao.’

0oy yac Bce-TakM He BEPXOBEHCTBO 3aKOHA, a BEPXOBEHCTBO JIMYHero d¢akTopa.
BepxoBeHCTBO Ye/I0OBEKA KOHKPETHOTO, KOTOPbI BOT 3€Cb HAaXOANTCA B 3TOM TOYKe, HeceT
OTBECTBEHHOCTb.’

Xl aKTUYECKM BCE B PYYHOM yripaBaeHuMmn. HeobxoamMmo UcKaTb BOT 3TU PYKK, KOTopble Bbl
BK/ILOYA/IN NpaBU/bHble pblyaru.’

©XThis interview was conducted in English.

X310T npoekT BmecTe c genytatom [Name] [...] OH y)e Mmea cTaTyc AenyTaTa, MOXeT
paccbl/iaTb 3aMpocbl B MECTHblE MUHUCTEPCTBA, Kakne-to opraHsbl. [...] Obbl4HbIN YenoBek
TOXE MOXET HanucaTb, HO 3TO [e/N10 BMCUT, a KOrAa 3TO AE/laeTcA Kak AenyTaTCKUi 3anpoc
WAN a[BOKATCKMI 3aMpoC, TO 3TO Y)Ke APYroro ypoBHA, CKaxem, obpauweHue. Ho y Hac
NPUHUMNNANbHAA NO3MLMA, YTO OH Y HAC NMPEACTaB/ieH Kak YacTHOe nLo, [...] y Hac HeT Ha
caiTe HWUrge, YTo OH [participant lists his positions in government]. U mbl 04eHb OT 3TOro
HaMepeHHO yXoAMM, NMOTOMY YTO Ha CaMOM Jefie, BOT CO CTOPOHbI KakMe-TO opraHmM3aLmm
BbIPAXKalOT K HAM HeZoBepue NPOCTO M3-3a TOrO, YTO Y HAC €CTb KAKOM-TO JIMYHbIN CepBUC C
Aenytatom. [...] Ha mo# B3rnag mbl MOHECAM KaKMe-TO penyTauMoHHble NOTEPU M3-3a TOro,
YTO NPUHAAN 3TO COTPYAHMNYECTBO M 3TO PaKT.’

Xi‘ham NpMxoAMTCA MHOrO AyMaTb O CBOEN penyTaLmm, 0 TOM, C KEM TaM MOXHO A0 UMETb,
C KEM HeNb3fl, C KEM MOXHO HY Kak Obl OTKPbITO BXOAWUTb B KOAZAMLMIO, KOMY HY MOMHO
MOMOUYb, HO AAIBHO He KaK Bbl He CBETUTHCA YC/IOBHO rOBOPA BMECTE, eC/IN TaM KaKMe-TO OYEHb
KapAMHaNbHO HACTPOEHbI /IDAM NOTOMY, YTO HO €CTb TaKMe Ke COBCEM MPaBO3aLLUTHUKMY,
KOTOpble TaM,- Hy HaM BCe-Taku NPUXOAUTCA BOT BCe Bpems HanaHCMpOBaTb Mexay Tam
YCNI0BHO rOBOPA MapTHEPCTBOM C BNACTbi0 M HamageHWeM Ha BAacTb, TO eCTb YT0b6bl bbiTb
[OCTaTOYHO XOPOLUMMM, HO M He CTaTb CIMWKOM yA06HbIMM. [...] [la BOT HYy U Y Hac TOXKe ecTb
TaKue yCNOBHO roBOPS MNOJIYCKPbITbIE, HY KaK, NapTHEpPbI, He MapTHEPbI, HY N0 KpalHen mepe
Mbl C HUMW B3aUMOAENCTBYEM. [...] 3TO MX TOXKe LieneBas rpynna nosTomy Mbl Nepecekaemcs,
YTO OHM TaM K HaM 0b6palLLAtOTCA TMNA, Bbl HE MOTAK Bbl TaM 3aLLMTUTL TaM UM TaM HY KOpouye
BOT TaK, HO Mbl TaM HY HUTA4e aKTUBHO He y4aCTBYEM Ha NPSAMO Ny6ANYHbIX MEPONPUATUAX U
Tam He 06beanHAEMCA C HUMM TaM B HAaNMCaHUU KaKUX-TO NETULLUMN OTKPbITbIX.”

Xi‘oyn He pabotatoT ¢ JITET, OHM He paboTaloT C MUrPaHTaMM C MHBAAMAHOCTbLIO, a 310 [he
refers to a previous sentence: “...paboTaTb ¢ MHBaNMAAMM...”] TaKON NOANUTUYECKUN YAO0OHbIN
06pa3 B Poccum, 4TOObI NOKA3aTb, KakKMe Mbl XOPOLIME, YTO Y HAC KaKaA-TO COuManbHas
OTBETCTBEHHOCTb B CTPaHe ecTb.’
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il e cTBUTENbHO OFPOMHOE KOAMYECTBO NI0AEN C MHBAAUAHOCTLIO 3/1EMEHTapHO He MOryT
“3 AOMa BbIMTU. CnefoBaTesIbHO, YTO MM 3TO cBoHOAa COBPaAHMA TaM MACCOBOrO, YTO UM
HapyLleHWe Ha MUTUHIOB, €C/IM OHM NONACTb HAa 3TU MUTUHTU He MOTyT.’

XIV'Hy  noegelwb Tbl OAMH C PaCTOPMOMKEHHbIM pebeHKoM Kyaa-To, Tebe Bce ByayT genatb
3amMeyvaHmn, Teba Bce ByayT BbIrOHATL. Thl e He byaellb OT 3TOro cyacTameee, npasga? U
Tebe He 3axouveTca, B 06LEeM-TO, HUKyAa Bbl/ie3aTb, byaellb cMaeTb O4MH U ropesaTb. A ecau
NATb TaKUX AeTel, AecCATb TaKUX AETEN, TO yXKe HUKTO He cAefiaeT 3aMeydyaHWe U HUKTO
nasbLem He nokaxer.’

“Vpmamam MHOrAa NPOCTo No6bITb BMECTe, MPOCTO NO6bITL TaM, FAe Tbl HE OAMH U MOHATb, UTO,
B 06LLEM, MOXHO WUTb. [N TOro, YTobbl MOHATb, YTO MOMKHO XWUTb, Hagdo obLlaTbCca C
Takumu.’

MnoanTuyeckn yao6Hbiin 06pas B Poccum, 4Tobbl NoKasath, Kakue mMbl xopolume’
X' NOHMMal0, YTO KPOME MEHS 3@ HUX MPUIATU HUKOMY.’

Niii‘acTh, HanpuMep, NPOTUBOAENCTBMA, HaNnpUMep, oTAen dpaHapaii3uHra u nMapa, NOToMy
YTO OYEeHb YaCTO 3KOHOMMYECKME CTpaTernun, Te, KOTOopble MO3BOAAIOT Ha 3TU AEHbIM OHMU
4acTo He CcoBMagatoT BoobLEe C COUMaNbHON MOoAEeNb0 Nt0Ael C MHBAaMAHOCTbIO. Koraa bl
roBOPULLb, YTO HE HaZo N0Ael BUKTUMU3MPOBATb, OHU FOBOPAT: @ HAM HUKTO AEHbIU He
pact.

XA rope un 6onesHb pebeHKa, HaBepHOe, 3TO EAMHCTBEHHbIN MAOC, He umeeT
HALUMOHANbHOCTU, HE UMEET PESIUTUN, OHA HE UMEET HMYEro, OHA Bbille NONUTUKK.

“..KOrJa K HUM TaK OTHOCATCA, MX NPUHLMMNE TaK BOCNUTbLIBAIOT Aaxe 61u3Kkue, [...], OHK, BO-
nepBbIX, NepecTaloT BEpUTb B Ce6S U OHM CYMTAIOT, YTO OHU MHBANNAbI, 3TO KOTOPble Camu
AeNaTb HAYEro He MOTyT, Pa3 HUYEro He MOryT AeflaTb GU3UYECKU, TO 3HAUYUT HUYETO HE MOTYT
Aenatb M B npuHuMne. PaboTtaTb HE MOryT, CEMbM Y HUX ObiTb HE MOMET, MOTOMY YTO MX
TAaKMMW HUKTO NtoO6UTb He ByaeT, APY3eN Y HUX TOXKE He MOXKET bbITb. [...] U Aanblue oHM yKe
He BEpPAT HM BO 4YTO, U CTAHOBATCA AEWUCTBUTE/IbHO TAaKUMM MXKAMBEHLAMW, KOTOPble
NPUBbLIKAN Noay4yaTb. OHXU HEe NOHMMAIOT, YTO OHM MOTYT OTAABATb W YTO HY)KHO OTAABATbL
BOOOLLE-TO 06LLECTBY. A KaK YE/IOBEK MOXKET AENCTBUTENBbHO ObITh MOJIHOLEHHOM IMYHOCTLIO,
KOrJa CYMTAET, YTO eMY BCe BOKPYr 06A3aHbl.’

"4To6bl Yenosek, cO6CTBEHHO rOBOPA BOT, KOT4a OH CUAMUT B AETCKOM AOME U HUYEero He
fieNaeT, Korjda ero orpaHn4YMBaloT M BOT 3Ta Ype3mepHas oneka. Ytobbl ero nsbasuTb oT
Yype3mepHOI OneKu, NokKasaTb, YTO OH, COBCTBEHHO roBOPS, OTHOCUTE/IbHO CAMOCTOATE/IbHOM
yenosek. [...] 34ecb Kak 6bl Mbl PeWINAN CAenaTb BOT TaKyl UCTOPUIO, TOXKeE YTODbl yunTb
AeTelt 0TAaBaTb, TO €CTb OHM He A0/IKHbI TO/IbKO NOTPE6ATb, YTOObl HEMHOMKO PacLIMPUTb
3TOT KPYr, KPYro3op, YTO OHWM MOTYT, YTO Y HUX €CTb BO3MOXKHOCTN.”

iThis interview was conducted in English.
i0Hu [...] cTaHOBATCA AENCTBUTENBHO TAKMMM MKANBEHLLAMM, KOTOPbIE MNPUBLIKAKX NOAyYaTh’
WThis interview was conducted in English.

v/ _..y HaC HeT NPaKTMKM AenaTb KaKMe-TO UMEHHbIe MCTOPUM U UX BbIHOCUTb Ha O4EHb BbICOKMI
YPOBEHb, MOTOMY YTO 3TO HEMPaBW/bHO, Ha CaMOM Aene, MHe KaxeTtcA. KoHeuyHo bbiBatoT
KaKue-To ocobble cUTyaLuu, 3TO KaK NPaBUIO NOJIOXKUTENbHbIe cuTyauumu, Koraa [disabled;
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here Aleksei specifies the impairment] uyenoBek [A0OMNCA KAKUX-TO OYEHb BbICOKMX
pe3ynbTaToB B CMOPTe, Ky/NbType, TBOpPYECTBe, TOr4a - A4a, Tor4a Mbl ero UCTOPUIO Kak pas
NbITaeMcA NMOKa3aTb M B TOM Yncne obnBaemMcs NpesocTaBAEHMA KaKUX-TO rOCYAapCTBEHHbIX
Harpag, 4Tobbl 0bpaTWUAM BHUMAHWE HaA 3Ty UCTOpMIO. Mbl TOXe nbiTaemca 6osblie
paccKasaTb MUPY, OBLLECTBY, O HALIMX MONOMKUTENbHbIX KaKUX-TO reposx, O HAWMUX KaKMUX-TO
pe3ynbTaTax xopowmx.’

Mi‘ _He MMeeT HaUMOHANbHOCTU, HE UMEEeT PesUrMM, OHa He UMeEeT HMYero, OHa Bbile
NOANTUKN.

Vi‘3To 6bin 2012 roa, OH 6blN AOBOMLHO CTPaHHbLIA - MNOAMTUYECKME MPOTECTbl, HOBOE
nepensbpaHme u 6blN KAKOW-TO NOABEM MPOTECTHOrO ABUMKEHWA, ONNO3MLMA U Npoyee. Mbl
KaK-TO AYMa/in, YTO MOXKHO YTO-TO MU3MEHUTb Y4acTUeM B NONUTUYECKOM AeATENbHOCTU - 3TO
6b110 0bLLEE HACTPOEHME, MO KPaliHen mepe, y CpeAHEero KNacca NoLewn, XKUBYLLMX B KPYMHbIX
ropoAax-MUAMOHHMKaX. Bbla 3TOT 3anan, NOTOM OH NPOLEN U CoLeN Ha HEeT Noc/ie NONUTUKK
KOHcepBaLmu. MHorme niogm ywam B obuwectseHHyto paboTty. MHOrme us Tex, KTo 3aHMmMancs
Torga  MOMMTMYECKOW — AEeATEeNbHOCTbIO, YyWaAM B NPAMyO  MOMOWbL WAM B
6naroTBOpUTENLHOCTD.

Mi‘Ony noHan, 4To nNoAUTMKa pasbeAuHAET NtoAei, a BOMOHTEPCTBO M MOMOLLb OAAM
obbeauHaT noaen.’

*‘Hawa gopora B MHTEPHAT - 3TO B TOM YMC/Ie U NOMbITKA, BO-NEPBbIX, NONUTU3MPOBATh CBOIO
COBCTBEHHYIO MPAKTUKY KaK KyAbTypHbIX npodeccnoHanos. [..] A B8 nocneactsmum B HKO
ycTpounca paboTtaTb MMEHHO [position], NOTOMy 4YTO A NOYYBCTBOBA/ ONATb ¥Ke, YTO 1 Ha 3TOM
nosuummn mory caenatb 6onbwe. i Mory BAMATb HA NPUHATUE PELLUEHUIM U Yy MeHA 6onblie
pblYyaroB onATb ¥e BOT, YTOObl YTO-TO MEHSATb. [...] [1a MeHA Mot aKTMBM3M, TO €CTb BOT 3Ta
My3eliHas nefarornka, CBA3aHHaA C MHKAO3MEN B My3ee, ceiiyac He paboTaeT, NoTomy YTo
Tam HeT ycnosui. Al B3N BOT 3TU My3eliHble METOAbI, MEPEHEC UX HA COBEPLLUEHHO APYryHo
Mo4YBYy B MHTEPHAT, BOT TaM Ha MO B3rnag oHu cTanu pabotatb 1 6bian BocTpeboBaHbl. To
€CTb B 3TOM 6blNa MOA HEKAA aKTUBUCTCKAA NO3ULMA BHYTPU UCKYCCTBA. [...] TO ecTb Ana meHA
OYeHb BaA)XHO BOT 3TO MUCCAeAOBaHME TpaHchoOpmaLMM Tembl HOPMbl UM 3N6AU3MA,
ANCKPMMMHALNK B UCKyccTBe.

X‘Hy, Tbl 3HaeLWb, 4TO KacaeTca [our movement], TO UCHaYaNbHO A AyMan, Hy B TaKOW OYEHb
AaNeKon nepcneKkTnae, YTo 3To Morao 6bl 6bITb HOBOWM NOAUTUYECKOM duUrypoit. MoTomy, 4To
HUKOrAa He 3Haelb, 4To cpaboTaeT 34ecb. M Mbl HAUMHANM 3aHMMATBLCA 3TUM  y¥Ke nocne
penpeccuii, NocAeayoLmnx 3a MacCoBbIMMU NpoTecTamu. M A Ayman o TOM, Kak NPOLONKUTb
3aHMMaTbCA NOANTUKON. U noyemy 6bl He nonpoboBaTb 3aHUMATLCA U OT ML HY BOT NIOAEN,
KOTOpPble HAaCTO/IbKO UCK/IOYEHDI KaK Obl, HY, HACTO/IbKO KECTKO MUCKAIOYEHDI, Aa. Moyemy 6bl
He nonpoboBaTtb 3Ty duUrypy Hy besymnua, Aa, Kak NOAUTUYECKYO? [Toyemy He NOMbICAUTb
ee Tak?’

‘9 He YyBCTBYIO ceba NPaBO3aLNTHUKOM Knaccnuyecknm’

i’ 4yTO HMKTO Ha caMOM Jene He 3acTpaxoBaH OT 3Toro [i.e., ending up in a residential
institution], n NO3TOMY, B TOM YMC/iIe U MEHSA OYeHb CUIbHO LenaseT 3Ta Tema, NoTOMY YTO A
TaKMM 06pa3oM HEMHOMKKO 3a cebs 6opoTbes, B TOM ymnche. [...] HaBepHoe, Mmbl 3aHMMaemcA
COLMANKOM, HO ONATb K€ MHE O4YeHb CNOXKHO 3TU NOHATUA Pa3aenATb, NOTOMY YTO NPABO Ha
cB06OAY M AOCTONHYIO }KM3Hb, MO MOEMY MHEHUIO, UMEET KaXKabl/ YeNOBEK, N B 3TOM CMbIC/e
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Mbl OTYACTN 3aHMMAEMCA U NPABO3ALLUTHON AeATENbHOCTbIO TOXKE. [...] MHe o4eHb CNOXKHO
3TO pa3fenaTb, MOTOMY YTO i B HEKOTOPOM CMbIC/1E UAE0NOTMYECKM MONana BOJOHTEPOM B
[CSO]. A cunTato, YTO A TaKMM 0H6PA3OM XOTb KaK-TO BOCMOJIHAD Ty MPOMNACTb MEXAY TEM, YEro
4yeNIoBEK AOCTOMH B CBOEM KM3HM M TeM, YTO OH MMeeT no ¢akTy. XoTa 6bl TPKU Yaca B cBOEM
YKU3HM A MOTY YAENUTb 3STUM KOHKPETHbLIM N0AAM, YTOObI KaK-TO CAENATb UX KU3Hb YyTb-4yTb
nyywe.’

Xill‘Mbl KaK XYZO0MKHUKM MMeeM 60/blie BO3SMOXKHOCTM TyZa NMPUXOAMUTb W YTO-TO AeNaTh’

XV‘Kak-To asuraTb cuTyaumio B MHU noTomy, YTO 3TO HE TaK HEBO3MOMHO KaK KasKeTcsa M
celiyac HaobopoT cuTyaums 6araronpuaTHEE NMOTOMY, YTO 3TU /IOAWU WULLYT BOJNOHTEPOB U A
3Halo, YTO Ha CaMOM fie/le OHW HACTPOEHbl HA KOMMYHUKaUMIO. Y HUX HET UAEN O CKPbITUM,
OHW HACTPOEHbl Ha KaKoe-TO B3auMHogencTeue ¢ colymom. OHM BOCNPUHMMAIOT 3TO BOT B
PaMKax BOJIOHTEPCTBA, Y HMUX MPOCTO HET MbIC/NIEHHbIX KaTeropui Apyrux ANs 3TOro, u
NPaKTUK, npuBblyeK. MMEHHO MNO3TOMY, MHEe KaKeTcd, aKTMBM3MYy Ba*KHa Kak pas
WHTENNEKTyaNbHaA KaKasa-To paboTa MOTOMy, YTO HAAO PACLUMPUTb TOPU3OHTbI. PaclumMpuTb
FOPM30HTbI MPAKTUYECKMX BMELIATENbCTBA, PACWMPUTL TOPU3OHTbI A/1A MPAKTUYECKUX
WHTEPBEHLMI. A NPaKTMKA HA06OPOT MHTEHCUDUPYET MbICN, KAKOM-TO MHTENNEKTYANbHbIN
nouck. M Hy aTo ogHa oborowaeT apyryto.’

kv aBuraTb cutyaumio B NHA...
Wi‘gKTMBU3MY BaXKHa KaK pa3 MHTEeN/IeKTyaibHaA Kakaa-To paboTa’

Wi‘Mbl 83U MapLupyT [...] B LEeHTPe, MPAMO Camblit LLeHTP [...], 4TOBbI N10AM BUAEAN, UTO, KaK
6bl, YTO NOAN C UHBANUAHOCTbIO TOXKE MOTYT XOAUTb HA SKCKYPCUM, XOTAT 3TO AenaTtb U Tak
nanee. To eCTb HEMHOMKO TaKoi Bonpeku bbi. [...] OHa He NO3MUMOHUPOBANach, Kak akuus.
3TOo cKopee BCero B NpoLecce NPULLIO U BOT CeAYac A TOXe CMOTPIO Ha 3TO, Ha3aj, rnaaa, u,
MHe KakeTcAa, YTo 3TO bblno BakHoe eule M nostomy. MoTomy YTO TO, Kak NoAU Ha Hac
CMOTPENU, Korga Mbl LAY TaKOM TONMOMN, MOXKHO CKa3artb. [...] M BOT Takasa orpomHas pasHas
rpynna ntoAei KoHeYHo B camom LeHTpe. [...] U aa, KoHeYyHo Nan Ha Hac obopayunBanmch,
HO BMAHO 6bI/10, YTO HApPOA, 6bl/1 B LLIOKE HEMHOKO OT TOrO, YTO BMUAE/, U BOT B 3TOT MOMEHT
6bIN10 Takoe YyBCTBO, KOTAa BUAMULLbL 3Ty peaKuuio, HaobopoT, YTo Xo4eTca UATU Aasbliue wn
nycTb CMOTPAT.”

Wiii‘yo OHa cTana NONMTUYECKOM C TOro MOMEHTA, KOrAa A CTana BbIXOAUTbL U3 Aoma. [...] OHa
M3 IMYHOrO nepelna B NOJIMTUYECKYIO Torga, Korga A cTtana cobupaTb proK3ak, Aymas, YTo
MEHA MOTyT 3a4eprKaTb.’

XX‘Ham OTKa3blBalOT B MAOLWAAKaX, MO3TOMY Mbl CTaJM NPOBOAWUTb NEKLUMM Ha yAuLe.
[Interviewer: Moyemy oHu omkasviearom?] NOTOMY, YTO MPOCTO Tbl FOBOPULLb, YTO Yy Hac
nekuma npo demunuHusam - "Het, mbl He byaem penatb". [...] Mbl HE MOMem NNATUTb 3a
naowaaky, a 6ecnnaTtHblie NAOLWAAKN - 3TO UAN KaKMe-TO APY’KeCTBEeHHble MIoWaakM Tuna
Kade, HO C HUMM HYXXHO UMETb XOPOLLUUIA KOHTAKT, UMEeTb J0BEpUE, NN FOCYAaPCTBEHHbIE
naowaakn. Y rocygapctsa ecTb YeTKOe OTHOLLIEHME K 3TUM Bonpocam, [..] K demuHusmy,
KOHeYHo. YTo-TO, YTO OTAaeT NPOTEeCcTOM, ByleT cKkopee BCero OTKAOHEHO. [...] Mo3aTomy Ham
NOOTKa3blBa/IN-NOOTKa3biBaAN, Mbl Aymaem: "JlagHo, byaem Aenatb TO, YTO Mbl Ha yauLe
yCcTpanBaem Nekummn, ceoei puuedkon ". Hy, M rnaBHoe, YTo 3TO BECeNo, 3TO MHTepPecHo. ITo
TOXe TaKoe ropo/iCKoe UCC/efloBaHUE - KaK MOMKHO NO-APYromy UCMo/ib30BaTb TO UK UHOE
ropoACKoe NPOCTPaAHCTBO, MO3TOMY i CYMTAO HALL MPOEKT NOAUTUYECKUM. [...] OCTOAHHO Y
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MeHA ecTb Takas Hebo/bluaa NapaHoOMAANbHAA MbICAb: @ BAPYr KTO-HMOYAb, YTO-HMOYAb
CKakeT. Hanpumep, y Hac ecTb [a cultural centre], n mbl pelIMan NPOBECTU TaM NEKLMIO NPO
NpoTecTbl, He COrnacoBbiBas Boobule HMYero. Tam ecTb Kade, Mbl pPelmnaun, 4to NpocTo
npuaem Tyaa v NpoBeaemM MeponpuaTUE, MOTOMY YTO 3TO TOXKE Bbl1 NOAUTUYECKMIA KeCT. [...]
Mbl pewwnnu, yto 6e3 cornacoBaHma Tam Bce nposeaem. Mbl NpULWAK, U AEACTBUTENBHO Hac
HWKTO He BbirHa. Hac 6b110 MHOro, yenosek 30. Mbl NpULLAK, 3aHANM BCe Kade, nepecTaBuamn
cTonbl, n 5 6oAanack, Tam bbina AeByLKa Ha 6ape M OHa B KAKOM-TO MOMEHT 4acTo yXoAuna,
npaAamMo Hagonro. i Aymana, HaBepHOE, OHa Molia 33 OXPaHOM, Ha camom aene, HeT. [...]
PeanbHO ecTb HECTaBMNBHOCTL: U M3-3a TOrO, YTO Thbl AyMaellb, YTO TebsA MOryT BbirHaTb, U3-
3a TOro, YTo MNOroga MoXKeT bbiTb HenoaxoAAweh W MPOCTO M3-3a TOro, YTO KaKue-To
NAOLWAAKMN COrNaLlatoTCA, a NOTOM OTKa3bIBaOTCA B NOCAEAHNIN MOMEHT, Hafl0 UCKaTb HOBYO.

bx‘korga Mbl NbITANANCb aHOHCUPOBaTb COBbITUE, KOrAa Mbl JOrOBapMBaAUCL C MAOLLAAKOMN,
OHW Hayann AaBuTb. M Ha camom aene, [...] 3TO e He Takoe cobbiTue, 3Haelllb, YTO, HY KakK
CKa3aTb, 3TO e He KaKOW-TO NPOTECT, PEBONIOLMA, 3TO KaK bbl HYy I0BO/IbHO CTPAHHO 3a TaKoe
cobbiThe, He 3Halo, CaAnUTbCA Tam B TIOPbMY, Aa. Hy NpocTo Mbl He roToBbl Ha 3To. BoT. U
NO3TOMY Mbl Kak 6bl CTapaemcs He MATM HanposJoM NOTOMY, YTO Mbl U TaK cnabble, 4TO
dpoHTanbHOE MPOTUBOCTABAEHWE B AAHHOW CUMTyaLMW, HY, OHO MPOCTO HWYEro He... OHO
HEBO3MOXHO. BOT NO3TOMy Mbl MbITaIMCb KaK-TO CKPbLITO MPOBECTU 3TO U Mbl YXKe He
aHHOCMpOBanM cobbiTMe NOTOMY, YTO Mbl MOHWManNW, 4YTO ecan Mbl byaem 3apaHee
aHoCMpoBaTb CObbITME, TO MOXKET bbITb ByAyT Npobaembl y 3Toro [event space], NOHMMaeLb,
Aaxe He y Hac. MoTomy, 4yto Npobsiembl 06bIMHO BO3HMKAKT Yy /IOAEN, KOTOpble Ham
NPeAcTaBAAlOT NAoWaaKy. Tak MAM MHaye N NPOCTO XO4yy CKasaTb, 4YTO KaK pa3
c nybnaunyHocTblo - Hy, [our event] Bbin ye H6onee noanonbHbIN, 6onee ana csoux. U
npobiembl Ny6ANYHOCTM 34eCb A0BObHO H0/bLIME NOTOMY, YTO MbITALOTCA BCE 3a4NCTUTD. f
AYMal0 MMEHHO MOTOMY, YTO OHM CYUTAOT, YTO OYEHb BaXKHO KOHTPO/IMPOBATh BOT 3TO BOT
CNEeKTak/Nb Ny6AUWHOCTY, KOTOPbIN OHU XOTAT PEeXUCCUpPOoBaTb. MM BaXKHO NOKasaTb, KTO
HallW Bparu, KTo Halu Apy3bs, Kak bbl, Ky4a Mbl UAEM M NPOYMe, eAUHOIMYHO onpeaenaTb.
M noatomy, OHU He XOTAT BoobLEe, YTOBbl KTO-TO Mellan. YTo BO3HMKaAAW BOT Kakue-To
HEeW3BEeCTHbIe aKTepbl, Bbiberaam Ha CLEeHy, Kpuiyanu, NpoTecToBaau, UM BCE 3TO He HYXKHO.

X310 BbINO TakaA KyXOHHaA NOAUTMKA ONATb. Mbl Aaxe crneumanbHO TeMaTU3NpPOBaamn 3TO
NOTOMY, 4TO Mbl [...] cOBMeCTHO npurotoBuan eay [...]. U napannenbHoO yntannceb AoKNaapl.
To ecTb 3TO 6bIN10 TaKasA KyxOHHaA-, HY Mbl MbITaAUCb KaK Bbl 0O6paTUTb BHUMAHWE Ha 3Ty
HOBYIO GOPMY OCYLLECTBNEHMA MOJIUTUKN, N HAOOOPOT NEPEOCMbIC/IUTD KYXOHHYIO MOJIUTKY
KaK MOMET ObITb YTO-TO BaXHO MOTOMY, YTO TO, KaK Mbl FOTOBUM BMECTe eay, TO, KaK Mbl, HE
3Hato, Ae/IMM HallW NPOCTPAHCTBO, TO, KaK Mbl XMBEM B KOMMYHaJIKax U pellaem npobaemsl,
3TO BCE MWMKPONO/UTMKA. N 3TO BCe KaK Obl 04eHb BOMPOCHI BaKHble A1 aHAPXUCTKOro
AsuxkeHus. [...]. Hy n Boobuie 3To noantuyecknini sonpoc. Mbl NbITaiMCb MOCMOTPETb Ha 3TO
Takmm obpasom.’

‘i) '8 3Ty cpemy BOT Kak 6bl NOMHA TaKOM APYXeCTKUX, BAN30CTU KaKOMN-TO, TaKMe CBA3M
HeopduMLUManbHble Kak bbl, Aa, B Hee Kak bbl NOrpPy3nAUCh NALMUEHTbI, CKaXKeM, U KTO-TO U3
HUX Ham TrOBOPWJ, YTO ANA Hero 3To 6bII0 HY NPOCTO LEHHO camo no cebe NoTomy, YTo
pPacLIMPAN0 Kpyr obuleHuna. Beab 4acTo y 3TUX Nt0AeN HET Apy3en, HeT paboTbl, HUKOro Kpome
poautenei. [...] UM nosTomy 310 6bi/1 KAKOW-TO LEHHbIM BbIXOA 3@ NpeAebl 3TOr0 3aMKHYTOro
Kpyra. M oaHa AeByllKa cMOrna Bnepsble BbIATU M3 AoMa. [TOTOMY, YTO [10 3TOrO e HeKyaa
He 6blno XoaAnTb. M oHa [...] BNepBble cMorna BblITU U3 AOMa U BNepBble NPy 3TOM roToBUNa
cebe eny. o aTOro maTb Bcerga 370 Aenana. Hy To ectb OHa BrnoJsiHe cnocobHa Ha aTo. [...] A
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[lYMalo, YTO BaXKHO CO3/aBaTb TAKytO Cpeay, KOTOpas CMbIBAeT rpaHuMLy, KOTOpas No3BOASET,
[LAeTCcA MeCTO TBOPYECTY U KAaKMM-TO HedopMasibHbIM CBA3AM. [...] M BOT 3Ta cpesia OHa Hy»KHa
pagun Toro, 4Tobbl Hy, YTObbI NtOAM MNOYYCTBOBAN cebs Ha PaBHbIX C ApyrMmu. U B TO Xe
BPEMS OHA BaKHa AN1f TOro, YTOObl BCE 3TU YYACTHUKM 3TOTO CO0BYECTBa, Kak CKasaTb, CMOMU
MOMBbICIUTL A/1A cebs HACTOALLYIO peannsaumio He B pamMKax apT-Tepanun Tam, Aa, noTomy,
YTO MHE KayKeTCsl OHa YacTo TOXKe OrpaHUYMBaeT ngen.’

hii‘gnepBble cmorna BbINTM M3 OMa 1 BrepBble Npu 3TOM rotosuaa cebe eay [...] ata cpena
OHa HY)KHa paam Toro, YTobbl Hy, YTOObI II0AN NOYYCTBOBA/IN cebA Ha PaBHbIX C ApyrMmn.’

bxiv__Mbl, CKaXkeM, CO3aem TaKyto cpeay, rAe BCe 3T NPaBuaa, BXOXAEHNE, yUYTeHNe MHeHne
KaK[0ro 4enoBeKa, OHM TWATE/NIbHO pa3paboTaHbl, apPTUKYIMPOBaHbI, U BBEAEHbl B LENYHO
KyNbTypy. M c noMoLblo TaKoW cpeabl, rae, BOT, OHa Takad TLLaTeIbHanA MHKAOCUMBHASA, 43, Mbl
BXOAMM B KOHTaKT ¢ MHW 1 Kak 6bl pacnpocTpaHsem BOT 3TO OTHOLWIEHME, BHE NepCcoHana, BHe
naymeHToB. OHM KaK Bbl NOHMMANK, YTO €CTb BOT TaKOE OTHOLLEHUE, U ecTb Apyroe. OHU yiKe
BMAAT pasnivune. MepcoHan ToXKe MOXKET BUAETb pasnyne, Mbl BXOAMM C HaMM 3TUM K
aAMUHUCTPALUN, KaKMe-TO NoAN aaMUHUCTPALMK, CKaXKeM, OTKPbITbI, TaKMe ceivac ecTb,
OHM NEePEeHUMaIOT KaKMe-TO pasmbllJIEHME, Mbl CO343EeM NPOCTO KaKylo-To AUCKyccuio. U Tak
Mbl NPUBMBAEM 3TY KY/IbTYPY BHYTPU MHCTUTYLMU, S BOT BUNKY TaK. [...] Bonee KOHKPETHO, Mbl
NOHWMMaNN, YTO HAC OYeHb MHTepecoBasa [..] TakKaa MUKPOMOAUTMKA, KOTOpaa KacaeTcs
NOJIMTUKM OTHOLIEHMIA, NONIUTUKM NPUHATUA PELIEHUA, HaNPUMep BCe HallM BCTpeun 6bian
opraHn3oBaHbl KaKk accembien [...]. Ho Bce e Bce HaluM AeATe/IbHOCTb 6osiee HanpaBaeHa
Ha AecTMrmaTtmsaumio. U A yxe ropoBua MHOIO O TOM, YTO Haly Lenu bbinv co3aaHune cpeapl.
[...] Ho 06wuit nnaH 6bin npocTo caenatb Ny6aAnYHbIM 06CyKaeHMe 3Ton npobaemsbl. U He B
KOHTEKCTE MOMOLLM, 3TO Mbl, AN51 HAC BbINI0 AO0BOJIbHO Ba*KHO BCMapbIBaTb 3TY UAEH NOMOLLM.
MoTomy, YTO OHa camas PenpeccuMBHan U orpaHu4YMBan. Hy, orpaHuMYmMBaeT, Kak bbl, Aa, Uau
KOro-TO HaBA3bIBaET, HY MEPAKXU3UPYET, Kak bbl, CTaBUTb Mepapxuto. A TO eCTb ANA Hac 6bino
BaXKHO co34aTb TaKyk cpeay [..], KoTopaa AobaBAeT B ropM3OHT BO3MOXKHOCTEN NIOAEN,
OKa3aBlUMX nepeq AMUom npobnembl [...]. U Tak e, Mbl XOTeNU caenatb 0b6CyXKaeHne 3TUx
npobnem 6onee, 6onee cBo60AHbIM. TO €CTb OTKPbITh 3TO 06CYyKAeHMe. To ecTb AenaTtb ero
60/1e€ NPUBbIYHbIM.

bxviram Bblna oueHb MOKasaTe/lbHaA CUTyaumsa, KOrAa PeXnccep BOT 3TOT BOT FOBOPUA, YTO:
BOT Mbl B 3TOM MPOEKTE AEKOHCTPYMPYEM HOPMY, Mbl ULLEM YTO-TO HOBOE, @ KOrZa cTanu
NO4M CaMM TOBOPWUTb, KOTOPble y4acTBOBa/lW: Hy BOT HamM O4YeHb HpaBuUTCA paboTaTb C
YMHbIMW 06pPa3oBaHHbIMM /IOAbMM, C IIOABMU U3 UCKYCCTBA, TO €CTb HA YPOBHE PUTOPUKM
3TOT peXKmnccep U3 NCKYCCTBa AEKOHCTPYUPYET HOPMY, @ 04U, KOTOPbIX OH MPUIALLAET, OHMU,
Hanpumep, 3aMHTepecoBaHbl HA0BOPOT B NoNagaHMM B HOpMy. M nonydyaercs, 4To 3a cyeT
3TOr0 HEKPUTMYECKOTO MbILWIEHUA OHM B 3TOM MPOEKTE CyLECTBYHOT COBEPLUEHHO
napansienbHo. To eCTb OANH YTO-TO AEKOHCTPYMPYET, @ BTOPbIE YTO-TO KOHCTPYMpPYIOT.’

bxvi‘)) Tak Mbl ycTpansanm npouecc Tak [i.e., like assemblies], 4uTobbl Kaxkablli MOT BbICKa3aTbCA.
N BCce MOrAM NPUHATL yyacTMe B 06CYKAEHUU M NPOYME, N KOHEYHO Y Hac BOMPOCHI BacTh
CTOANN OCTPO B KaKMX-TO MOMEHTax. B Tom umcne notomy, 4To KTO-TO BoobLle He 6bin
HOCUTENIeM 3TOM AEeMOKPaTUUYECKOMN KyNbTypbl.’

bvil‘MoToMy 4TO TO, 4YTO MPOUCXOAUT C NOABMW B MHTEPHAaTe He TOMbKO /MlaeT
WAEHTUYHOCTU, HO M BCEMW CUTyauMAMM U BCe BOODOLLE CUCTEMON, TOM, KOTOPYH UM
BbICTPAUBALOT, I4e OHU KMBYT B NOMELLEHUAX, TOBOPAT, YTO Tebe MAEHTUYHOCTb HMKAKaA U He
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Hy¥Ha. To, 4To y TebA HeT - OKen, U He HAZO, Tbl €€ He AOCTOUH UM Tbl HE CMOXKeLb C Hel
obpawaTbes. [...] Kakaa-To abcontoTHan, KOHEYHO, Belb. TYT MHOIO pPa3HbIX MAEHTUYHOCTEN,
OT Ye/I0BEYECKOM, rMParKAaHCKOM 40 MEHTANbHOM. MOU XOXKAEeHMA B UHTEPHAT ToXe Hbln Npo
MO MAEHTUYHOCTb, MOTOMY YTO A BblNa pa3pesaHa Kak bbl Ha ABe NO0N0BUHbI. Bbll 0gMH MUP
N OPYron, KOTOPbIN 5 NbiTafacb COeaMHUTL. ITO BCe BbIN0 NPO TO, YTO NOAN B MHTEPHATE,
KOorga Mbl A40/F0 KOMMYHULMPOBAIMU, BOCMPUHUMAAM MEHA KaK abcontoTHoe 60XKecTBo, C
TOYKM 3pPEHUA TOro, YTO Y MeHA ecTb cB0H60Aa, Y MeHA ecTb Bbibop. A mory aenatb BCe, YTO A
X04Y, @ OHM - KaK Obl HET, U 3TO aBTOMATMYECKMN 3HAUYUT, YTO A MNJ0XOMN, A HEKPACKBbLIN, A Tam
TAKOM-TO M TaKOW-TO, a Nto6OMN YeNnoBeK, KOTOPbLIN NPUXOAUT CO CBOHOAOMN, - OH BCEMOTYLLUNA,
OH TUNa Apyrow, oH - BoT.’

boviii‘Y) g ckasan: oKei, Mbl B KyIbType roBOPMM MPO MHK/IO3MIO, @ CKOIbKO Nt0Aei Bbl HAHAAN
Ha paboty, Hanpumep, B Baw ¢oHA, Hanpumep? Nnaun: cCKonbKUM nogam Bbl 3aniaTuUan?
Bbinnatnam pexuccepy, aBTopy npoekTa? A Bbl NAaTUAK Atogam? BoT, Hanpumep, Yero Mol
nobusaemcs cenvac B [CSO where he works], uTobbl 3a BCe BbICTAaBKM Yy HAC XyAOXHWKam
NAATUAN U KOHTPaKTbI OblNK. ITO CNOXKHO, HAaNPUMep, CAeNaTb C He4eecnocobHbIMU 0 4bMU,
NOTOMY 4YTO HOpMAMYECKU HeT dpopMbl gorosopa [which people without legal capacity can
contract], Ho Mbl KaK 6bl 4OroBapMBaemMcs, S BCE PaBHO AeHbrM oTAar Um.’

bxixNIFBT co0bLLeCTBO OYEeHb CUAbHO BMNETEHO B MPUMHUMNE B FPaMJaHCKoOe ABMKEeHMe,
KOTopoe cyliecTByeT B Poccum yxke ceiyac. [...] Koraa mbl roBopMm npo MHBa coobuiectso,
OHO He...,- MHBA aKTUBMUCTbI, HONBLIMHCTBO He BOCNPUHMMAET ceba Kak KakKMMMU-TO 06Lwmmu
rPa*kKAaHCKMMM aKTUBUCTAMMK, KaK Obl MHBA MOBECTKA OHa Kak Obl oTaenbHa. M umHBa
OpraHM3auumM OHM HUKAK He pedNeKCUPYHOT HU TeMy AO0CTYNHOCTU cBO6OAbI CNOBa, HU TEMY-
Hu4yero. ECTb HEKMI TaKOW OTAENbHbIN MHBA MUPOK.’

XXXy HUX ecTb 9Ta UHKAO3MA’

bxi‘l] eule y meHA ecTb olylieHne, YTo Booble B KBUpKyabType HKO u kakux-to JITBT-
OpraHu3aumii, KoTopble, MOXKET ObiTb, MPUHMMAIOT KaKy-TO MHTEPCEKLNOHANbHYIO ONTUKY,
MOXHO CKa3aTb, B MPUHLMME, NPUHATO 6ONbLUE 3a4yMbIBATbLCA O AOCTYMHOCTU MEPONPUATUI
OnAa pasHbix nogein. He Tonbko ana JIFBT, HO 1 Boobwe B NpUHUMNE NPO Apyrve BUAbI
AUCKPUMMHAUUIN NPUHATO 3aaymbiBaTtbhcs. [...] B JITBT-npocTpaHcTBax A 4acTo BCTPEYa/l TaKyko
NPaKTUKY, YTO, Y Hac 3anpelleHbl He To/IbKo romodobus, 6udobus, TpaHchobusa, Ho elle y
Hac 3anpeLleHbl CEKCU3M, pacusm, anbamsm u Tak ganee. [...] ObpatHo 310 paboTaeT xyxe.
[a, notomy 4To, B 06LLEM-TO, COO6LLECTBO NtOAEN C UHBAZIMAHOCTbIO, BO-NEPBbIX, A0CTaTOYHO
3akpbiToe. [...] Cpean Hux ectb J/ITBT-nt04M M TOrAa — Aa, 3TO /IIOAM KaK-TO NepeceKkatoTcs, HO
B LLE/IOM KaKol-To auckypc o6 JIFBT npocto TaKk B [disability] npocTpaHcTBax 06bIYHO He
nogHumaetca.’

bdi‘Torpa e, B KoHLe 2015 roga 3710 6b110, A CKasan, uyTo Heobxoammo [for the movement he
participates in] yuntbca y JIFTBT-ABMUKEHUA HEKOTOPbLIM MeToZam U nNpaBuaam. [...] CmoTtpute,
A cuyuTato, uto JITbT-gBmKeHMe B Poccmu - 3TO camoe KpynHoe ABUXKEeHMe, KoTopoe urpaet
60/1bLWYI0 PO/Ib B 4€CTUrMATM3aLNKN onpeaenieHHbIX TeM. [...] Moatomy s nocumtan, uto JIFGT-
OBUXEeHMe [...] urpaeT 60nbLUYIO POSib B TEX BONPOCAX, KOTOpble He 0bcyXKaatoTca B 06LecTBe,
HO TeM He MeHee O4YeHb 3HaYMMbl A8 obwecTsa. [...] O4MH M3 YPOKOB B TOM, YTO, BO3MOMKHO,
ecnn nogn He 6yayT CKpbIBaTb CBOW AMArHO3bl, TO B YEM CMbICA Npaiaa, 3TO He TONbKO
TpeboBaHMA NpaB, 3TO €lle U AEMOHCTPMPOBAHNE CBOEN CEKCYasibHOW OpueHTaumn, nmbo
reHaepHo’ naeHTUYHOCTH. ’
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boiii‘A korpa Thbl HAUMHaeLWb Pa3roBapmBaTh C AK0AbMU, YTO BOOBLLE eCTb CUTYaLMA, KOraa Bce
BOT 3TO KaK-TO HaKNaAblBaeTCA OAHO Ha APYroe, TO y Nt04eN HEMHOXKO CO3HaHMe HaunHaeTCs
KaK bbl 3anagaTb NOTOMY, YTO 3TO HEMHOMKKO Y}Ke pa3pbiBaeT wabnoH, ga? MNotomy, 4To Mbl
noHMmaem, 4To Poccus, 3To NpaBocnaBHasA CTpaHa, M BOOBLEM Yy MHOTMX €CTb TaKoe, YTo
MOAN C WHBANMAHOCTbIO, BOOOWEM, MM HaZo MOMOraTb, CKa)em  Hanpumep, 3TO
61aroTBOPUTENBHOCTb MU AaXKe He 6N1aroTBOPUTENIbHOCTb, 3TO TaKoe TUMa Hy BOT, Hado. Hy
HEKOe TaKoe LEepKOBHOE KaKoe-To BocnpuATHe, Aa. ITO OAHO OTHOLIEHME K Yyenoseky. Mpu
3TOM €C/IM OH K NpMMepy rei, Aa, a Tenesnsop Tebe 24 yaca B CyTKM FOBOPUT O TOM, YTO 3TO
NPUCMeLHMKN 3anaaa NocAaHHble paspyLwwaTh, He 3Hal0, Hally AYXOBHYHO BE/IMKOAEPKABHYIO
HPaBCTBEHHYHO BCIO BCHO BCIO, ¥ TEDA yiKe gpyroe oTHOLWEHME K YenoBeky. U ecam aTo Bce B
OZIHOM Ye/I0BeKe NepeneTeHo, TO YeN0BeK [...] He MOHMMAET Kak K HeMy OTHOCKTbCA. U BOT
B 3TOT MOMEHT KOrAa KakMe-TO CoLManbHble WTaMmMbl HA4YMHAOT NOTUXOHEYKY TpewaTb, Aa,
MOKHO YKe Ha KaKMe-TO LUMPOKME TEMbI Pa3roBapmBaTb, Ha TEME TOTrO, YTO BOOBLLEM Mbl KaK
6bl BCe npaBa umeem.’

bxiviA ecnn opraHMsauMa HanpAMyo NoayYaeT AeHbrM OT roCyAapcTBa, TO MOHATHO, YTO OHa
He OygeT BABUraTb HUKAKME,- HY KaK 3TO CKa3aTb, TO eCTb 3TO He OyAeT Kakaa-To NpoTecTHas
aKTUBHOCTb. JTO He byaeT Kakue-TO MO3ULMOHHble TpeboBaHMA. MPOCTO NOTOMY, YTO 3TO
pYKa, KoTopasa KopMmuT. [...] ECTb opraHu13aumm, KoTopble HanpAMyt 3aBUCAT OT rocy4apcTBa,
M TOrAga Hy KTO NAaTWUT, TOT M My3blKy 3aKa3sbiBaeT. ITo nepBoe. BTopoe, ecnm opraHusaums
BCE-TAaKN He3aBUCMMasA, Aa, OHa BCe PaBHO HECKONbKO pa3 NoAyMmaeT, a He HacTy4yaTb M Mo
rofoBe MpPW KeNaHWM HacTyyaTb MO rosioBe, Hanpumep. Mo3TOMy, 3TO OYEeHb CWUIbHO
Topmo3uT. [..] Mouyemy JITBT coobwecTBO TaKoe CUAbHOE U MOJAUTUYECKU-AKTUBHOE W
BooOLWe, TO ecTb, MHOrO Yero AenaeTt - B UX AeATe/IbHOCTb He OblN0 HMKAKOro y4yactus
rocygapcrea. To ecTb, BCe TO, YTO OHM cAenanu, OHM CAENANN BONPEKU Tem AeNCTBUEM,
KOTOpOe MPOBOAWIO rocypAapcTBo. B MHBa cekTope, Bce HaNpAMYH NMPOTMBOMONIOXHO. To
€CTb, €CTb OFPOMHOE KO/IMYECTBO BHUMaHMA rocyaapcTBa, BHUMAHWE CO CBOEW KOIOKO/bHY,
CO CBOMM KaKMM-TO MMPOBO33PEHME U 3TO OYEHb CU/IbHO TOPMO3UT MOTOMY, YTO ONATb TaKM
€CTb MHOI0 BMELLEHUS B TaKylo AeATeNbHOCTb, TO €CTb BMECTO TOro, 4Tobbl ycTpauBaTb
TbICAYHbIA MWUTUHT KONSICOYHMKOB Ha Temy TOro, 4To MPMUCNocobauTe MeTpPonoIUTEH, K
npumepy, Kakue-HMbyab HAobOPOT KaKuMe-HUMbyAb NPOrocyAapCTBEHHblE OpraHusauuu
[brings together a group of wheelchairs users to check the accessibility of a museum, and then
uses that to show that] B cTpaHe BeaeTca paboTa Ha To, 4Tobbl Bce 6bI10 A0CTYNHO. TO ecTb
noJiy4yaeTcs, rocygapcTso nogmeHsaeTca coboi YacTHbi BOT 3ToT TpeTnit HKO cektop, Tem
camMbIiM Ha camom gene caboTupya Bcro paborty.’

bxviYacTh Ntoaeit, KOTopble AaXke Camm ABNAIOTCA aKTMBUCTaMM, OHU BCe PaBHO roModobHbIe,
TO €CTb BCE PaBHO OHM Tebe BOT TO/IbKO TOJ/IbKO CEMYAC PACCKa3bIBalOT NPO TO, YTO Tam Tpa Tpa
Tpa paBHble NpaBa, Aa? Tbl YyTb-4yTb C HUMW HAYMHAELLb FOBOPUTb MPO FrEEB M OHWU FOBOPAT,
"HeT, reun, ¢y ¢y ¢y. Cton." He Bce, He Bce, YacTb. [pyraa 4acTb, OHA Ha UHTE/I/IEKTYa/IbHOM
YPOBHE MOHMMAET O YEM Tbl UM FOBOPULLb, A3, YTO TamM TUMa PaBHble NpaBa Tpa-Ta-Ta-Ta-Ta,
obuwaa noBecTKa, MNpeceYyeHne Kakux-To cdep AeATeNbHOCTH, 4YTO B 0b6uWem-To
B3aMMOAEeINCTBNE, KOTOPOE BbIFOAHO 0OBEKTUBHO OblN0O Obl 06EeMM CTOpoHam, ga, NOToMmy,
YTO Hy BCE PAaBHO COKO3HMKM BCETAA HYXKHbI. Tam Tbl YBUAMLLb 3TO KAK-TO Y¥Ke APYron ypOBEHb,
HO BCE PaBHO Tbl MOHMMaELLb, YTO HET MOTOMY, YTO TaM FOCYZAapPCTBa, HET NOTOMY, YTO CTPAX,
HeT Tam, He 3Hato, 3aBTPa NPMAYT C KaKo-HNOYAb NPOBEPKOM M 3aKPOIOT Hac.’

boovicy MEHA OYeHb XOpOoLUMe OTHOLWIEHMA C NI0AbMM, KOTOpble Tam paboTatoT U Kak 6bl C
PYKOBOZACTBOM M ONATb TaKM Ha LLEHHOCTHOM YPOBHEM Mbl MOHMMaem Apyr apyra. Ho aanbwe
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3TO He UAET NOTOMY, YTO, HY 3TO MOXKHO Pa3HbIMKU CI0BaMU 06 BACHUTL, HO CyTb 3aK/lO4aeTcA
B TOM, YTO TMNa "He XOTUM PUCKOBaTb MOTOMY, YTO 3TO He COBCEM Halla nosecTKa."
PaccykgeHve wuaer Takmm o6pasom, 4YTO Mbl MHOrO 4Yero Aesnaem ANa fAwogen ¢
MHBANIMAHOCTBIO M 3TO HalLa OCHOBHAA 3ajaya. Hy, ecam mbl BAPYr HAYMHAEM 3TO Camoe, TO
3TO CTaBMT NOA, yAap BCHO Ty XOPOLYO 6ONbLIYO AeATeNbHOCTb, KOTOPYIO Mbl Aenaem. ITo
TaKol BblI6OP HPABCTBEHHbINW. [...] TyT BCE PaBHO Tbl AOMKEH HAXOAUTLCA C HUMU B O4HOM
MOMELLEHMM NOTOMY, YTO KaK Obl Mpy BCeM NP 3TOM MPU TOM, YTO 3TO AANIEKO HE Camble
NPUATHbIE IMYHOCTU, OHWU BCE PABHO YTO-TO /130T, BPEMEHAMM OHM OTKa3bIBAOTCA TBOMMU
TAaKTUYECKMMW COHO3HUKAMU. M 3TO y)KacHble OLLYLLEHUA U OYeHb MHOTME NIAN, KoTopble
pPaboTaloT B HEKOMMEPYECKOM CEKTOPE,- HEBAa)KHO YEeM OHM 3aHMMAIOTCS, BCe, KTO
3aHMMaeTCA, K NpUMepy, NOMOLLbIO AETAM, KOTOPbIM 3KCTPEHHO HY}KHA KaKan-To onepauus,-
OHMU BbIHYXXAEHbI BOT C TAaKUMM /IIOAbMW O4EHb YacTo paboTaTtb. M 3TO 0YeHb TAXKENO NOTOMY,
YTO Tbl MOHMMaelb, YTO 3TO 3a /OAWU. Tbl NMOHMMaEWb OTKyAa TamM 3TU AeHbru. ITO
HPaBCTBEHHO Hebe3ynpeyHo, HO MpPM 3TOM Tbl MOHMMAaELlb, YTO €Cn BOT ceiyac Tbl He
byasewb ¢ HAMM paboTaTb, TO BOT KOHKPETHbIM PebEeHOK OH MNPOCTO YMpPEeT Wan Tam
KOHKPETHbIN NaHAyC NPOCTO He NOCTPoAT. Boobuie HMYero He BygeT.’

bovii‘Ho Bce paBHO BOT KEMCOBOCTb KOHKPETHbIX CAYy4aeB B OTMYMM OT BObLUIMX KaMNaHWiA,
NOCTOAHHAA OrNAgKa Ha rocypAapcTBO, MCMONb30BAHME PUTOPUKKU YrHETEHHbIX Tupe
61aroTBOPUTENIBHOCTM, BOT 3TO CO343€T... ITO BOOOLLEM B YEM-TO MOMOraeT. ITO TaKTUYECKU
MOKET 6bITb MOMOraeT KOHKPETHOMY MasIb4MKy NOYYUTb KOHKPETHYO KOAACKY. HO 3TO He
pewaeT 6onblwmx npobnem. Bot [disability CSOs work with] KakMe-ToO KOHKpEeTHble C/y4au.
OnATb TakM B 3TOM elLle BO BCEM YYBCTBYETCA O4YEHb CUbHbLIA NPUBKYC TAKOTO MOHATUA KaK
6narotBoputenbHOCTb. [OTOMY, 4TO KOrga BOT YTO-TO [fefaeWwb ANA J4en ¢
WHBANUAHOCTbIO, M B 3TOM U NO3MLNA rOCYAaPCTBa, PUTOPMKA, KOTOPAA C TeNIeBM30pa 3BYUMUT,
N TO, YTO K COXKAJIEHMIO TOBOPAT CaMM NpeACcTaBUTENM MHBA-COODLLECTBA, TO BCE PAaBHO 3BYUYUT
PUTOPUKA He "paBaliTe caenaem aTOMY MabYMKy SNEKTPUYECKYIO KONACKY NOTOMY, YTO Tam
B KOHCTUTYLMM HAanNMCcaHo, Y4TO BCe MMeEIOT NpaBa cBO6OAHO nepeaBuUraTbCa M Tpa Ta Ta," HeT.
TO 3BYYMT KaK "BOT MOCMOTPUTE KaKOM 3ameydaTesibHbI MafbuyMK, KaK emy naoxo 6e3 sToi
KOJIACKM, @ Mbl e TyT Bce Ntoan aobpble, HaA0 AennTbCA TeM, YTO y Tebs ecTb, M BoobLLe 3TO
MOXKEeT NPOM30OMTU C KaxKabim.’

booviiig 310 [he refers to a previous sentence: ‘..pabomame ¢ uHeanudamu...’] Takon
NosMTUYECKN yaobHbIi obpas B Poccuu, 4Tobbl NOKas3aTb, KaKMe Mbl XOpOLUME, YTO Yy Hac
KaKas-To couManbHas OTBETCTBEHHOCTb B CTPaHe ecTb.’

bVl ONATH e NblITa@MCA 3TO YYMUTbIBATb, YTO: @ Yy Hac BeAb MHOro nogen JIFTBT B Tom
yncne NpoXKuBatoLWMx, BOT U A Toxe mn3 JIFTbT-coobuwectsa. [Artyom refers to the LGBTQ+
events he has worked on.] Y meHa cepbe3Hble Npobaembl, YTO A MOry, Hanpumep, roBOPUTb O
yenoBeKe C MHBANMAHOCTbIO, HO A HEe MOry roBopuTb 0 YenoseKe ¢ JINBT MHBAaAMAHOCTLIO.
Hawa opraHu3sauma He 3HaET, Kak ¢ 3TUMm paboTaTb, OHM 6oATCA U He XOTAT.

X‘CKknagblBaeTca BMneyaT/ieHWe, 4YTO Tam CNIOWb LUMUCreHAEepHoe retepoceKkcyanbHoe
coobuwecTso.’

X'y Hac B OpraHM3aLmMmn Takasa no3numa, 4TO Y Hac MHOrO COTPYAHUKOB, Y Hac mHoro JITBT-
COTPYAHWKOB, HaNpUMep, Nto4er, KOTopble XOAAT Ha MUTUHIM, Hanpumep. Ho y Hac ecTb
3anpert, To eCcTb Mbl XOAMM TyAa He KaK npeacTaBuTenNsa opraHmMsauum, a XogMm Kak mbl NO
otaenbHoctu. Korga s ydacteyto B JITBT meponpuaTMAX: NoXKanyincra y4actByi, Ho [the CSO]
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TamM HUrge He ykasbiBail. BoT 6bin Kpyrabid cton no JIFBT ¢ MHBAaAWMAHOCTbIO rog, Hasag,
KoTopbIn aenan [a grassroots, informal organisation]. U 3To 66110 HAaCTONLKO rNyno, NOTOMY
4TO 3TO OblNM BCE HALUM KOANErW, KOTOPbIX Mbl 3HAeM B /INLO, HO MHe OblfI0 3anpeLleHo
nucaTb [the name of the CSO] v Bce, 3Haa Apyr Apyra, HO, Hanpumep, Y MeHs Ha belgKuKe
3TO He HanucaHo. M Bce Bpema roBopuLLb: CenYac A COTPYAHWUK KPynHOM 61aroTBOpUTENbHOM
opraHusaumm B [city]. 9To npocto Mmapasm. Ho TakoBa peanbHOCTb. [loTomy u4TO
NpaBOCNaBHbIE FPAHTbI, NTOTOMY YTO OpPraHM3aumMsa aKTUBHO B3aMMOLENCTBYET C LLePKOBbtO.

XCi‘MeHa npocunmn Tam 06 3TOM He rosopuTb, B [formal CSO)], HUKaK He AEeMOHCTPUPOBaTb
CBOM 6/M3KME OTHOLUEHMA C MOel AEeBYLIKOW, KoTopasa paboTana psaaom, M Boobue He
roBOpUTb Ha 3TU Tembl C [people using the CSO’s services]. Bblno y»Ke HEMHOro NO3AHoO,
NOTOMY YTO yxKe OblI MOMEHTbI, KOTr4a MeHA KTO-To cnpawmsan: "Ay Tebsa ectb napeHb?" A
rosopuna: "Het, y meHsa ecTb geBywka." N ntogm yxoannu, aymas o6 atom. Huuero ctpawiHoro
He Npoucxoanno, Tem 6onee Mbl He HapyLwaam 3aKoH, TaM toam H6bian Bce cTapue 18, Ho Tem
He meHee Bce paBHO 6bln0 Takoe. [lotom s paboTtana [at a grassroots initiative in a state
school]. [...] Ho Tam X 6blaun Takue Ke orpaHMyeHuns. MHe ToxKe, nepes TeM KaK B3ATb MeHA
Ha paboTy, ckazanu: "Yganute, NOXKanymcra, U3 CBOUX COLCETEN BCHO MHPOpPMaLMIO,
cBA3aHHY0 ¢ JITBT-NONNTUKON M NOXOKMMMK BelLlaMKn, NOTOMY YTO Bbl 3HAETe, YTO Yy Hac ecTb
BCAKME NPABOCNABHbIE SKCTPEMMUCTbI, KOTOPbIe 06 3TOM Y3HAIOT, HACcTy4aT, U BECb HaLL NPOEKT
3akpotoT." fl Ha camom gene Halwna BbIXo4, NOTOMY YTO A MOHMMANa, YTo A HEe MOTY YAaNUTb
3Ty BClO MHOPMaLMIO, TaM OYE€Hb MHOFO BCEro, i MPOCTO NOMEHS/1A BO BCEX COLICETAX UMSA,
4TObbI C/IOXKHEE MEHA ObIIO KaK-TO CONOCTaBUTb. [...] Y TaKMX MHULMATKMB, NOSyYaeTCA, TOXKE
€CTb CBOM OrpaHMYeHuns npu paboTe c rocyaapCcTBEHHbIMU CTPYKTypamu.’

XAil‘Ecan yecTHO, A Aaxe NoboANCcA CBETUTb CBOMM MMEHEM, NOTOMY 4TO A 6OANCA TOTO, YTO Ha
3TO MOTYT HaTOJIKHYTbCA 3HAKOMbIE MOWX 3HAaKOMbIX, KOTOPbIX i COBCEM HE X04Yy YBeJOM/IATb
0 TOM, KTO 1. [...] Tenepb A 60/1ee OCTOPOKEH, N UHOTAA, KOrAa s NULLY Kakne-To matepuabl,
cBA3aHHble ¢ JITBT M MHBaNNAHOCTbIO, OCOBEHHO B KakMe-TO o4yeHb nybanuyHble mecTa, A
NHOrAa [lake MMeHeM CBOMM CBeTUTb 60tocb. Te, KTO 3HAeT MEHA KaK aKTUBUCTA, Te MeHS
y3HatoT. Te, KTO MeHA He 3HaeT, Kakas Bam pa3Huua?’

XVIq agnatock] [...] HeBMHAPHBLIM TPaHC-4YeNI0BEKOM, NaHceKcyanom.’

XV [1eACTBUTE/IbHO, C 3TUM €CTb C/I0XKHOCTU, NOTOMY 4TO B JIFBT-co0bLLecTBO s MOry NpunTn
M ckasaTb: "PebsTa, y MeHA nHBanuaHoCTb Nno [impairment category identifier]". KoHeuHo, KO
MHE Hago 6yAeT NPUBbLIKHYTb, HO Mo 60bLIOMY CHETY BCem ByaeT HauxaTtb, cepbesHo. [...] Ho
A Y)Ke O4YeHb [1aBHO He obuialocb ¢ Tak HasbiBaemom [All-Russian Organisation, GONGO],
NOTOMY YTO 3TO OYEHb TAXKENO. fl He Npuay Tyaa, NOTOMY UYTO A He CMOry Tam bbiTb. fl cmory
nobbITb TaM MHBA-AaKTUBMUCTOM, 3TO He npobiiema. OHK, BO3SMOKHO, OyAyT MHe paapl, NOTOMY
YTO A [OO0BOJIBHO MONOAOM M WMHUUMATUBHBLIA YENOBEK B Mepy, YTO Ha3blBAETCA, CBOMUX
BO3MOKHOCTel. Ho A He cmory pacKkpbITbcA Tam Kak JIFBT, noToMy 4YTO OHWM NMOFOHAT MeHA
"noraHoi metnon", 4To HasbiBaeTCs, U A Aaxe He nbiTatocb. HeT, mHe 6b110 Bbl MHTEPECHO.
MHe 6b1710 6bl MHTEPECHO M, BO3MOXHO, Ba)HO K HUM NPUATU, CAMOMY YTO-TO CAeNaTb,
3aMpOCUTb Y HUX KaKOW-TO NoaaepKu. Ho a 60tocb, YTO 3TO HEBO3MOMKHO.

xvi‘g nymato, 4To A 6bl cKpbiBa. [...] Tak 4To MATM TyAa Kak TPaHC-YesI0BeK MPOCTO O4YEeHb
OnacHo, A Aymato. YepTa c ABa A TaM KOMY Hy»KeH.’

xvi‘Oy MHoro BpemeHu paboTtan ¢ AIOABMW C MHBAAMAHOCTbIO, [...] NpU 3TOM OH reit u
3HaYUTeNbHaA 4YacTb ero AentenbHOCTU cBA3aHa ¢ JITBT aktuBuctom. U Kak-To OoH MHe
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paccKasblBajl, YTO OAHaXKAbl OH MOHA, YTO KAK-TO CTPAHHO, YTO Y HEro NPOWUCXOAUT, YTO Y
HEero BOT KM3Hb Kak bbl Ha ABe YacTu NOoAeNAHa, YTO BOT eCTb Kak bbl /ITBT Tam, reu, 1 Kak 6ol
KaKas-To BOT CBOA ABUXKYXa, a TYT €CTb BOT KaK Obl MHBAaNUAbI U OHM KaK-TO OTAE/NbHO. A ecTb
e nogm, KoTopble Kak bbl BoobLem nonagatot B 06e kataropun.”’

xviil‘Korga A npuwen B Kayectse akTtueucta B JITBT-coobuiectso, B KBMP-cOOb6LLECTBO, A
OCO3Han, YTO TYT CUTYaUMs ele MHTepecHee. C 04HOM CTOPOHbI, BCE rOpasao nyyule, NoToMmy
yto B JITETK-coobuecTBe BCTpEYarOTCA NOAN C PA3HBIMU NAEHTUYHOCTAMM U MHOTUX U3 HUX
TAXKEN0 YeM-TO YAMUBUTb. A C APYron CTOPOHbI BCE HECKO/IbKO C/I0XKHEe M3-3a TOro, YTo 3TO
A0BOJIbHO HeobblyHO, MoTomy u4TO A ABnAlocb [disabled; the participant specifies their
disability], HebMHapPHbIM TPaHC-4€/10BEKOM, MAaHCEKCYaZIOM. ITO O4EHb NHTEpPECHOe KoMbo, 1
NOAN YOUBAAIOTCA TOMY, YTO Y MEHS MOTyT 6bITb Apyrne MAEHTUYHOCTM MOMMMO TOTO, YTO A
[disabled], 4To A He OTHOLWYCb K LMCreHAepPHOMY M reTepoceKkcyanbHoMy coobluectsy. f gaxe
He 3Halo, MOTOMY 4YTO Y MeEHA, B MNPUHLMNE, HEe MOXKET ObiTb KaKaA-TO reHgepHas
NMOEHTUYHOCTb W CeKCyanbHasA opueHTaums.’

X<X‘pmeponpuATUA ¢ TUGIOKOMMEHTUPOBAHNEM HACTONbKO Maso, YTo NIOAN, JaXKe KoTopble
He oTHOCAT ceba K JITBT n BoobLe, MOXKeT bbiTb, HE OYEHb MHTEPECYEeTCA KBUP-KYAbTYpOW,
BCe paBHO Nowau 6bl Ha [our event], NPOCTO YTO6bI NOCAYLWAaTb Kak UM TUGIOKOMMEHTUPYIOT,
NMOTOMY 4YTO NOTPEBHOCTb ecTb TakaA. M B LEeNOM peaKkuusa, MHe KaxkeTcsi, 6bina o4YeHb
no3nTuBHas’

¢“koraa A caenan KamuHr-ayT [online] u cmeHMN MeCTOMMEHUS, B KOTOPbIX Tam 0 cebe nuuy,
A CTan ocBewaTb B TOM uyucse Kakue-to JIFTET-meponpmnAaTnA, opraHmsaumm B KOTOPbIX A
6bIBas, BHE3anMHO, KO MHe [online] cTann npuxoaAuTb NOAW, HEKOTOPblE OCTaBLUMECS
QHOHMMHbBIMM, @ HEKOTOpble BMOJIHE OTKPLITO MPUXOAMBLUME KO MHE, KOTOpble CaMwu
AsnAnnce JINBT ¢ NHBaNNMAHOCTLIO. Mbl TOBOPWU/IN O TOM, YTO 4/1A HAaC 3TO OYeHb Ba*KHO, OYEHb
BaXKHO eAnHEeHMe coobLLecTBa, KOraa Mbl BCTPeYaemMca M Koraa 41a Hac ecTb onpeaeneHHble
nepece4yeHma B MAEHTUYHOCTAX. Hanpumep, ogHa nepcoHa nNpuLiaa, OHa 3axoTena ocTaTbCA
aHOHUMHON. EcTecTBeHHO, A He HaBA3bIBaA el o0bWeHMA U He nbiTanca ee
AeaHOHMMU3MPOBATb, OHa MPOCTO MMcana, YTO A4NA Hee OYEeHb BAXKHO YMTaTb MOW MOCThI.
Lpyraa nepcoHa Npuliaa KO MHE, OHa He3pAYaa rOMOCEKCyasibHaA *KeHWMHa. Mbl ANYHO
obuwaemcs, [...] 4nA Hee BaXKHO CO MHOM 06LATbCA, NOTOMY YTO Masio KTO 3HAET O TOM, YTO
OHa rOMOCEKCYaibHaA KEHLWMHA, U1 OHa NOHUMAET, YTO A ee BOCAPUMY HOPMaJibHO, NO3TOMY
Yy Hac MOryT BO3HMKATb MOXOXMe TPyAHOCTU. Mbl MOXKem 3afaBaTb APYr APYry Kakue-To
TEXHUYEeCKMe BOMPOChI, KaKMe-TO NPaBoOBble BONPOCHI, BCKME TakMe Beln. bbina ewe ogHa
nepcoHa, Mbl C Heill obwaemca 4o cux nop [...J. Mbl ¢ Hei cTanm obwaTbea, U y Hee bbina
NoxorKkaa TPYAHOCTb, KaK U Yy MeHs: oHa bblna akTUBHOM Ny6anYHoM nepcoHoi, oHa [had won
prizes in competitions run within disability spaces], u Bce 6b110 04eHb KPyTO, HO OHa He MOrAa
packpbiTbca KaK JITBT-nepcoHa. [...] Tbl NOCTOAHHO O6LLaeLWwbca C Kydyen ntogen, Ho Tbl He
MOXeLlb CKa3aTb, YTO y Teba ecTb AeBYLIKA, MOTOMY YTO Tbl HE MOXELUb CKa3aTb, 4YTO y TebA
€CcTb AeByLKa. MonyyaeTcs, YTo Kak Obl IMYHOM KU3HKU Y TebA HET, XOTA HA CAaMOM Ae/ie OHa
ecTb. [...] Korga Ko mHe cTanu npuxoamuTb oM C MHBANAHOCTBIO M UMEtoLLLME OTHOLLEHME K
NITBT coobuiecTBy, ANA MEHA 3TO CTa/I0 OY4EHb BaXKHbIM MOTUBUPYOLWMM GaKTOPOM, NOTOMY
YTO, BO-MNEPBbIX, OHN MHE MOKA3bIBAOT, YTO Mbl HE OAHM, @ BO-BTOPbIX, A CBOMM aKTUBU3IMOM
M TEM, YTO A NULLY, NOKa3bIBalO MM, YTO Mbl HE OAHMW.’

“‘y HUX ropa3ao 6osblwe NPobaem ¢ TeM, YTO HaMTU NOLWAAKY, HanpuMep, KoTopas bbina bbl
AOCTYNHA ANA Nto4eN ¢ pasHbIMU BUAAMU MHBAMAHOCTK.
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“iOHKM MHEe NOKa3blBalOT, YTO Mbl HE OAHMW, a [...] A [...] NOKa3bIBalO MM, 4TO Mbl He O4HW’

Cii‘yam NPUXOAMTCA MHOrO AlyMaTb O CBOEN penyTaLmm, 0 TOM, C KEM TaM MOXKHO [1€/10 UMETb,
C KEM HeNb3A, C KEM MOMHO HY KaK 6bl OTKPbITO BXOAMUTb B KOANULMIO, KOMY HY MOXHO
NMOMOUYb, HO IBHO He KaK Obl He CBETUTbLCA YC/I0BHO roBopsA BmecTe.’

“v‘Koraa mbl HaUMHANM Kakoi-To B3aumogeicteume ¢ [formal CSO], TO n3HavanbHO 3TO 6bIN0
TO, YTO HY, A3, AaBaliTe, Mbl paboTaem. Ho Mbl Kak bbl Aenaem 3To Henyb6an4YHo. U B npuHumnne
Ha TaKWUX YC/IOBUAX OHU BblNM roToBbl paboTaTb. M YTO-TO Mbl Aenann COBMECTHO, TO ecTb K
HaM MpuessKaan NI0AN OT HUX Ha KaKMe-TO Hallu MeponpuAaTUA U TO eCTb HET KaKoro-To
3anpeta TaM OT HUX, YTO HeT, He Xo4uTe, TaKoro He 6bin0. M onATb TakM 3TO BOT TaKoe
NoAKOBEPHOE COTPYAHMYECTBO, HO BCE PAaBHO HEKOTOpPble CBOM naoAbl Aano. MNotomy, uto
HEKOTopble NPeACTaBUTENIN MHBA, OHWU HEMHOMXKO LUIMPE CMOTPAT Ha ObLLYyIO rpakKaaHCKyHo
noBecTKy. 3To Kak b6bl Bce paBHO natoc. [...] Ho 3TO MpoCTO Kpynuua Mo OTHOLWEHWUIO K
abcontoTHO KapT 6aaHwW, KoTopbli gatoT /ITBT opraHnsaumm, KOTopble roBOPAT BOT, BCE, TUNA,
YyBaKW, AieNaeM UHKIKOCUIO U OPEM C KaXKAoro yraa, Yto y Hac Tenepb MHKNO3UA. B oTanumm
OT rOCYAapCTBEHHbIX OPraHWM3auumii, OHW OPIOT, YTO Y HUX MHKAO3MA U Y HUX ecTb 3Ta
MHKNo3MA.’

“EcTb N10AM BCE PABHO, [KOTOPbIE] TEMEPb HEMHOIO 3HAIOT 06 3TOM, YYUTbIBASA, YTO 3TO YIKe
AOCTAaTOYHO TaNeHT/IMBbIE NtOAM, O3, YTO BCE PABHO 3aHMMAACH MHBA, OHU Y¥Ke HEMHOMXKO
apyroe sugeHue nmetot. I cnegosatenbHO ecnm Notom aet yepes 10 oHM cTaHyT BegyLwmmm
TaMm, He 3Hato, UTPOKaMM Ha apeHe MHBA ABUKEHMA 3a NpaBa N0AEN C UHBAIMCbHOCTbIO, OHU
y»Ke 6yayT 60nee OTKPbITbl M FOTOBbI, YeM BOT /II0AM, KOTOPble ceiyac HaxoaaTcA.’

“‘q 8 nocneacteum B HKO yctpounca paboTtats [...], NOTOMy 4TO A MOYYBCTBOBA ONATb e,
YTO A Ha 3TOM NO3MuuM mory caenatb 6onblie’

“i‘q Typa Npuen ¢ pasHbIMU OKMAAHMAMM, HAAO CKa3aTb, BOMBLWMHCTBO M3 KOTOPbIX
0Kaszanocb JIOXKHbIMMU. [...] [CSOs now are] HacTpoeHbl Ha BbI’KUBAHUE, HA MEHEAKMEHT, Ha
5KOHOMMKY U B MEHbLUEN CTEMEeHW OHM HaleNeHbl Ha NOJINTM3ALMIO, HAa aHaNU3 TeKyllen
CUTYaLWUKU N Ha peanbHOe BOBJIEYEHUE NHOAEN C MHBAIMAHOCTbIO. OHKM BCE rOBOPAT 3a Nt04el,
HO O4YeHb TPyAHO paboTaTb BMeCTe C Ye/I0OBEKOM C MHBAANAHOCTbIO. M BCce oHKM 6asunpytoTcs
Ha 3KcnayaTauuMm BOT 3Toro obpasa 6e3B0/IbHOM KepTBbl B OCHOBHOM, NaTepHannsm.’

Vil’MHe IMYHO KaK Bbl CTPALLHO B MPUHLMME PACCTaTbCA C NOAOMNEYHbIMM, MOTOMY YTO 3TO KaK
6bl oyeHb 6aM3Kaa ucTopus, Mbl BoOMMcA AENCTBUTENbHO, M A ckopee xodvy oT JITBT-
OpraHM3aummn NOALEP!KKN, @ HE BOT 3TUX BOT BpocaHunin B anua: a yero Bbl 6outecsb. [a, TO
ecTb A Ha [event] He ycAabllWan HWUKAKON KOHKPETHOM METOAMKM, KaK Mbl MOXKEM
B3aMmogeicTBoBaTb. TO eCTb OblIM KaKWe-TO YyMNpeKu B3auMMHble, HO, 4TOObl KTO-TO
NPeAsIoXKMA KaKy-TO MoAe b... U NOTOM OHM AeNatoT CTPaHHO, OHM MPUINACKUAM TO eCTb Hac,
a He rn1aB OpraHuWsauuii, TO ecTb NloAeN, KOTopble B MPUHUMMNE HUYEro He pelarT B
opraHmMsauumn. fl cKasan, 4YTo: OKeW, ecnu Bbl XOTUTE npuesKaTb B [where Artyom works],
paboTaTb C N0AbMM, A MOTY Bac CO BCEMW NMO3HAKOMMUTb, HO A HE MOTrYy KaK bbl 0TBeYaTb 3a
NO3MLMI0 OPraHM3aLUmMK, YTO y MeHA NPOCTO HET TaKMX NONHOMOYMIA. To ecTb BOT npobaema
6blna Kak O6bl B NO3MLMK BOT 3TUX aKTUBWUCTOB, Npobnema Obina B TOM, KakMm obpasom
COeNaHo meponpuaTMe 4YTo, nNpobnema B TOM, YTO He ObINO MNPesNoNKeHO KaKWUX-TO
KOHKpEeTHbIX mogenen.’



