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ABSTRACT
This article analyses the claims of contemporary disability 
rights activists mobilising in a context where de facto second-
class citizenship co-exists with legal and political declarations 
about the rights of disabled people. As an empirical case, 
it focuses on the blog ‘Full Participation.Now’, which was 
initiated by disability rights activists in Sweden. Drawing upon 
citizenship research, the article points to the tensions and 
dilemmas featuring the bloggers’ demand for participation 
and equality, as well as the challenges relative to their struggle. 
Although the bloggers formulate contrasting arguments, the 
article highlights that the activists share a common aspiration 
for ‘full citizenship’.

Points of interest

•  The aim of this article is to analyse a blog named ‘Full Participation.Now’, 
which was written by disability rights activists in Sweden struggling for full 
citizenship.

•  To understand the context of the blog, the article sketches the history of the 
citizenship of disabled people in Sweden.

•  The content analysis of the 323 blogposts found that the bloggers claim rec-
ognition for the equality of disabled people as full citizens, as well as recog-
nition for the injustices and the situation of second-class citizenship they 
experience.

•  Although they emphasise different aspects, the blogposts share a com-
mon claim for full citizenship understood in terms of social justice based on 
equality.

•  The article suggests that, while recognition claims are crucial to establish dis-
abled people as equal citizens, disability rights activists should also empha-
sise redistribution claims.
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Introduction

We live in a time of unprecedented recognition of the rights of disabled people. 
Following the struggle of the international disability rights movement – the ‘last 
civil rights movement’ (Driedger 1989) – many countries adopted anti-discrimi-
nation legislations and measures to protect and support the rights of disabled 
people. An important milestone at the international level was the adoption of 
the United Nations Convention on the Rights of Persons with Disabilities (CRPD) 
in 2006 (UN 2006; Lang 2009). The fact that the CRPD counts, to date, 175 State 
Parties (United Nations Human Rights Office of the High Commissioner 2017) 
and that many countries and regions designed strategies for its implementation 
reflects a widespread political agreement that disabled people should have the 
right to be fully included and participate in society (for an overview, see Flynn 
2015). At the same time, we live in a context of neoliberalism and austerity, with 
widespread political agreement that public expenses should be limited (Isin and 
Turner 2007; Taylor-Gooby 2004). The erosion of the welfare state affected a wide 
range of citizens and had a particularly negative impact on the lives of disabled 
people (Altermark 2017a; Briant, Watson, and Philo 2013; Dodd 2016; Garthwaite 
2011; Grover and Soldatic 2013; Hande and Kelly 2015; Harwood 2014; Hauben 
et al. 2012). Citizens mobilise to challenge this status quo and some argued that a 
new wave of disability rights activism emerged to struggle ‘against the cuts’ (Gill 
and Schlund-Vials 2014; Pearson and Trevisan 2015). Trevisan (2017a, 2017b) called 
attention to their use of digital media.

Scholars highlighted that the disabled people’s struggle for citizenship implies a 
series of challenges and dilemmas, both within the movement – as disabled people 
are diverse in terms of gender, social class, ethnicity, impairment and so forth – and 
with regard to the content of their claims towards society (Barton 1993; Beckett 2006; 
Hugemark and Roman 2007). However, few studies analyse how these challenges 
and dilemmas are addressed at the empirical level (notable exceptions are Beckett 
2006 and Hugemark and Roman 2007) and how these are played out in disability 
activism using digital media. This article focuses on a case of online disability rights 
activism in Sweden and examines a blog called ‘Full Participation.Now’,1 which was 
created by Swedish activists aiming to put the issue of disability on the political 
agenda. This blog was a unique initiative that brought together a variety of Swedish 
disability rights activists during a period of five years. The choice of studying disability 
rights activism in Sweden is motivated by the fact that, while Sweden is often consid-
ered an exemplary case when it comes to disability policies, little is known about its 
disability rights movement and about the changes regarding disability politics that 
took place in recent years (Brennan et al. 2012, 2016; Lindqvist 2000; Therborn 2017).

This article considers disability rights activism as a struggle for citizenship 
(Barton 1993; Carey 2009; Prince 2009). While citizenship scholars rarely address the 
case of disability, research about citizenship and about the citizenship struggles of 
other marginalised groups of citizens suggests that these groups face comparable 
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challenges and dilemmas (e.g. Young 1989; Fraser 1995; Lister 2007; Holston 2008). 
This article therefore suggests that citizenship offers a useful lens to analyse the 
claims of disability rights activists. The concept of citizenship, it is argued, is use-
ful, both to get a more nuanced understanding of the complexity of the claims 
formulated by disability rights activists and to link these issues to wider political 
debates concerning full membership in a state.

The article is structured as follows. The following section outlines how citizen-
ship is understood in this study and points to the tensions and contradictions 
characterising this concept. The subsequent section provides an overview of the 
development of citizenship rights of disabled people in Sweden. Next, the article 
introduces the blog ‘Full Participation.Now’ and the methods used in this study. 
The following part presents the analysis of the blog ‘Full Participation.Now’ accord-
ing to three themes – participation, equality and politics – and sheds light upon 
the nature of the bloggers’ claims and the tensions and dilemmas underpinning 
their arguments. Finally, the article concludes by pointing out that, in spite of the 
tensions and dilemmas, the blogposts share a common claim for full citizenship 
and by suggesting some implications of this study for contemporary disability 
rights activism.

Citizenship: a developing institution featuring tensions and 
contradictions

The concept of citizenship has been used in various studies about disability (see, for 
example, Beckett 2006; Bezmez and Yardımcı 2010; Carey 2003a; Duffy 2012; Emery 
2007; Halvorsen and Hvinden 2013; Lid 2015; Marks 2001; Meekosha and Dowse 
1997; Phillips 2011; Prince 2009; Walmsley 1991) and the number of articles about 
citizenship and disability increased dramatically in recent years (Sépulchre 2017). 
Rioux and Valentine (2006, 54) argued that ‘citizenship is a strategically important 
and contentious idea that is central to an understanding of disablement’. However, 
they warned that citizenship is a ‘messy concept’ (2006, 54) because its boundaries 
are contested (see also Bussemaker and Voet 1998; Lister 2003). At the outset, I 
want to clarify that, although academic literature has used the notion of citizenship 
for a variety of issues, this article understands citizenship as membership in a state 
(Cohen 2009; Joppke 2007; Marshall 1992).

The notion of citizenship is both inclusionary and exclusionary because it marks 
a difference between those who are and those who are not, or only partially, mem-
bers of a state (Cohen 2009; Lister 2003). However, the meaning of citizenship is not 
fixed; it is a ‘developing institution’ (Marshall 1992, 18). In his seminal essay about 
citizenship and social class, Marshall argued that, over the past centuries, more 
and more citizenship rights have been granted to an increasing part of the popula-
tion of England. Marshall (1992) distinguished between three types of rights: civil, 
political and social. According to Cohen (2009), this distinction is useful because 
it shows that citizenship is not a unitary status but a status consisting of various 
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rights. In contrast to Marshall (1992) who emphasised that more and more people 
had been granted ‘full citizenship’ by the turn of the twentieth century, Cohen 
(2009) shed light upon the enduring existence of ‘semi-citizenships’ as some cit-
izens do not possess full citizenship rights. This observation concerns disabled 
people, whose situation of semi-citizenship has been documented by a number 
of studies (for example, Halvorsen et al. 2018; Meekosha and Dowse 1997; Prince 
2009; Walmsley 1991).

Although the state is the only authority that can grant citizenship rights 
(Cohen 2009, 29), social movements play a role in the development of citizenship 
by expressing the aspirations of social collectivities and asking for social change 
(Barbalet 1988). In his study about the development of citizenship in Brazil, Holston 
(2008) observed a shift from ‘differentiated citizenship’ – a legal system in which 
different categories of citizens had access to different citizenship rights – to ‘uni-
versal membership’ – a legal system in which all adult citizens were in principle 
granted equal citizenship rights. This shift happened, among other things, with 
the abolition of the requirements of property and literacy as conditions for some 
citizenship rights. Consequentially, Holston (2008) argued, groups of previously 
marginalised citizens became increasingly aware of their formal rights and started 
to fight, in courtrooms and through demonstrations, to obtain their rights in reality, 
which he called ‘insurgent citizenship’. As such, the concept of citizenship provides 
a tool for marginalised groups of citizens struggling for social justice (Lister 2007). 
These struggles take place in various spaces and the Internet became an important 
feature of contemporary civic participation (Olsson 2016; Papacharissi 2010). With 
regard to disability, scholars argued that digital media offer new opportunities 
for participation in the public space for disabled people, on the condition that 
the technology is available and accessible (Ellis et al. 2015; Trevisan 2014, 2017b).

The meaning of citizenship develops in relation to the legal framework and 
ideals of a particular society (Marshall 1992; Somers 1994). Various scholars argued 
that the ideal of citizenship is based on able-bodiedness and is thus exclusion-
ary of disabled people (Hastings and Thomas 2005; Meekosha and Dowse 1997; 
Snyder and Mitchell 2010). Yet the notion of citizenship has also been used to 
conceptualise the ideal of ‘full citizenship’ (Marshall 1992) and the inclusion of 
disabled people in society. For example, Duffy (2012) argued that personalised 
welfare measures need to be designed according to a ‘citizenship model’, which he 
understands on the basis of the claims formulated by the disability rights move-
ment, and contrasts to a ‘professional gift model’, in which welfare provisions are 
controlled and shaped by professionals. This reflects the argument of the disability 
rights movement claiming ‘rights not charity’ (Barton 1999). However, even seem-
ingly inclusive notions of citizenship can exclude disabled people. For example, 
Altermark (2017b) argued that policies formulated in terms of citizenship are in 
fact exclusionary because they ask disabled people to conform to ableist ideals of 
independence and rationality (see also Titchkosky 2003). In sum, it appears that 
the notion of citizenship can be used to justify the exclusion of disabled people 
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as well as to claim their inclusion in society. To take another example, the notion 
of ‘active citizenship’ is exclusionary when used to connect citizenship rights to 
participation in paid work but is inclusionary when used to emphasise the impor-
tance for citizens to exercise their citizenship rights and participate in various soci-
etal arenas (Barton 1993; Halvorsen et al. 2018; Morris 2005). Rioux and Valentine 
(2006) argued that different conceptions of equality and of disablement are found 
in policy, administrative and judicial documents concerning the entitlements for 
disabled people. Depending on the understanding of equality as equal treatment, 
equal opportunity or equal outcome, disabled people are subjected to paternalist 
decisions, receive charitable privileges or are granted social rights because of their 
status as citizens respectively (Rioux and Valentine 2006). Indeed, empirical studies 
indicate that different and contradictory logics of citizenship exist simultaneously 
in society. For example, tracing the development of the citizenship of persons with 
intellectual disabilities in the United States, Carey (2003b, 2009) highlighted that 
different logics of citizenship were used by different groups of citizens throughout 
the twentieth century.

Hence, citizenship can have different meanings for different people, which 
compromises its inclusive potential for disabled people. However, there can also 
be tensions in the citizenship claims of a given social movement. Fraser (1995) 
argued that some struggles for social justice are ‘bivalent’ because they need to 
include both claims for recognition and redistribution in order to get ‘parity of 
participation’; that is, the situation where people can interact with each other as 
peers (Fraser and Honneth 2003, 36). Fraser (1995) observed that these move-
ments face a ‘redistribution–recognition dilemma’ because, while they need both 
claims, these can lead to potentially contradictory outcomes. To paraphrase Fraser 
(1995, 80), disability rights activists face the following dilemma: how is it possible 
to fight simultaneously to abolish disability differentiation and valorise disability 
specificity (see also Dodd 2016)? This dilemma is visible in the discussions among 
disability scholars regarding whether the disability rights movement can be char-
acterised as a ‘new social movement’ and, in particular, the discussions concern-
ing the importance of post-materialist values (i.e. recognition claims) compared 
to materialist values (i.e. redistribution claims) (Oliver 1997; Shakespeare 1993). 
Based on interviews with disability rights activists in the United Kingdom, Beckett 
(2006) concluded that the disability rights movement could not be characterised 
as a new social movement because, next to recognition claims, socio-economic 
issues were still a central concern of the activists. Similarly, Hugemark and Roman 
(2007) found that both recognition and redistribution claims were included in the 
disability rights movement in Sweden, but they observed that these two types of 
claims were balanced differently in different disability organisations.

Tensions and contradictions appear when citizenship is considered in relation 
to a particular context or situation. In his essay, Marshall (1992) observed that cit-
izenship is based on a principle of equality but develops in a context of socio-ma-
terial inequalities, implying that citizens have unequal resources to exercise their 
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citizenship rights. Following a similar reasoning, citizenship scholars demonstrated 
that other dimensions compromise the equality of citizenship status of certain 
individuals, be it gender (Lister 2003; Walby 1994), ethnicity or race (Harrison 1991; 
Kymlicka 1995), sexuality (Lister 2002; Richardson 2001), age (Blackman and France 
2001; Cohen 2005), disability (Meekosha and Dowse 1997; Walmsley 1991) and so 
forth. Young (1989) interpreted these contradictions as a tension between ‘univer-
sal’ and ‘particular’, and highlighted that, while citizenship is a universal status pro-
viding the same rights to all citizens, de facto inequality arises when the particular 
situations of certain groups of citizens are not taken into account. Of particular 
importance for disabled people is the recognition that citizenship is ‘embodied’, 
and thus particular, as opposed to an abstract universal ideal (Hastings and Thomas 
2005). This relates in turn to a tension between equality of treatment and the right 
to be different (Lister 1997). This concerns disabled people who, as mentioned in 
the Introduction, have obtained equal citizenship rights in many countries but 
often face unequal citizenship in practice. Claiming rights in such a situation is a 
challenge, which Minow (1985) conceptualised as the ‘difference dilemma’, because 
both asking for equality of treatment and asking for differentiated treatments 
may disadvantage persons who have different needs than ‘able-bodied’ citizens. 
This dilemma, as mentioned earlier, was examined by Fraser (1995) in terms of 
redistribution and recognition.

This section argued that citizenship, understood as membership in a state, is a 
developing institution and that groups of semi-citizens struggle for full citizenship. 
Focusing on the claims of groups of marginalised citizens claiming social justice, 
this section highlighted that citizenship struggles imply tensions, contradictions 
and dilemmas. In the following, I analyse the blog ‘Full Participation.Now’ to study 
empirically a case of citizenship struggle concerning disability but, before that, to 
contextualise the study, next section traces the development of the citizenship 
rights of disabled people in Sweden.

Citizenship rights in Sweden

This section provides a broad overview of political and legal changes through which 
more and more citizenship rights have been granted to disabled people, either by 
abolishing conditions that restricted their rights or by adopting new measures to 
enable them to exercise their rights. Concerning civil rights, the sterilisation laws 
in vigour since 1935 were abolished in 19752 (SFS [Swedish Codes of Statutes] 
1975:580). Sign language was officially recognised as the mother tongue of deaf 
people in 1981 (Prop 1980–81:100). Large residential institutions for persons with 
intellectual disabilities were closed down from the 1970s onwards (Ericsson 2002). 
In 1989, legal incapacity was abolished (SFS 1988:1251). In 1999, Sweden adopted 
a law against discrimination on the ground of disability in employment. This law 
was merged with other anti-discrimination legislations in 2008 (SFS 2008:567) 
and amended in 20143 to add accessibility as a ground for discrimination (SFS 
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2014:958). With regard to political rights, the right to vote was extended to all 
adult Swedish men in 1918 and women in 1921, except for citizens who had not 
done their military service (until 1922), citizens who received financial assistance 
from the state (until 1948) and people who lacked legal capacity (until 1989). 
Sweden guarantees the freedom of association and, from the 1960s onwards, 
disability organisations have received financial support from the state. Concerning 
social rights, school attendance became compulsory for children in general (i.e. 
without impairment) in 1882, for children with hearing impairment in 1889, for 
children with visual impairment in 1896, for children with intellectual impairment 
considered ‘educable’ in 1944 and for children with mobility impairment in 1962 
(Bergval and Sjöberg 2012). The Swedish welfare state provides a series of services 
and benefits for disabled people. Probably the most remarkable law is the ‘Act 
Concerning Support and Service for Persons with Certain Functional Impairments’ 
(SFS 1993:387), which came into force in 1994 and introduced the right to personal 
assistance. Apart from these legislations, Sweden has adopted various strategies 
aiming at including disabled people in society. In 1999, the Swedish government 
wrote a proposition entitled ‘From Patient to Citizen – A National Plan of Action 
for Disability Politics’ in which it outlined the priorities for 2000–2010 (Prop. [1999] 
2000:79). Building upon this proposition, a new strategy named ‘A Strategy for the 
Realisation of Disability Politics 2011–2016’ was launched in 2011 (Government 
Offices of Sweden 2011) and, in 2017, the government presented a new proposi-
tion called ‘National Goal and Direction for Disability Politics’ (Prop. 2016–17:188). 
Last but not least, Sweden ratified the CRPD in 2008.

This overview indicates a development from a differentiated citizenship regime 
to equal citizenship for disabled people in Sweden. However, there remains a 
gap between the goal of inclusion and the reality experienced by disabled peo-
ple (Government Offices of Sweden 2010; Swedish National Board of Health and 
Welfare 2010). Commenting upon Sweden’s initial report on the implementation 
of the CRPD (Regeringskansliet [Ministry of Health and Social Affairs] 2011), the UN 
Committee on the Rights of Persons with Disabilities (2014) expressed a series of 
concerns and urged Sweden to provide reasonable accommodation in all spheres 
of society, increase accessibility and afford sufficient financial assistance so that 
people can live independently in the community. Moreover, a look at the recent 
development of Swedish welfare expenditure shows that, although the total social 
protection expenditure has increased (from 10,679 EUR per inhabitant in 2007 to 
13,632 EUR per inhabitant in 2013; Eurostat 2017), the share of disability benefits 
within the total benefits has decreased (from 15% in 2007 to 12% in 2013; Eurostat 
2017). With regard to personal assistance, which is a key measure for independent 
living, a report from the Swedish Social Insurance System (Social Security Agency 
2015) reveals that, as a result of stricter regulations, fewer applicants have been 
granted personal assistance since 2007 (see also Brennan et al. 2016). According to 
Altermark (2017a), the Swedish government legitimises these cuts by constructing 
personal assistance as a ‘cost problem’. In sum, while Sweden grants full citizenship 
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rights to all its adult citizens with disabilities, recent developments suggest that 
the possibilities for exercising these rights are threatened as social benefits for 
disabled people are being restricted. It is in this context that a group of Swedish 
disability rights activists decided to write a blog to claim ‘Full Particiption.Now’.

Analysing the blog ‘Full Participation.Now’

Although it is not representative of all disability activism in Sweden, the blog ‘Full 
Participation.Now’ was a unique initiative that brought together a range of people 
involved in Swedish disability politics, most of whom had the experience of living 
with impairment. The blog was launched five months before the general Swedish 
elections of 2010 with the aim of putting the topic of disability on the political 
agenda and informing people about the reality of disability, as spelled out by Erik 
Ljungberg, the initiator of the blog:

Yes, you are now reading the first sentence of a new blog. Is a new blog really needed in 
the context of abundance of information in which we are currently forced to live? Yes, we 
are 12 people who are convinced of this and who will blog every day for five months and 
make an impact in a Sweden you may not know. It is about exclusion, discrimination and 
the fear that politicians in fact do not think that these are important questions at all. You 
will not only read dark journalism here – but a strong will to change. ‘Information’ if you 
like. […] In 143 blogposts we will provide you with the truth. Without sugar. We demand 
Full Participation! Now! (From the blog ‘FullParticipation.Now’)

The blog started with 12 disability rights activists. These activists had been active in 
the Swedish disability movement for a long time and most of them had occupied 
leading positions in disabled people’s organisations. The blog claims the rights 
of disabled people in general and follows in the tradition of the disability rights 
movement, in contrast to the patients’ rights movement (Hughes 2009). Yet it is 
worth noting that most activists were members of organisations for persons with 
mobility impairment and personal assistance users. After reaching their target 
of writing every day until the elections, some of the initial bloggers continued 
writing and new bloggers joined the project. In total, 57 bloggers wrote 323 posts 
over a period of five years (between 2010 and 2015).4 Most blogposts stand on 
their own – as opposed to being part of threading conversations – and are about 
one or two A4 pages long. It follows that the blog includes a diverse set of claims 
rather than a coherent political manifesto. It is also worth noting that the blog 
‘Full Participation.Now’ is a ‘semi-private’ space (Trevisan and Reilly 2014). It is 
public because it is accessible to all Internet users, without prior registration, and 
because it aims to influence discussions in the public sphere. It is private because 
the bloggers indicate that they write as private persons – only few blogposts are 
written in the name of the representative of a disability organisation or political 
party – from their private space – as some bloggers specify that they write from 
their home or summer house. Further, since it is a virtual sphere, the blog enables 
the participation of activists living in different geographical areas in Sweden and 
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facilitates the participation of activists with mobility and speech impairment. By 
contrast, it probably excludes activists who do not have access to the technology 
or have difficulties in writing.

It is difficult to assess the impact of the blog but a few things can be highlighted. 
First, the blog was written in Swedish, which means that the blog was directed to 
a Swedish-speaking audience. Second, some blogposts directly address politicians 
who replied on the blog on various occasions. Moreover, some politicians were 
invited to write blogposts and explain the relevance of their election programme 
for disabled people. Third, the total number of comments on the blogposts (n = 
1254) and of Facebook recommendations (n = 20,384) gives a hint of the impor-
tance of the blog’s distribution over the Internet. Fourth, a selection of the first 
year’s blogposts was published as a book in 2011 (Ljungberg 2011), which suggests 
that the blog also reached offline readers.

To analyse the data, I used methods of inductive and deductive content analysis 
(Hsieh and Shannon 2005). I started by documenting as many aspects of the blog 
as possible in order to grasp the blog’s overall content and subsequently trans-
ferred the coding to an Excel sheet because I wanted to ‘count what is countable’ 
(Seale 1999); for example, the number of references to a particular law. Further, 
I coded all blogposts according to their main focus, which I then grouped into 
the five following categories: denounce injustice; participate in disability rights 
activism; participate in formal politics; increase visibility; and inform about rights. 
These categories reflect the various ways in which the bloggers sought to claim 
participation for disabled people. In a second phase of analysis, I re-read the blog-
posts and interpreted the Excel sheet through the lens of citizenship. In this arti-
cle, I discuss three themes that emerged from this second phase: citizenship as a 
question of participation; citizenship as a question of equality; and citizenship as 
a political question. I am responsible for all steps of the content analysis but, in 
order to enhance the quality of the study, I took part in peer-debriefing sessions 
at the Sociology Department of Uppsala University to discuss the coding schemes 
and analysis methods (Creswell 1998).

A question of participation: claiming equal opportunities and visibility

The question of participation in society is a recurring topic in the blog. It appears 
that the bloggers refer to participation either in terms of equal opportunities or in 
terms of visibility. With regard to the former, the bloggers mention five conditions 
that enable participation in society (see Table 1) and write most frequently about 
accessibility and personal assistance, which corresponds to the political debates 
that were taking place in Sweden at the moment of writing.

The claims for enabling participation are formulated according to different 
ideals of citizenship. As illustrated in the following excerpt, the bloggers argue 
that securing the conditions for participation benefits society because it enables 
disabled people to engage in paid work. As such, the blogpost seems to draw 
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on the logics of ‘active citizenship’, emphasising the citizens’ duty to be active on 
the labour market, while pointing to the existence of disabling barriers. Yet the 
blogpost subsequently emphasises that disabled people need to get the same 
opportunities because they are equal citizens. In contrast to a logic of active cit-
izenship stressing rights in exchange for participation in the labour market, this 
reflects, rather, a logic of ‘full citizenship’ implying that rights and duties relate to 
the individual’s membership in society (Marshall 1992):

Personal assistance is a crucial measure for many people today. With entitled assistance, 
many can participate in paid work instead of being on a sickness pension. […] Why 
should persons with impairment always be seen as the problem and not the other way 
around? Why should it be so difficult to adapt thresholds and doors? Because, what is in 
fact normal for a door opening? Does it not depend on who one considers? […] Persons 
with impairment only want to have the same opportunities to live on equal terms with 
all others. They do not ask for priority, only the same place in the queue as all others. 
(From the blog ‘Full Participation.Now’)

This excerpt also questions the idea of normality understood as ‘one size fits all’ and 
seeks to establish that society should adapt to disabled people and not the other 
way around. As such, the blogger poses that enabled participation is not a request 
for special treatments but a question of equality between citizens. This relates to 
the ‘difference dilemma’ (Minow 1985), which the blogger navigates by pointing 
to the need of securing the necessary conditions for enabling the participation of 
disabled people in society, while arguing that disabled people are ordinary citizens.

The claims for enabled participation are embedded in both hopes and fears for 
the future as activists point out that political and administrative decisions can have 
either a positive or negative impact on the conditions for participation of disabled 
people in society. Fear is particularly noticeable in the blogposts that sketch the 
consequences, or anticipated consequences, for persons who have lost, or risk 
losing, personal assistance:

My fear of the reassessment [of my right to personal assistance] is palpable and every 
day when I come home and see the mail in my entrance hall, I have a knot in the pit of 
my stomach. Think if it is [a letter from] the Social Insurance Agency? And in front of me, I 
see the fundament upon which my life is built unravel. (From the blog ‘Full Participation.
Now’)

As illustrated by this excerpt, the bloggers are aware that the conditions for obtain-
ing rights may change from one day to another. However, they fear that these 
issues are not recognised as important. Throughout the blog, the activists call 

Table 1. conditions for participation mentioned in the blogposts.

aincluding sickness benefits, wage subsidy and pensions.

Condition for participation n % (N = 323)
accessibility 160 50
Personal assistance 154 48
assistive devices 38 12
Financial benefitsa 34 11
Healthcare 27 8
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attention to the fact that disabled people risk being expelled from the realm of 
citizenship if the law on personal assistance is interpreted in a more restrictive 
way. Worth noting is that these claims are not only about the recognition of dis-
abled people as valuable citizens; they also seek recognition that the inequalities 
and discrimination faced by disabled people require political action. The bloggers 
assert that it is particularly unfair to compromise personal assistance, a measure 
that is crucial for participation in society, on the ground that it is costly. While 
some blogposts contend that it is worth investing in personal assistance because 
it enables disabled people to be productive citizens, others claim that the state 
should move away from a discussion about the costs of personal assistance and 
recognise instead the right of all citizens to participate fully in society. As such, they 
move the discussion about personal assistance from a question of redistribution 
to a question of recognition.

Next to claiming equal opportunities, the bloggers ask for actual participation in 
society. Indeed, the bloggers do not consider that equal opportunities suffice but 
argue that equal outcomes are crucial for guaranteeing full citizenship (Rioux and 
Valentine 2006). They argue that actual participation serves to challenge cultural 
prejudices and show that disabled people are ordinary citizens, but deplore the 
lack of visibility of disabled people in the media:

How much space does disability get in the news? 0,7 per mil in SVT [Swedish national 
public TV broadcaster] according to a research report from 2006. (From the blog ‘Full 
Participation.Now’)

When shall we see a host with an impairment in an ‘ordinary’ TV-show? (From the blog 
‘Full Participation.Now’)

In claiming actual participation, the bloggers are confronted with the ‘difference 
dilemma’ (Minow 1985), which can be noticed by the fact that the blog includes 
various conceptions of disability. While some bloggers stress that disabled people 
are similar to other citizens and argue that everyone can experience disability 
at some point in life, other blogposts stress the differences relative to having an 
impairment and pose that these should be viewed as part of human diversity. Both 
conceptions can be found in the same blogpost, as illustrated by the following 
blog excerpt:

I dedicate my life to a kind of struggle. A struggle for: that we with various types of 
impairment shall realise that we belong to a natural diversity, that we do not have any 
defects, that we can live the life we want to live, that we shall be able to function in soci-
ety like anyone else. That there is in fact no difference between us and others, but that 
we have a collective experience, a common history that has not been written down, but 
that needs to be told. (From the blog ‘Full Participation.Now’)

In sum, the bloggers claim the conditions for participation as well as visible partici-
pation by emphasising a logic of ‘full citizenship’, rather than active citizenship, and 
arguing that disabled people are equal members of society. As such, the bloggers 
claim recognition, and the analysis suggests that their claims are underpinned by 
a tension between equality and difference.
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A question of equality: denouncing injustice and asking for recognition

Next to participation, equality is an important concern of the bloggers. Claims for 
equality are expressed in two different ways: in terms of equal rights for all citizens 
and in terms of respect for the law. Many blogposts contain references to different 
types of legislations (see Table 2), upon which the bloggers draw to inform about 
the formal rights of disabled people and point out cases where the law is violated.

Table 2 shows that the legal references found in the blogposts reflect the two 
main topics discussed by the bloggers, namely accessibility and personal assis-
tance. The bloggers claim that personal assistance should be recognised as a legal 
right and criticise the fact that this measure is often considered in terms of charity. 
As such, they contrast the design of welfare measures according to a ‘citizenship 
model’ with a ‘professional gift model’ (Duffy 2012):

The personal assistance reform is not a gift of grace. The assistance benefit is not a mite 
for a poor thing without means that a more successful and wealthy good-hearted per-
son donates by the roadside, as it so often has been the case in the history of charity. 
The personal assistance reform is a right adopted by the Swedish parliament with the 
purpose of guaranteeing to people with severe impairments the possibility to live like 
others. A true citizenship. (From the blog ‘Full Participation.Now’)

As illustrated by this excerpt, the bloggers demand the recognition of disabled 
people’s citizenship by referring to existing legislations. In so doing, they position 
disabled people as rights holders. However, the fact that the bloggers feel the 
need to establish the citizenship status of disabled people more firmly, which is 
a recurrent theme in the blog, can be interpreted as an indication that they do 
not feel recognised as citizens in society. As mentioned previously, the bloggers 
criticise the fact that the right to personal assistance is continuously questioned 
because of its costs and argue that disabled people are being treated unfairly. To 
make this point, a blogger ironically suggests that the basic needs of politicians 
should be assessed according to the same criteria used to assess the needs of 
personal assistance users. At the time of writing the blogpost, the Swedish Social 
Security Agency had announced that assessment criteria would be applied in a 
more restrictive way.

If savings need to be made, why not do it in the context of politics? Should the Swedish 
Social Security Agency not also review the basic needs of our politicians? I personally 
think that a series of efficiency measures can be implemented. […] Take for example 
going to the toilet. Should we, taxpayers, need to pay for the time that politicians spend 

Table 2. laws mentioned in the blogposts.

Law n % (N = 323)
act concerning support and service for Persons with certain Functional impairments (sFs 

1993:387)
80 25

Discrimination act (sFs 2008:567) 73 23
Planning and building act (sFs 2010:900) 16 5
Public transportation act (sFs 2010:1065) 11 3
americans with Disabilities act (aDa 1990) 9 3
other 7 2
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on the toilet? Absolutely not! A proper time evaluation should be conducted and be 
used to define how much [money] should be deduced from their wages. (From the blog 
‘Full Participation.Now’)

By highlighting that politicians also have basic needs, this blogger challenges 
the taken-for-granted idea that disabled people have special needs and positions 
them as ordinary citizens. Moreover, by demonstrating that the politicians’ bodily 
needs also come with a cost, the blogger challenges the representation that the 
needs of disabled people are exceptionally costly. This argument builds upon the 
tension between universalism and particularity and, in this case, between abstract 
and embodied citizenship. It stresses the embodied reality of citizenship, which is 
common to both politicians and disabled people, to make the case that disabled 
people are treated as second-class citizens. Hence, the blogger highlights a situ-
ation of injustice and justifies the redistribution of resources to finance personal 
assistance in terms of equality of treatment. The blogpost claims recognition for 
disabled people as equal citizens deserving equal treatment.

Next to personal assistance, the bloggers draw upon legal rights to argue that 
accessibility is a question of equality and, consequentially, that inaccessibility is 
a form of injustice. They inform that public places and public transport should 
take into account the needs of disabled people, as stipulated by the Planning and 
Building Act (SFS 2010:900) and by the Public Transportation Act (SFS 2010:1065). 
At the same time, the bloggers point out that the laws are violated and testify 
that disabled people often encounter barriers related to accessibility. To secure 
their rights and enable people to fight for their rights in court, they argue that the 
Swedish Discrimination Act (SFS 2008:567) should be amended to include accessi-
bility as a ground for discrimination. Making a parallel with disability rights activism 
in the United States, some bloggers claim that the Americans with Disabilities Act 
(ADA 1990) has made American society much more accessible and that Sweden 
should adopt a similar anti-discrimination law.

As for the issue of personal assistance, the bloggers formulate the claim for 
accessibility both in terms of equality before the law and as a question of being 
considered as a citizen on an equal basis with others – that is, a question of 
recognition:

My demand that the society in which I live and work shall function although I have a 
mobility impairment has nothing to do with feelings, it has to do with rights. I certainly 
experience a feeling of being offended when I am daily excluded from settings because 
it is physically impossible for me to participate. Not because of my mobility impairment, 
but because I do not access a room or a bus or train. The feeling of being offended has 
not to do with the fact that I am sad or hurt, but because I am not taken into account, 
because I am not recognised as a citizen who has the same right to live life to the fullest 
in the society we call ours. (From the blog ‘Full Participation.Now’)

The blogger spells out that she experiences the lack of accessibility as an offence 
because it shows that she is not considered to be part of society. Accessibility is 
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a question of belonging and the lack of access is experienced as second-class 
citizenship.

In sum, the bloggers seek recognition for disabled people as full citizens by 
drawing upon various pieces of legislation and contesting the idea that disabled 
people have special needs. In addition, they claim recognition for the various forms 
of injustice suffered by disabled people by demonstrating that disabled people 
experience second-class citizenship because their rights are violated and their 
membership in society is not recognised. These claims are also about redistribution 
as the bloggers challenge existent justifications for the diminished redistribution 
(i.e. welfare cuts) regarding personal assistance. Overall, the bloggers claim equality 
by demanding that the legislation is implemented and that disabled people are 
recognised as full citizens and an inherent part of society. It follows that, while 
the question of redistribution is present in the blog, the claims for recognition are 
prominent in the blogger’s arguments.

A political question: making the state accountable and engaging as 
citizens

Since the blog ‘Full Participation.Now’ was created with the aim of shedding light 
on the issue of disability during the election campaign, it is not surprising that it 
generally presents disability as a political question. The analysis suggests that, in 
addition to references to the legislation (see Table 2), the bloggers seek to hold 
the state accountable for the rights of its citizens with disabilities by drawing upon 
various types of public documents (see Table 3).

Overall, the bloggers seem to have an ambivalent relationship to the state, 
which they both trust and mistrust. They trust that the Swedish politicians and 
public authorities can make positive changes for enabling disabled people to par-
ticipate in society. However, they are angry and worried that politicians will not 
hold their promise to recognise disabled people as full citizens:

The legal uncertainty for us who have been granted personal assistance appears greater 
today. Even the completely paralyzed [person] needs to prove that her basic needs are 
important enough. About minimum three hours a day in average. And with this prevail-
ing anarchy in the needs assessment, where some case officers apply austerity measures 
without prior parliament decision, the outcome can go either way. These are the realities 
in May 2010. What now happens lays in the hands of the parliament. (From the blog ‘Full 
Participation.Now’)

Table 3. Public documents mentioned in the blogposts.

Public documents n % (N = 323)
Report of public enquiry 62 19
UN convention on the Rights of Persons with Disabilities 40 12
From Patient to citizen – a National Plan of action for Disability Politics 26 8
court decisions 25 8
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One reason regularly mentioned by the bloggers is that politicians consider disa-
bility as a minority issue to be solved with special treatments. Instead, they argue 
that disability concerns many people and highlight that this matters in the context 
of elections:

It is time that you politicians understand that we are MANY and that you must ensure 
that you merit our votes. (From the blog ‘Full Participation.Now’)

In order to make the politicians accountable, the bloggers refer to public inquiries 
about the situation of disabled people. These inquiries were commissioned by 
the state and show, for example, that disabled people are worse off in a series of 
domains compared to persons without disabilities (Swedish National Board of 
Health and Welfare 2010) and that accessibility should be considered a ground for 
discrimination (Government Offices of Sweden 2010). As such, the bloggers do not 
present new information but pressure the politicians to take action by referring to 
the results of public inquiries, which were commissioned by the government itself. 
Moreover, the blogposts refer to the national strategy for disability politics and 
to the CRPD, both to remind politicians of their engagements to make disabled 
people full citizens and to blame them for not putting these words into practice.

However, bloggers also express distrust towards the politicians as change is 
slow to happen and they do not seem confident that the state institutions will 
guarantee their social rights. They point out that the Swedish Social Insurance 
Agency restricts eligibility criteria for personal assistance and that these restrictions 
are legitimised by court decisions. Regarding the latter, the blog informs about 
and criticises recent court decisions that led to a decrease in personal assistance 
for some users. Some bloggers therefore propose alternative ways to improve 
the participation of disabled people in society. They suggest that citizens should 
engage as individual citizens by reporting cases of discrimination, pointing out that 
some buildings are not accessible, explaining about the experience of living with 
impairment, using their power as customers and participating in demonstrations:

All those who believe that inaccessibility is discrimination need to show this by being 
visible and heard on the streets and squares all around the country tomorrow. Show 
where you stand and join the March for accessibility. (From the blog ‘Full Participation.
Now’)

Report discrimination … In order to push the statistics in the right direction, you can 
examine your near environment today when you go to/return from your work or when 
you go to the shop […]. Reporting is easy, quick and free and you can feel the satisfac-
tion of having performed a good action to make Sweden more accessible. (From the 
blog ‘Full Participation.Now’)

As suggested by these excerpts, the bloggers seek to persuade their fellow citizens 
to engage both collectively and individually for the rights of disabled people. 
Moreover, various bloggers propose using anti-discrimination laws as a tool to 
claim rights in justice. In order to facilitate this process, they claim that the Swedish 
Discrimination Act (SFS 2008:567) should be amended to include accessibility as a 
ground for discrimination and that the legislation regulating personal assistance 
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(SFS 1993:387) should be amended to specify the interpretation of ‘basic needs’. 
The bloggers argue that this latter amendment would secure that the law is inter-
preted according to the legislators’ original intention to provide conditions for 
disabled people to participate in society. As such, they aim to reverse the trend 
of a stricter interpretation of the law limiting the number of personal assistance 
recipients. Some bloggers add that the disability rights movement should have 
specialised lawyers and gather resources to enable persons who have been dis-
criminated to file a case in court:

Using the law as an instrument to prevent discrimination and improve society implies 
an understanding of the legal process, its possibilities and limitations, and above all of 
the role that jurisprudence plays in jurisdiction. Being able to wave with some legal par-
agraphs does not suffice. (From the blog ‘Full Participation.Now’)

Apart from fostering individual citizenship actions, various bloggers point out that 
the disability rights movement should be more proactive instead of following the 
political agenda. They argue that the disability rights movement should come up 
with its own agenda and rethink the way it engages in politics:

One of the most important and most difficult question we have in front of us is: How 
can we make ‘our questions’ politically sexy? Should we plea the politicians’ good-
will – or should we take another slightly revolutionary approach? (From the blog ‘Full 
Participation.Now’)

In sum, the bloggers aim to put disability on the political agenda and pressure 
politicians to respect their engagements, take the evidence gathered by public 
inquiries into account and protect the rights of disabled people. However, they 
do not trust that the politicians and the welfare state agencies will do enough 
to protect their rights and therefore seek to find alternative ways to fight for the 
citizenship rights of disabled people through anti-discrimination legislation and 
collective action.

Concluding discussion

This article analysed the claims expressed by Swedish disability rights activists on 
the blog ‘Full Participation.Now’. Drawing upon citizenship research, the article 
pointed to the tensions and dilemmas featuring the bloggers’ demand for par-
ticipation and equality, and observed that these claims were mostly framed in 
terms of recognition. It is worth noting that the blog afforded the expression of 
a variety of claims because most blogposts were written individually by a variety 
of Swedish disability rights activists. As such, these empirical data proved to be 
particularly well suited to study the tensions and dilemmas underpinning disability 
rights activism.

The bloggers claimed recognition for the equality of disabled people as full cit-
izens, as well as recognition for the injustices and the situation of second-class cit-
izenship they experience. The bloggers did this by documenting the formal rights 
of disabled people and shedding light upon situations of injustice and unequal 
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treatment. These arguments included challenging exclusionary discourses of citi-
zenship based on the ‘professional gift model’ (Duffy 2012) and countering images 
of disabled people as unvalued citizens with special needs (Meekosha and Dowse 
1997). The analysis directed attention to the dilemmas relative to claiming disabil-
ity measures while maintaining equality of status. Overall, I argue that the bloggers’ 
claims can be interpreted in terms of ‘insurgent citizenship’ (Holston 2008) as the 
activists showed a great awareness of the citizenship rights of disabled people 
and mobilised to obtain their rights in practice.

However, the tensions and dilemmas inherent to the ‘insurgent citizenship’ prac-
tised on the blog ‘Full Participation.Now’ should not overshadow the fact that the 
bloggers aspire to the same goal of full citizenship for disabled people. Indeed, 
the analysis shows that, although they emphasise different aspects, the blogposts 
share a common claim for full citizenship understood in terms of social justice 
based on equality. Thus, rather than being a sign that the movement is fragmented, 
these particular tensions and dilemmas indicate that disability rights activism is 
a ‘bivalent’ struggle (Dodd 2016; Fraser 1995). It is a bivalent struggle because 
disabled people need both redistribution and recognition in order to be able to 
participate in society on an equal basis with others. Yet it appeared that the blog-
gers place more emphasis on recognition claims than on redistribution claims. A 
parallel can be made to contemporary disability studies. Commenting upon the 
state of this field of research, Dodd (2016) argued that disability studies should 
pay greater attention to political economy and marketisation; that is, to issues of 
redistribution. Similarly, based on the analysis of the blog ‘Full Participation.Now’, 
I suggest that disability rights activists should put greater emphasis on redistri-
bution claims. While recognition claims are crucial to establish disabled people 
as equal citizens, these should not downplay the importance of redistribution. 
Developing arguments to strengthen redistribution claims might be especially 
important to counter the Swedish government’s framing of disability benefits in 
terms of costs (Altermark 2017a).

Apart from being relevant to citizenship and disability scholars, analysing the 
claims of disability rights activists can be useful for the activists themselves. This 
article highlighted that the disability rights activists aimed to bring the issue of dis-
ablement to the attention of politicians and pressure them to take action urgently. 
Yet the bloggers also pointed to the challenges relative to making full citizenship 
a reality for disabled people in contemporary Sweden, in a context where de facto 
second-class citizenship co-exists with legal and political declarations about the 
rights of disabled people. The bloggers argued that the injustices faced by disabled 
people are invisible and not considered important political problems. Therefore, 
the bloggers argued that individual citizens and the disability rights movement 
should renew their strategies to claim full citizenship for disabled people. I suggest 
that a nuanced analysis of the dilemmas and tensions inherent to the citizenship 
struggle of disabled people and of the way these are played out in reality can help 
find new ways to claim full citizenship, now.
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Notes

1.  Original Swedish title: ‘Full Delaktighet.Nu’.
2.  A total of 63,000 Swedes were sterilised in the period between 1935 and 1975 (Broberg 

and Roll-Hansen 2005).
3.  This demand was part of the demands of the larger disability movement in Sweden 

and is reflected in the claims of the blog ‘Full Participation.Now’.
4.  The last blogpost of 2015 thanks all those who participated in the blog and explains 

that the blog is put on hold but that disability rights activism needs to continue. An 
additional blogpost was posted in 2016. This blogpost was excluded from the analysis 
because it has a different character – it explains that the notion of ‘Full Participation.
Now’ is being used in various settings and that these views are not necessarily 
supported by the bloggers.

Acknowledgments

The author thanks Prof. Rafael Lindqvist and Prof. Sandra Torres at the Sociology Department 
of Uppsala University as well as the two anonymous reviewers for their constructive sugges-
tions on earlier versions of this article.

Disclosure statement

No potential conflict of interest was reported by the author.

References

Altermark, Niklas. 2017a. “Hur Legitimeras Socialpolitiska Besparingar? [How Are Social Political 
Savings Legitimated?].” Socialvetenskaplig Tidskrift 2: 107–126.

Altermark, Niklas. 2017b. “The Post-Institutional Era: Visions of History in Research on Intellectual 
Disability.” Disability & Society 32 (9): 1315–1332.

Barbalet, J. M. 1988. Citizenship: Rights, Struggles and Class Inequality. Milton Keynes: Open 
University Press.

Barton, Len. 1993. “The Struggle for Citizenship: The Case of Disabled People.” Disability, Handicap 
& Society 8 (3): 235–248.

Barton, Len. 1999. “Struggle, Support and the Politics of Possibility.” Scandinavian Journal of 
Disability Research 1 (1): 13–22.

Beckett, Angharad E. 2006. Citizenship and Vulnerability. Disability and Issues of Social and Political 
Engagement. Basingstoke: Palgrave Macmillan.

Bergval, Inger Persson, and Malena Sjöberg. 2012. Åratal – Ur Handikapphistorien. 4th ed. 
Stockholm: HandikappHistoriska Föreningen.

Bezmez, Dikmen, and Sibel Yardımcı. 2010. “In Search of Disability Rights: Citizenship and Turkish 
Disability Organizations.” Disability & Society 25 (5): 603–615.

Blackman, Shane, and Alan France. 2001. “Youth Marginality under ‘Postmodernism’.” In Culture 
& Citizenship, edited by N. Stevenson, 180–197. London: Sage Publications Ltd. 

Brennan, D., B. Cass, S. Himmelweit, and M. Szebehely. 2012. “The Marketisation of Care: Rationales 
and Consequences in Nordic and Liberal Care Regimes.” Journal of European Social Policy 22 
(4): 377–391.



DISABILITY & SOCIETY   557

Brennan, Ciara, Rannveig Traustadóttir, Peter Anderberg, and James Rice. 2016. “Are Cutbacks to 
Personal Assistance Violating Sweden’s Obligations under the UN Convention on the Rights 
of Persons with Disabilities?” Laws 5 (23): 1–15.

Briant, Emma, Nick Watson, and Gregory Philo. 2013. “Reporting Disability in the Age of Austerity: 
The Changing Face of Media Representation of Disability and Disabled People in the United 
Kingdom and the Creation of New ‘Folk Devils’.” Disability & Society 28 (6): 874–889.

Broberg, Gunnar and Nils Roll-Hansen. 2005. Eugenics and the Welfare State. Norway, Sweden, 
Denmark and Finland. East Lansing: Michigan State University Press.

Bussemaker, J., and R. Voet. 1998. “Citizenship and Gender: Theoretical Approaches and Historical 
Legacies.” Critical Social Policy 18 (56): 277–307.

Carey, Allison C. 2003a. “Beyond the Medical Model: A Reconsideration of `Feeblemindedness’, 
Citizenship, and Eugenic Restrictions.” Disability & Society 18 (4): 411–430.

Carey, Allison C. 2003b. “Beyond the Medical Model: A Reconsideration of 'feeblemindedness', 
Citizenship, and Eugenic Restrictions.” Disability & Society 18 (4): 411–430.

Carey, Allison C. 2009. On the Margins of Citizenship. Philadelphia, PA: Temple University Press.
Cohen, Elizabeth F. 2005. “Neither Seen Nor Heard: Children’s Citizenship in Contemporary 

Democracies.” Citizenship Studies 9 (2): 221–240.
Cohen, Elizabeth F. 2009. Semi-Citizenship in Democratic Politics. Cambridge: Cambridge 

University Press.
Committee on the Rights of Persons with Disabilities. 2014. Concluding Observations on the 

Initial Report of Sweden. United Nations. Accessed February 16, 2018. http://www.regeringen.
se/globalassets/regeringen/dokument/socialdepartementet/funktionshinder/concluding-
observations-on-the-initial-report-of-sweden.pdf 

Creswell, J. 1998. Qualitative Inquiery and Research Design: Choosing among Five Traditions. 
London: Sage.

Dodd, Steven. 2016. “Orientating Disability Studies to Disablist Austerity: Applying Fraser’s 
Insights.” Disability and Society 31 (2): 149–165.

Driedger, D. 1989. The Last Civil Rights Movement: Disabled Peoples’ International. London: Hurst.
Duffy, Simon. 2012. “The Limits of Personalisation.” Tizard Learning Disability Review 17 (3): 

111–123.
Emery, Steven D. 2007. “Citizenship and Sign Bilingualism: ‘… There is Nothing Wrong with Being 

Bilingual … It’s a Positive and Fantastic Thing!’.” Deafness Education International 9 (4): 173–186.
Ellis, K., G. Goggin, and M. Kent. 2015. “FCJ-188 Disability’s Digital Frictions: Activism, Technology, 

and Politics.” The Fibreculture Journal. 188 (26): 7–31.
Ericsson, K. 2002. From Institutional Life to Community Participation: Ideas and Realities concerning 

Support to Persons with Intellectual Disability, Doctoral Dissertation, Acta Universitatis 
Upsaliensis, Uppsala.

Eurostat. 2017. “Social Protection.” Accessed March 29, 2017. http://ec.europa.eu/eurostat/web/
social-protection.

Flynn, Eilionóir. 2015. Disabled Justice? Access to Justice and the UN Convention on the Rights of 
Persons with Disabilities. London: Routledge.

Fraser, Nancy. 1995. “From Redistribution to Recognition? Dilemmas of Justice in a ‘Post-Socialist’ 
Age.” New Left Review 212: 68–93.

Fraser, Nancy, and Axel Honneth. 2003. Redistribution or Recognition? A Political–Philosophical 
Exchange. London and New York: Verso.

Garthwaite, Kayleigh. 2011. “‘The Language of Shirkers and Scroungers?’ Talking about Illness, 
Disability and Coalition Welfare Reform.” Disability & Society 26 (3): 369–372.

Gill, Michael, and Cathy J. Schlund-Vials. 2014. “Protesting ‘the Hardest Hit’: Disability Activism 
and the Limits of Human Rights and Humanitarianism.” In Disability, Human Rights and the 
Limits of Humanitarianism, edited by M. Gill and C. J. Schlund-Vials, 1–14. Farnham: Ashgate.

http://www.regeringen.se/globalassets/regeringen/dokument/socialdepartementet/funktionshinder/concluding-observations-on-the-initial-report-of-sweden.pdf
http://www.regeringen.se/globalassets/regeringen/dokument/socialdepartementet/funktionshinder/concluding-observations-on-the-initial-report-of-sweden.pdf
http://www.regeringen.se/globalassets/regeringen/dokument/socialdepartementet/funktionshinder/concluding-observations-on-the-initial-report-of-sweden.pdf
http://ec.europa.eu/eurostat/web/social-protection
http://ec.europa.eu/eurostat/web/social-protection


558   M. SÉPULCHRE

Government Offices of Sweden [Regeringskansliet]. 2010. Bortom Fagert Tal – Om Bristande 
Tillgänglighet Som Diskriminering [Beyond Fine Words – On Lack of Accessibility as 
Discrimination]. Stockholm. Accessed February 16, 2018. http://www.regeringen.se/49baf8/
contentassets/ae6f99c2bb494ff2a66eacc0a7c17364/bortom-fagert-tal---om-bristande-
tillganglighet-som-diskriminering-ds-201020 

Government Offices of Sweden [Regeringskansliet]. 2011. En Strategi För Genomförande Av 
Funktionshinderspolitiken 2011–2016 [A Strategy for the Realisation of Disability Politics 
2011–2016]. Stockholm. Accessed February 16, 2018. http://www.regeringen.se/49bbd3/
contentassets/1485f931d7b842c18fd670cb3715b0f5/en-strategi-for-genomforande-av-
funktionshinderspolitiken-2011-2016 

Grover, Chris, and Karen Soldatic. 2013. “Neoliberal Restructuring, Disabled People and Social (in)
Security in Australia and Britain.” Scandinavian Journal of Disability Research 15 (3): 216–232.

Halvorsen, Rune and Bjørn Hvinden. 2013. “Introduction: What Do We Mean by Active Citizenship?” 
In Active Citizenship for Persons with Disabilities – Current Knowledge and Analytical Framework 
– A Working Paper. DISCIT. http://discit.eu/publications.

Halvorsen, Rune, Bjørn Hvinden, Julie Beadle-Brown, Mario Biggeri, Jan Tøssebro, and Anne 
Waldschmidt. 2018. Understanding the Lived Experiences of Persons with Disabilities in Nine 
Countries. Oxon: Routledge.

Hande, Mary Jean, and Christine Kelly. 2015. “Organizing Survival and Resistance in Austere 
times: Shifting Disability Activism and Care Politics in Ontario, Canada.” Disability & Society 
30 (7): 961–975.

Harrison, M. L. 1991. “Citizenship, Consumption and Rights: A Comment on B.S. Turner’s Theory 
of Citizenship.” Sociology 25 (2): 209–213.

Harwood, Rupert. 2014. “‘the Dying of the Light’: The Impact of the Spending Cuts, and Cuts to 
Employment Law Protections, on Disability Adjustments in British Local Authorities.” Disability 
& Society 29 (10): 1511–1523.

Hastings, Jillian, and Huw Thomas. 2005. “Accessing the Nation: Disability, Political Inclusion and 
Built Form.” Urban Studies 42 (3): 527–544.

Hauben, Harald, Michael Coucheir, Jan Spooren, Donal McAnaney, and Claude Delfosse. 2012. 
Assessing the Impact of European Governments’ Austerity Plans on the Rights of People with 
Disabilities. Brussels: European Foundation Center. Accessed 16 February 2018. http://www.
enil.eu/wp-content/uploads/2012/12/Austerity-European-Report_FINAL.pdf

Holston, James. 2008. Insurgent Citizenship. Disjunctions of Democracy and Modernity in Brazil. 
Princeton: Princeton University Press.

Hsieh, Hsiu-Fang, and Sarah E. Shannon. 2005. “Three Approaches to Qualitative Content 
Analysis.” Qualitative Health Research 15 (9): 1277–1288.

Hugemark, Agneta, and Christine Roman. 2007. “Diversity and Divisions in the Swedish Disability 
Movement: Disability, Gender, and Social Justice.” Scandinavian Journal of Disability Research 
9 (1): 26–45.

Hughes, Bill. 2009. “Disability Activisms: Social Model Stalwarts and Biological Citizens.” Disability 
& Society 24 (6): 677–688.

Isin, Engin F., and Bryan S. Turner. 2007. “Investigating Citizenship: An Agenda for Citizenship 
Studies.” Citizenship Studies 11 (1): 5–17.

Joppke, Christian. 2007. “Transformation of Citizenship: Status, Rights, Identity.” Citizenship Studies 
11 (1): 37–48.

Kymlicka, Will. 1995. Multicultural Citizenship: A Liberal Theory of Minority Rights. Oxford: Clarendon 
Press.

Lang, Raymond. 2009. “The United Nations Convention on the Right and Dignities for Persons 
with Disability: A Panacea for Ending Disability Discrimination?” Alter 3 (3): 266–285.

http://www.regeringen.se/49baf8/contentassets/ae6f99c2bb494ff2a66eacc0a7c17364/bortom-fagert-tal---om-bristande-tillganglighet-som-diskriminering-ds-201020
http://www.regeringen.se/49baf8/contentassets/ae6f99c2bb494ff2a66eacc0a7c17364/bortom-fagert-tal---om-bristande-tillganglighet-som-diskriminering-ds-201020
http://www.regeringen.se/49baf8/contentassets/ae6f99c2bb494ff2a66eacc0a7c17364/bortom-fagert-tal---om-bristande-tillganglighet-som-diskriminering-ds-201020
http://www.regeringen.se/49bbd3/contentassets/1485f931d7b842c18fd670cb3715b0f5/en-strategi-for-genomforande-av-funktionshinderspolitiken-2011-2016
http://www.regeringen.se/49bbd3/contentassets/1485f931d7b842c18fd670cb3715b0f5/en-strategi-for-genomforande-av-funktionshinderspolitiken-2011-2016
http://www.regeringen.se/49bbd3/contentassets/1485f931d7b842c18fd670cb3715b0f5/en-strategi-for-genomforande-av-funktionshinderspolitiken-2011-2016
http://discit.eu/publications
http://www.enil.eu/wp-content/uploads/2012/12/Austerity-European-Report_FINAL.pdf
http://www.enil.eu/wp-content/uploads/2012/12/Austerity-European-Report_FINAL.pdf


DISABILITY & SOCIETY   559

Lid, Inger Marie. 2015. “Vulnerability and Disability: A Citizenship Perspective.” Disability & Society 
30 (10): 1554–1567.

Lindqvist, Rafael. 2000. “Swedish Disability Policy: From Universal Welfare to Civil Rights.” 
European Journal of Social Security 2 (4): 399–418.

Lister, Ruth. 1997. “Dialectics of Citizenship.” Hypatia 12 (4): 6–26.
Lister, Ruth. 2002. “Sexual Citizenship.” In Handbook of Citizenship Studies, edited by I. F. Engin 

and B. S. Turner, 191–208. London: Sage.
Lister, Ruth. 2003. Citizenship Feminist Perspectives. 2nd ed. Basingstoke: Macmillan.
Lister, Ruth. 2007. “Inclusive Citizenship: Realizing the Potential.” Citizenship Studies 11 (1): 49–61.
Ljungberg, Erik. 2011. Full Delaktighet. Nu! 69 Blogginlägg Om Rätten Att Leva Det Liv Du Vill, 

Oavsett Funktionsförmåga. Stockholm: STIL.
Marks, Deborah. 2001. “Disability and Cultural Citizenship: Exclusion, ‘Integration’ and Resistance.” 

In Culture & Citizenship, edited by N. Stevenson, 167–179. London: Sage.
Marshall, T. H. 1992. “Citizenship and Social Class.” In Citizenship and Social Class, edited by T. H. 

Marshall and T. Bottomore, 3–51. London: Pluto Press.
Meekosha, Helen, and Leanne Dowse. 1997. “Enabling Citizenship: Gender, Disability and 

Citizenship in Australia.” Feminist Review 57 (1): 49–72.
Minow, Martha. 1985. “Learning to Live with the Dilemma of Difference: Bilingual and Special 

Education.” Law and Contemporary Problems 48 (2): 157–211.
Morris, Jenny. 2005. Citizenship and Disabled People: A Scoping Paper Prepared for the Disability 

Rights Commission. London: Disability Rights Commission.
Oliver, Mike. 1997. “The Disability Movement is a New Social Movement.” Community Development 

Journal 32 (3): 244–251.
Olsson, T. 2016. “Social Media and New Forms for Civic Participation.” New Media & Society 18 

(10): 2242–2248.
Papacharissi, Z. 2010. A Private Sphere. Democracy in a Digital Age. Cambridge: Polity Press.
Pearson, Charlotte, and Filippo Trevisan. 2015. “Disability Activism in the New Media Ecology: 

Campaigning Strategies in the Digital Era.” Disability & Society 30 (6): 924–940.
Phillips, Sarah D. 2011. Disability and Mobile Citizenship in Postsocialist Ukraine. Bloomington: 

Indiana University Press.
Prince, Michael J. 2009. Absent Citizens. Disability Politics and Policy in Canada. Toronto: University 

of Toronto Press.
Prince, Michael J. 2012. “Canadian Disability Activism and Political Ideas: In and between Neo-

Liberalism and Social Liberalism.” Canadian Journal of Disability Studies 1 (1): 1–34.
Richardson, Diane. 2001. “Extending Citizenship: Cultural Citizenship and Sexuality.” In Culture 

& Citizenship, edited by N. Stevenson, 153–166. London: Sage.
Rioux, Marcia H., and Fraser Valentine. 2006. “Does Theory Matter? Exploring the Nexus between 

Disability, Human Rights and Public Policy.” In Critical Disability Theory – Esssays in Philosophy, 
Politics, Policy and Law, edited by D. Pothier and R. Devlin, 47–69. Vancouver: UBC Press.

Seale, Clive. 1999. “Quality in Qualitative Research.” Qualitative Inquiry 5 (4): 465–478.
Sépulchre, Marie. 2017. “Research about Citizenship and Disability: A Scoping Review.” Disability 

and Rehabilitation 39 (10): 949–956.
Shakespeare, Tom. 1993. “Disabled People's Self-Organisation: A New Social Movement?” 

Disability, Handicap & Society 8 (3): 249–264.
Snyder, Sharon L., and David T. Mitchell. 2010. “Introduction: Ablenationalism and the Geo-

Politics of Disability.” Journal of Literary and Cultural Disability Studies 4 (2): 113–125.
Somers, Margaret R. 1994. “Rights, Relationality, and Membership: Rethinking the Making and 

Meaning of Citizenship.” Law & Social Inquiry 19 (1): 63–114.



560   M. SÉPULCHRE

Swedish National Board of Health and Welfare [Socialstyrelsen]. 2010. Alltjämt Ojämlikt! 
Levnadsförhållanden För Vissa Personer Med Funktionsnedsättning [Still Unequal! The Living 
Conditions of Certain Persons with Impairment]. Stockholm. Accessed February 16, 2018. 
http://www.socialstyrelsen.se/publikationer2010/2010-6-21 

Swedish Social Security Agency [Försäkringskassan]. 2015. Assistansersättningens Utveckling – 
Orsaker till Ökningen Av Antalet Assistansmottagare Och Genomsnittligt Antal Timmar [The 
Development of Assistance Allowance – Reasons for Increase in the Number of Assistance 
Users and Average Number of Hours]. Östersund. Accessed February 16, 2018. https://
www.forsakringskassan.se/wps/wcm/connect/ce44996c-fd3b-4d0a-8962-0c836d589b60/
socialforsakringsrapport+2015-13.pdf?MOD=AJPERES 

Taylor-Gooby, Peter. 2004. New Risks, New Welfare. Oxford: Oxford University Press.
Therborn, Göran. 2017. “The ‘People’s Home ‘ is Falling down, Time to Update Your View of 

Sweden.” Sociologisk Forskning 54 (4): 275–278.
Titchkosky, Tanya. 2003. “Governing Embodiment: Technologies of Constituting Citizens with 

Disabilities.” The Canadian Journal of Sociology / Cahiers Canadiens De Sociologie 28 (4): 517–
542.

Trevisan, F. 2014. “Scottish Disability Organizations and Online Media: A Path to Empowerment 
or 'Business as Usual'?” Disability Studies Quarterly 34 (3). Accessed February 16, 2018. http://
dsq-sds.org/article/view/3359/3648

Trevisan, Filippo. 2017a. “Crowd-Sourced Advocacy: Promoting Disability Rights through Online 
Storytelling.” Public Relations Inquiry 6 (2): 191–208.

Trevisan, Filippo. 2017b. Disability Rights Advocacy Online – Voice, Empowerment and Global 
Connectivity. New York: Routledge.

Trevisan, Filippo, and Paul Reilly. 2014. “Ethical Dilemmas in Researching Sensitive Issues Online: 
Lessons from the Study of British Disability Dissent Networks.” Information Communication 
& Society 17 (9): 1131–1146.

United Nations Human Rights Office of the High Commissioner. 2017. “Status of Ratification – 
Convention on the Rights of Persons with Disabilities.” Accessed February 16, 2018. http://
indicators.ohchr.org/

Walby, Sylvia. 1994. “Is Citizenship Gendered?” Sociology 28 (2): 379–395.
Walmsley, Jan. 1991. “‘Talking to Top People’: Some Issues Relating to the Citizenship of People 

with Learning Difficulties.” Disability, Handicap & Society 6 (3): 219–231.
Young, Iris Marion. 1989. “Polity and Group Difference: A Critique of the Ideal of Universal 

Citizenship.” Ethics 99 (2): 250–274.

Legislations and government propositions

ADA. 1990. Americans with Disabilities Act. Washington DC: Public Law.
Prop. 1980–81:100. Regeringens proposition med förslag till statsbudget för budgetåret 1981/82 

[Government’s Proposition For the Budget For the Year 1981/82]. Stockholm: Department 
of Justice

Prop. (1999) 2000:79. Regeringens proposition Från patient till medborgare – en nationell 
handlingsplan för handikappolitiken [Government’s Proposition From Patient to Citizen – A 
National Plan of Action For Disability Politics]. Stockholm: Department of Justice

Prop. 2016–17:188. Nationellt mål och inriktning för funktionshinderspolitiken [Government 
Proposition 2016/17:188 National Goal and Direction for Disability Politics]. Stockholm: 
Department of Justice

Regeringskansliet [Ministry of Health and Social Affairs]. 2011. “Sweden’s Initiat Report under the 
Convention on the Rights of Persons with Disabilities”. Stockholm. Accessed February 16, 2018. 

http://www.socialstyrelsen.se/publikationer2010/2010-6-21
https://www.forsakringskassan.se/wps/wcm/connect/ce44996c-fd3b-4d0a-8962-0c836d589b60/socialforsakringsrapport+2015-13.pdf?MOD=AJPERES
https://www.forsakringskassan.se/wps/wcm/connect/ce44996c-fd3b-4d0a-8962-0c836d589b60/socialforsakringsrapport+2015-13.pdf?MOD=AJPERES
https://www.forsakringskassan.se/wps/wcm/connect/ce44996c-fd3b-4d0a-8962-0c836d589b60/socialforsakringsrapport+2015-13.pdf?MOD=AJPERES
http://dsq-sds.org/article/view/3359/3648
http://dsq-sds.org/article/view/3359/3648
http://indicators.ohchr.org/
http://indicators.ohchr.org/


DISABILITY & SOCIETY   561

http://www.regeringen.se/49bbec/contentassets/2cb458dc109d4b85be427b0972a8f35e/
swedens-initial-report-under-the-convention-on-the-rights-of-persons-with-disabilities

SFS. 1975:580. Steriliseringslag [Sterilisation Act]. Stockholm: Department of Justice
SFS. 1988:1251. Lag om ändring i föräldrabalken [Act on changes in the Code relating to 

Parenthood and Guardianship]. Stockholm: Department of Justice
SFS. 1993:387. Lag om stöd och service till vissa funktionshindrade [Act Concerning Support and 

Service for Persons with Certain Functional Impairments]. Stockholm: Department of Justice
SFS. 2008:567. Diskrimineringslag [Discrimination Act]. Stockholm: Department of Justice
SFS. 2010:900. Plan- och bygglag [Planning and Building Act]. Stockholm: Department of Justice
SFS. 2010:1065. Lag om kollektivtrafik [Public Transportation Act]. Stockholm: Department of 

Justice
SFS. 2014:958. Lag om ändring i diskrimineringslagen [Act on changes in the Discrimination Act]. 

Stockholm: Department of Justice
UN. 2006. Convention on the Rights of Persons with Disabilities. New York: United Nations.

http://www.regeringen.se/49bbec/contentassets/2cb458dc109d4b85be427b0972a8f35e/swedens-initial-report-under-the-convention-on-the-rights-of-persons-with-disabilities
http://www.regeringen.se/49bbec/contentassets/2cb458dc109d4b85be427b0972a8f35e/swedens-initial-report-under-the-convention-on-the-rights-of-persons-with-disabilities

	Abstract
	Points of interest
	Introduction
	Citizenship: a developing institution featuring tensions and contradictions
	Citizenship rights in Sweden
	Analysing the blog ‘Full Participation.Now’
	A question of participation: claiming equal opportunities and visibility
	A question of equality: denouncing injustice and asking for recognition
	A political question: making the state accountable and engaging as citizens
	Concluding discussion
	Notes
	Acknowledgments
	Disclosure statement
	References
	Legislations and government propositions



