


 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Le peuple de Fanny Ferré est en marche. Il va droit devant, là ou la vie le pousse…  
Et s’il est las, il se pose à terre, directement, avec ses baluchons et ses bêtes, en tas. 

 
Le peuple de Fanny Ferré n’est pas triste, il est sobre et juste. Il mange et boit, il danse  

et fait de la musique. Et ses enfants jouent avec les poules. 
 

Le peuple de Fanny Ferré n’a pas peur de la nuit. Il fuit l’ennui. Il n’a pas ses papiers, 
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l’ame légère des peuples indestructibles, la splendeur des rustres et des gueux. 
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GENERAL INTRODUCTION 
 
 
 In educational research and practice, disability often implies a reference to 
an individualised phenomenon that is the focus of medics and other rehabilitation 
related practitioners, and hardly the stuff of critical researchers engaged with the 
social, cultural and historical conditions of education or other institutions of 
contemporary society (Goodley, 2007a). Disability studies is an interdisciplinary 
field that provides space for the development of paradigmatic shifts in relation to 
disability (Skrtic, 1995; Gabel, 2005; Van Hove, Roets & Goodley, 2005). 
Impairment and disability are re-defined as contemporary socially politically, 
historically, psychologically, relationally and discursively created phenomena that 
vary immensely from culture to culture, and perhaps even within cultures 
(Goodley & Roets, in press). In the growing tradition of critical disability studies, 
translations of disability that inexorably play down ‘impairment’ into a language of 
pre-social ontology, social death, inertia, lack, limitation, deficit and tragedy are 
critically engaged with (Hughes, 1999, 2007; Price, 2007). Quite a number of 
disability scholars have criticized the way in which people with ‘learning 
difficulties’ 1 remain a forgotten group in disability studies, left out in the cold. 
Their involvement continues to be a precarious one and even new developments 
in disability theory, policy and practice often share disrespectful, even exclusionary 
tendencies towards people so-labelled (see Chappell, 1998; Goodley, 2000; 
Traustadóttir & Johnson, 2000; Chappell et al., 2001; Walmsley, 2001; Walmsley & 
Johnson, 2003; British Journal of Learning Disabilities, 2004; Shakespeare, 2005; 
Goodley & Van Hove, 2005). Ho (2004) invites researchers involved in the areas 
of disability studies and ‘learning difficulties’ to step back from research practice in 
order to consider how we understand 'learning difficulties' and associated labels. 
My project is aimed at re-defining subjectivities in which the label of ‘learning 
difficulties’ as a standard and overriding definition of self can be contested 
(Danforth, 1997). Goodley (2004) observes that there is always a danger of 
recreating paternalistic, discriminatory and oppressive conditions when we 
reaffirm labels and their negative connotations in our personal, professional and 
research practices. I cannot camouflage that my work did not happen in an 
academic vacuum, away from the complex realities and activism of people with 
‘learning difficulties’. I don’t want to put a bridle on my tongue about my praxis 
and smooth over my engagement with people first. Postmodernist feminists bring 
                                                 
1  Currently people with ‘learning difficulties’ are referred to in all different ways, for example people 

with learning disabilities, people with intellectual disabilities, people with cognitive impairments, 
the mentally retarded, ... (and see 1.1.1. ‘Learning Difficulties’: what’s in a label, what’s in a 
name?). I will further use the term people with (the label of) ‘learning difficulties’ because the British self-
advocacy movement People First currently does. As one British self-advocate stated: “If you put 
people with ‘learning difficulties’ then they know that people want to learn and to be taught how to do things” 
(quoted in Goodley & Rapley, 2001).  
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into question the importance of actions undertaken by change agents within 
society and the role of the researcher and her subjectivities; knowledge is not 
discovered by an academic sleuth who pretends to be an archaeologist uncovering 
pre-existing essences, sec facts and realities; researchers create data based on social, 
cultural and political positionalities (Tierney, 1999, p452). Pure objectivity does 
not exist, a panoptic God’s eye is blind (Haraway, 1991). I believe, with Lather 
(1991), that exactly in transformative actions possibly fresh ways and surprising 
glimpses of knowing hide. I want to enter into my investigations and play my 
assumptions on the table, like critical educational researchers do: 
 

… so no one is confused concerning the epistemological and political 
baggage they [critical researchers] bring with them to the research site 
(Kincheloe & McLaren, 1998, p265 quoted in Goodley, 2001, p. 207). 

 
 
My writing grows out of my volunteer engagement as an advisor of members of 
Our New Future, the first self-advocacy group in Flanders (the Dutch speaking 
part of Belgium). At this point, I should like to contextualize the subject matter of 
self-advocacy a little. In the secondary literature, I found that the international 
new social movement of self-advocacy testifies to a determination to oppose the 
definition, treatment and exclusion in disabling society of people with ‘learning 
difficulties’, and that this unites them as self-advocates (Williams & Shoultz, 1982; 
Dybwad, 1996; Dybwad & Bersani, 1996; Taylor, 1996; Goodley, 2000). Their 
self-advocacy needs a broad definition; this can take place and be supported in 
communities and grassroot organisations and happens to individuals who present 
self-empowering actions as well (Ramcharan, Roberts, Grant & Borland, 1997; 
Goodley, 2000). In the words of self-advocate Nancy Ward, co-chair of Self-
Advocates Becoming Empowered (the national self-advocacy network in the USA): 
 

… understanding empowerment in self-advocacy is important because 
people who have disabilities have all these labels on them and we are 
never seen as a person. When we become empowered we can start telling 
people who we are and that we have feelings and needs just like everyone 
else because we are people (Ward quoted in Miller & Keys, 1996, p. 313). 

 
 
Self-advocacy and empowerment need to be seen as multilevel concepts; as 
reflexive and dynamic processes of increasing personal, interpersonal and political 
power which take on different forms and meanings for different people in 
different contexts (Miller & Keys, 1996; Van Hove & Roets, 2000). Our New 
Future in Flanders (Belgium) was defined by a group of self-advocates and allies in 
1997 and the self-advocacy network further got off the ground, composed by self-
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advocates from all different sides of our country (Van Hove, 2000; Lenoor & 
Roets, 2000; Van Hove & Roets, 2000). In Flanders (Belgium), some of the 
founding memebers of  Our New Future named themselves the veterans and 
listed their aims:  
 

We want to fight against injustice and defend our human rights. We are 
people first – like all other folks around the world. We do have a good head 
on our shoulders. We are well aware of our own abilities as well of our 
own impairments. We are more than smart enough to ask for and get 
support from each other and from other people. We do not ask for 
support from any one. We need a position of trust. We want to be seen as 
strong men and women. We want to lead out as proud people. We are the 
leaders of our own movement all over Flanders. Here, they call us, 
amongst others: mensen met een verstandelijke beperking (people with mental 
impairments), mensen met een mentale handicap (people with mental 
retardation), mentaal gehandicapten (the mentally retarded) … And more 
labels exist about us. In Dutch, we feel it sounds like we are metaal (metal). 
We just want to open eyes and say that they can call us in different ways. 
We think another wise word sounds like people with abilities. (at 
www.ont.be) 

 
 
As a long-term ally of these enthralling people first – people with ‘learning 
difficulties’ who ‘self-advocate’; self-advocates – that I got to know, I felt the 
responsibility to challenge those in disability research and disability studies who 
are missing the pointe and – again - emphasize ‘learning difficulties’ as absolute 
otherness. To be sure, it has been observed that people tagged with the label of 
‘learning difficulties’ in the worldwide social movement of self-advocacy were 
resisting and interfering with processes of ‘othering’ over the last few decades 
(Taylor, 2001). I want to note here that my doctoral research builds, in particular, 
on fresh insights of Dan Goodley’s Self-advocacy in the Lives of People with Learning 
Difficulties: The Politics of Resilience (2000), and on more of his oeuvre and 
involvement with self-advocacy over the last years (see e.g. Goodley & Moore, 
2000; Goodley, 2001, 2003, 2004, 2005; Goodley & Rapley, 2001, 1002; Goodley 
& Van Hove, 2005). In particular, I endorse his original contribution to disability 
research when he argues that self-advocacy provides a political narrative brought 
on the table by people with the label of ‘learning difficulties’ as an epistemological 
issue tout court (Goodley, 2001).  
  
So I found myself located as a volunteer supporter and ally in self-advocates’ 
grassroots network over the past 10 years, in shifting networks of activists and 
allies. To identify myself with my role as a disability researcher, who needs to 
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engage in the act of writing and reflecting on the level of academia, felt 
complicated like walking a high wire. I remained painfully aware of my powers (in 
my relationships and actions with people as well as in my pen) and the fact that we 
all use and abuse it… Disability researchers run the risk of being accused of 
exploitation (see Ellis, 2007). This is in line with a comment raised by Corker 
(1999); who reveals that disabled people often tend to be turned into interested 
spectators rather then proactive participants in disability studies (Corker, 1999). 
The complexity of becoming a disability studies researcher led to my initial 
hesitation, even temporary paralysis and resistance, to reflect and write. I was 
caught by doubts and dilemmas about this peculiar power issue as soon as I 
needed to identify myself with an academic life as well. Indeed who has the right 
to write about self-advocates and their self-advocacy through the medium of 
frozen text? In the context of disability research with and for people with the label 
of ‘learning difficulties’, Goodley and Moore (2000, p. 875) express this feeling 
sharp: 
 

As soon as we tried to reproduce the significance of activity and 
experience through the inert medium of frozen text, we were freezing our 
own view of empowerment, away from people with ‘learning difficulties’. 
Capturing in words what we had seen has been nigh on impossible (…). 
Our position as researchers who wish to be disabled people’s allies, but 
who are situated within a context which requires us to contribute to the 
building up of a respectable discipline presents real difficulties. 

 
 
So some researchers and self-advocates share the point of view that only people 
with ‘learning difficulties’ should write about self-advocacy (see for example Aspis, 
2000). With Van Hove (keynote at IASSID 2006), I would like to problematize a 
rigid copy/translation of the mantra “nothing about us without us”, and stress its 
ambiguity. Together with Buchanan and Walmsley (2006, p. 134), I share the 
belief that: 
 

…a subject of such critical importance [self-advocacy as a political 
phenomenon] needs the fullest possible debate, with contributions from 
different perspectives adding to the richness of our understanding.  

 
 
But still I did not (and still do not) want to use this critical importance as a cover-
up; nor as a false excuse to wrong the complexity of being and becoming a 
compagnon de route, an advisor, an ally, an advocate, a friend and, on top of that, 
a researcher for and with activists (see Roets, Adams & Van Hove, 2006). Let me 
first try to clarify a little my experience of all my identity transformations, that 
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rushed by like a performance of different roles and multiple selves during my 
fresh and felt participation in the presence of the self-advocacy movement. 
 
My role as a compagnon de route, an advisor, an ally, an advocate and friend 
could be described as a very natural way of discovering everyday life in 
collaboration and comradeship. Let me please hang out in the streets and tag 
along with my comrades; people whom I feel as close to as my family with a sense 
of belonging (referring to my coulourful family network by origine, blessed with a 
daddy cool who is a devoted pigeon fancier, my mamma who has hybrid Spanish 
roots and temper(ament)s, five articulate, violent sisters with men and enfants 
terribles and one ‘poor and oppressed’ brother. Ten years ago, as a student I got 
involved in long-term, ongoing and reciprocical relationships of mutual support 
with self-advocates. We were sharing stories, hopes, fears, laughter, tears, dreams, 
deeds, bitters and sweets. The veteran self-advocates named me, amongst others, 
‘our child we raised’ and ‘our little red riding hood’ (see Lenoor & Roets, 2000), 
‘my chick’ and ‘my tinker wife/lady’ (see Roets et al., 2004, 2005), ‘my comrade 
Roets, daisy on the road too’ (see Roets, Adams & Van Hove, 2006, Roets & 
Goedgeluck, 2007). For me, the self-advocates I know – people first – are leaders of 
their rebellion, stubborn and original characters, fascinating, filled with fire, 
prison-breakers, performers of activism, and last but not least my compagnons de 
route. My friends made me look at the world through their eyes and invited me to 
see their situations of tensions, resistances and transformations (Haraway, 1991), 
and to get in touch with my own complexities as a political subject. My own sense 
of evolving self (or selves, if you like) resonated with theirs as just people first, all 
involved in a political process ontology as becoming-subjects (Braidotti, 2006b). I 
want to raise the veil of some of my subjectivities here so to give readers more 
insight into who I might be and become; in my personal, political and research 
engagement with self-advocates.  
 
A significant event happened to me when I was a 7-year old, when I got 
diagnosed with chronic juvenile diabetes which has always been, by its very nature, 
in a state of continuous flux. Throughout the years this ‘chronic illness’, or 
‘impairment’ if you like, my diabetes, is just in tune with my own experiences while 
being, becoming and acting; as a process that goes hand in hand with my nature of 
anarchism, stubbornness and chaos. However, on the eve of my years of puberty 
as a 14-year old (like more teenagers becoming keen on new experiments and 
introspecions), a number of male doctors decided to bury my (sometimes 
desperate) efforts to learn to accept that juvenile diabetes demands a multiform 
space in your everyday life under the blanket of expert knowledge. They neatly 
labelled me along the lines of their medical encyclopaedies with ‘being a brittle 
diabetic’. Now I read this as a perfect excuse to no longer deal with me as a 
person; and as a reason to reduce me (and not just my diabetes) to being unable, 
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sterile, labile and uncontrollable. I realize now that one of the most prominent 
features of diabetes is its uniqueness, and the fact that the disease is unpredictable 
by definition (Nebergall, 2007). I had to deal alone with my enigmatic body-and-
mind, and throughout the years had to learn to respect my denied sense of 
gendered self again. Some ten years ago however, I met Jan, my cool doc, who 
lighted me on my travels with patience and a wicked sense of humour, and who 
challenged me so that I learned to trust the medical world again (even if doctors 
act bossy!). And yet, I consider my being, with my diabetes, as one of my 
privileged invisible strengths; it reminds me to my own resilience and that of 
others (see Roets & Van den Saffele, forthcoming). 
 
Another significant issue is the complexity of being and becoming a woman 
with/in the self-advocacy network. Inspired by my own denied sense of gendered 
self, I got particularly nettled by the way women with ‘learning difficulties’ are 
discredited as objects of multiple oppressions in a hidden way (Roets & Van 
Hove, 2003; Roets, Adams & Van Hove, 2006; Roets & Goedgeluck, 2007, Roets, 
Adams, Reinaart & Van Hove, 2007. Roets, Reinaart & Van Hove, forthcoming). 
As a researcher I wanted to bring the self-advocacy, resilience and fragility of 
women involved with self-advocacy in the public eye. The feminist philosopher 
Rosi Braidotti expresses my feeling clearly:  
  

…thinking has something to do not only with the light of reason but also 
with shadowy regions of the mind where anger and rebellion about socio-
political realities related to the status of women combine with the intense 
desire to achieve change (Braidotti, 1994, p. 179) 

 
 
I hope to give evidence as to how these women actively deconstruct and just 
subvert the unitary view of a human, disabled subject and, instead, propose one 
that is deviant from the abstract standard of ‘normal man’ (van Drenth, in press). 
 
After all, my different roles and my long-term involvement with self-advocates in 
differentiated power relationships created breathing space to experiment with 
different cocktails of possible ‘research’ ventures (whatever that may be), and I 
became motivated to spin out more creative ways to jointly capture and include 
the cultural diversity and richness of their lived experiences. The activism of self-
advocates pressured me to reconfigure conceptions of doing disability research in 
terms of theory, method, analysis and activism. I wanted to rethink developments 
in academia and tease out new possibilities to revitalize disability studies (and my 
academic life at least) in a much more flexible, creative and dynamic way. Soon, 
from Goodley and Van Hove (2005) I adopted their suggestion to work with the 
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umbrella idea to bring disability studies in the world of people with the label of 
‘learning difficulties’ as an inclusive approach, namely: 
 

…either through the inclusion of people with ‘learning difficulties’ as 
researchers, or through research methods that are sensitive to the actions, 
ambitions and resilience of people so-labelled (ibid., p.20, italics added) 

 
 
In casual conversation with Dan Goodley about this scenario for inclusive 
disability studies, catching black coffees to recover after a dazzling disability 
studies conference, I realized that I engaged in both these approaches to an 
inclusive disability studies, and needed to figure and tease out its possibilities in 
my writings. I needed to expose my work that was fitting in this inclusive 
approach; it could be compared with an onion with different layers and 
stratifications. And to inscribe my work in this, I found my proverbial ‘cup that 
cheers’ in the idea of praxis which is at the heart of my work. Patti Lather has 
introduced a very sensible definition in the field of feminist research and pedagogy 
with/in the postmodern (1991): 
 

The requirements of praxis are theory both relevant to the world and 
nurtured by actions in it, and an action component in its own theorizing 
process that grows out of practical, political grounding (Lather, 1991, pp. 
11-12) 

 
 
In other words, researchers involved with praxis with self-advocates are to avoid 
the artificial and damaging dichotomy of ‘academia versus activism’ (Goodley & 
Moore, 2000);  theory should be illuminated by the lived experience of progressive 
social groups, but also practice must be brought together with theory which 
should illuminate their struggles again; in this process practice can become theory 
and theory become practice. Lather (1991) and St. Pierre (2004) situate praxis as a 
particularly fertile site for educational researchers as well, given its investment in 
political concerns.  
 
In what follows, I draw on three critical discourses to frame and explore possibilities 
to connect activism with academia, to engage in praxis: critical pedagogy, 
poststructuralism and poststructuralist feminism. Following Patti Lather (1991, pxvi), by 
critical I mean that these discourses and practices are seeking to challenge and 
break the order and legitimacy of the dominant dinosaur culture of modernism 
over a shared social life. Within the scope of these critical discourses, as an 
educational researcher in disability studies my research aims are:  
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 to rethink the origins and destinations of theoretical development in  
disability studies by recognising the activism of people with the label of 
‘learning difficulties’ as a form of cultural re-symbolization 

 

 to intersect the disciplinary characters of disability studies and gender 
studies to radically unsettle social categories like impairment-disability and 
sex-gender  

 

 to spin out more creative ways to jointly capture and include the cultural 
diversity of the lived experiences and activist voices of self-advocates in 
the register of disability studies 

 

 to create new discourse bridges for an individual and collective re-
appropriation of gendered subjectivities of people with the label of 
‘learning difficulties’ in spaces where activists and critical educational 
researchers meet 

 
 
My first source of inspiration is critical pedagogy, informed by Paolo Freire’s version 
of praxis. I want to clarify, right from the start, that an exploration of Freire’s 
oeuvre is further rather underexposed in my writings and reflections for my 
doctoral research. Although very present in my early writings on self-advocacy as a 
main source of inspiration (see Lenoor & Roets, 2000; Van Hove & Roets, 2000), 
deepening implications of Freirian praxis on a theoretical and applied level for 
disability studies was beyond the scope of my doctoral thesis. At present there is 
(still) a steady stream of disability research and practice (sometimes without 
immediate reflections in publications on a theoretical level for several relevant 
reasons) carried out under the wings of Geert Van Hove in Flanders that is praxis-
oriented and influenced by Paolo Freire’s dialogic theory; see for some recent and 
mature writings Van Hove et al. (2005, in press). Researchers in disability studies 
have joined hands with the common purpose and ideology of the disability and 
self-advocacy movement, and this makes sense in favour of transformative praxis 
(Miller & Keys, 1996). This has mainly informed my work within the grassroots 
self-advocacy network and provided me with a solid basis to act. I first briefly 
introduce a definition of Freire’s version of praxis here (which was very influential 
in my work with self-advocates and early writings), and I illustrate it with some 
participatory action research projects that I was involved with over the last ten 
years in Our New Future (see Reason and Torbert, 2001 for method, broadly 
inspired by Freirian praxis; see Freire, 1972), wherein the whole self-advocacy 
group got involved.  
 
In Freire’s (1972) dialogic theory, genuine dialogue organizes itself by means of 
unveiling the world of oppression. Oppressed peoples come to know themselves 
as ‘subject’ and commit themselves to a transformation of the reality of 
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oppression through praxis in their everyday lives. Freirian praxis can be seen as a 
tool to realize ‘conscientization’, to engage with the oppressed whose rejection of 
‘the culture of silence’ lies at the root of social transformation (Freire, 1972). A 
mutual recognition and co-understanding can be achieved through dialogue, 
which enables different people - oppressors and oppressed - to grow through a an 
exchange of viewpoints. Praxis in a pedagogical context becomes a relational 
concept. In both research and practice, we cannot remain neutral in a Freirian 
perspective; our praxis leads to communal activism and resistance in order to 
further a desired social change (Freire, 2004). In this way our pedagogical work 
becomes a political and a creative act of knowing (Gadotti, 1998, p.2). This results 
in an educational pedagogy that ceases to belong to ‘oppressors’ but becomes a 
relational pedagogy of all peoples involved, sharing power in an ongoing process 
of permanent liberation. Gramsci (quoted in Lather, 1991, p50) urged intellectuals 
to adhere to a “praxis of the present” by aiding progressive groups to become 
increasingly conscious of their own actions and situations in the world. Freire’s 
idea of praxis enabled me to engage in an act of identification with people with 
the label of ‘learning difficulties’ that dissolves the distance between those labelled 
and categorized as ‘them’ or ‘us’; to create a sense of you, me and we (Van Hove 
& Roets, 2000; Lenoor & Roets, 2000; Roets & Van Hove, 2003; Van Hove et al., 
2005, in press). This enabled me to locate my work in the field of disability studies 
in education (see Chapter II. Theoretical Resources).  
 
Let me illustrate here some of the praxis-oriented projects: I got involved with the 
self-advocacy network in Flanders in producing books, reports, and articles with 
self-advocates which were not left on dusty shelves, unread, untouched and of 
little use to those about whom and with whom they were written (Van Hove, 
1999; Walmsley & Johnson, 2003). Preferably, self-advocates were setting the 
agenda for these projects (see Onze Nieuwe Toekomst, 2002, 2005, 2007); 
sometimes the agenda originated from external questions but the project was done 
by self-advocates with allies (see for example Schoeters, Emmelen, Jansegers and 
Roets, 2001). We worked as a team of responsible self-advocates and their 
(academic) allies in a respectful division of roles, and payed attention to accessible 
writing. The research agenda was shared, the team spirit high. We were hoping to 
produce tangible shifts in beliefs and attitudes of peoples in the self-advocacy 
network, but also of the public at large in disabling society. In the sidelines of the 
self-advocacy group’s activities and collaborative writings, some self-advocates 
raised the alarm about their personal ambitions to set up individually driven 
projects. In these projects, self-advocates were explicitly setting the agenda as 
leaders, and later as first authors (see Lenoor and Roets, 2000; Schoeters with 
support of De Winne and Roets, 2007). One bright, leading self-advocate, Marie, 
charmed me two years ago when she turned up with her desire to bring more 
headstrong women in the self-advocacy group. And exactly at that point in time, it 
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was my pleasure to open up for her agenda and offer her my time, space, and 
energy as a researcher to be able to follow her on her journeys.  
 
Nevertheless it would be extremely pretentious, even arrogant, to argue that all my 
writings here and in what follows are the result of a fully inclusive research process in 
both practice and the making of theory. In previous projects, when these 
cooperative, inclusive projects were finished, I engaged from time to time in 
projects of collaborative reflecting. These academic papers (see Roets, Van de 
Perre, Van Hove, Schoeters and De Schauwer, 2004, 2005; Schoeters et al., 2005) 
are explicitly co-authored with self-advocates. Spontaneously I tried to respect 
self-advocates’ authorship, wisdom and knowledge through the medium of 
foregrounding self-advocates’ long-silenced voices. I wished to create a sort of 
‘becoming space’ where we, as activists with allies, could think and act with one 
another (see Lather, 1991) in line with the current disability studies paradigm; 
where scholars are doing disability research with rather than on or for disabled 
people (Goodley & Moore, 2000). Embedded in my Freirian praxis with/in the 
self-advocacy network, I have tried to develop a more transformative disability 
theory based on the open-endedness of social struggles in the self-advocacy 
movement (Corker, 1999). After all, inspired by activisms of self-advocates as an 
educational researcher, how could I possibly consider academia as a separate 
territory of knowledge?  
 
Essential to my work is the turn to perceive, in parallel with feminism (Braidotti, 
1994), self-advocacy and disability activism here less as an ideological but more as 
an epistemological position. In the context of both practice and theory, self-
advocates can be seen as some of the long-silenced ‘others’ of modernity who are 
breaking out of the imprisonment of increasingly inadequate systems of 
knowledge and categorical thinking (Braidotti, 2002). Many times they challenged 
me while being seduced by ‘the glamour of high theory’ (Lather, 1991, p7) and 
shook my university universe and my academic activities to its foundations. 
Anyway, in my experience and with a sense of irony, it often tends to be an 
arrogant and elitist, quite hostile, pretentious environment filled with power 
gambling games, poker faces and powerful tie-and-suit-males (and –females). 
Some educational researchers do forget to be concerned with what it means to do 
research in an unjust world (Lather, 1991). The travels and queries of self-
advocates moved me towards a search for a transformative theory capable of 
grasping the complexities of their transformative actions and the hybrid cultures 
and discourses they create (Corker, 1999; Roets & Goedgeluck, 2007), moved me 
towards critical theories outside of the binary logics of certainty, wandering onto 
uncertain grounds and sands of postmodernism (Deleuze & Guattari, 1980/1987; 
Roets & Goodley, forthcoming). In my work, I will particularly explore 
possibilities for my educational praxis with/in the self-advocacy movement 
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informed by the two critical discourses of poststructuralism (mainly informed by the 
poststructuralists Gilles Deleuze and Félix Guattari) and feminism (mainly informed 
by the feminist philosopher and poststructuralist feminist Rosi Braidotti who 
adopted their work). 
 
The French philosophers Gilles Deleuze and Félix Guattari introduced another 
version of praxis, as philosophical move and travel: 
 

…as the art of forming, inventing and fabricating concepts [that has to] 
determine its moment, its occasion and circumstances, its landscapes and 
personae, its conditions and unknowns. (…) Concepts need conceptual 
personae (personnages conceptuels) that play a part in their definition (Deleuze 
& Guattari, 1991/1994, p.2) 

 
 
Deleuze and Guattari have expressed and fabricated their transformative 
philosophy so wonderfully. As a philosopher Gilles Deleuze has been described as 
“a bachelor’s machine through and through; Deleuze picks and chooses, enacting 
with bravado the art of ‘bricolage’ and of conceptual pickpocketing” (see 
Braidotti, 2002, p. 66), and particularly enriching for my educational praxis are  
these collaborations and connections with Félix Guattari and his’s psychoanalytic 
work done in La Borde (supervised by Jacques Lacan) to explore their affirmative 
turn to embrace (human) ‘différence’ (e.g. they illustrate this for me in their 
surprising exploration and re-interpretation of Sigmund Freud’s ‘case’ of ‘Little 
Hans’ as ‘the becoming-horse of Little Hans, a truly political option’ in A Thousand 
Plateaus, 1980/1987, pp.256-286). As an educator, Deleuze and Guattari teach me 
that every time that I find myself and others confronted by limitations or 
incompleteness then we need to discover the politicial ontology involved in our 
bodies-and-minds-in-process (Braidotti, 2006b), the affirmation of the “swarm of 
differences, a pluralism of free, wild or untamed differences” (Deleuze, 
1968/1994, p.50) at the beating heart of our search. I want to engage with their 
version of praxis; “it gets the giggles, which wipe away its tears” (Deleuze & 
Guattari, 1991/1994, p.11). Saying ‘yes’ to difference (Bearn, 2000), to the 
anomalous ‘others’ living on the edge, on the borderline, can draw us out to 
surprising new horizons in our work as educators (Roets, Reinaart & Van Hove, 
in press; Roets & Goodley, forthcoming). This act of identification disorganizes 
our thoughts and lives:  
 

The anomalous [person or thing] will be coarse and rough, because it is 
not a perfect instance of any type. It is this very coarseness, and 
unpredictability that gives the anomalous the power to spirit us out of 
ourselves. The anomalous is not merely pretty, but attractive like beauty 
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with some kind of edge…the surprising sexual energy of the apparently 
shy and quiet, the surprising intellectual power of the guy or the girl in 
leather (Bearn, 2000, p.459) 

 
 
Deleuze and Guattari favour philosophy to become a transformative praxis 
(Lather, 1991, p.11); “philosophy is the discipline that involves creating concepts 
(…) for these actions and passions that are always new” (Deleuze & Guattari, 
1991/1994, p.5), as an instrument that multiplies potentialities (St. Pierre, 2004). 
Political practice can be used as an intensifier of thought, and analysis as a 
multiplier of the forms and domains for the intervention of political action 
(Foucault, 1986). In What is Philosophy (1991/1994, p.12), Deleuze and Guattari 
term this the ‘pedagogy of the concept’ and address a version of philosophy as 
creation: 
 

There is no heaven for concepts. They must be invented, fabricated, or 
rather created and would be nothing without their creator’s signature (…) 
You will know nothing through concepts unless you have first created 
them – that is, constructed them in an intuition specific to them: a field, a 
plane, and a ground that must not be confused with them but that 
shelters their seeds and the personae who cultivate them (ibid., p.7) 

 
 
In my doctoral research project, I moved on to introducing and deepening a 
Deleuzoguattarian version of praxis and the work of poststructuralists (and) 
feminists who have adopted their work. My research questions can be summarized as 
follows: in how far can an educational praxis in disability studies benefit from a 
more grounded engagement with, and a hybrid cross-fertilisation of, concepts 
from: 
 

 poststructuralism, mainly informed by the philosophers Gilles Deleuze 
and Félix Guattari 

 

 poststructuralist feminism with a hint of late psychoanalysis, mainly 
informed by the feminist philosopher Rosi Braidotti  

 

 an exploration of the lived experiences of people with the label of 
‘learning difficulties’ about their self-advocacy 

 
 
In my work, I will further commit myself as an educational researcher in disability 
studies (see Goodley & Roets, in press), along with feminisms (St.Pierre, 2004; 
Grosz, 2005; Chanter, 2006; Braidotti, 2006a), to experiment with these resources 
where: 
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…we commit ourselves, along with feminisms, to producing, inventing 
and creating sites of meaning that can be occupied by disability activism. 
We experiment with these resources in ways that resonate with our own 
experiences as disability researchers and political subjects (Goodley & 
Roets, in press) 

 
 
I will expose real-life situations and subjectivities, and activist voices and stories, in 
a fertile cross-fertilization with poststructuralist and feminist theoretical resources. 
Meanwhile I dare to define my work with self-advocates as a kind of inductive 
‘discovery science’, trying to ask good questions and to discover new (life) worlds 
rather than assuming to know yet what I am going to find in the field (Roets & 
Goedgeluck, 2007). I hope to create praxis-oriented bridges so that human 
subjects are no longer divided from others, drawing on disability activism (with a 
special interest for women with ‘learning difficulties’), disability studies and gender 
studies as interdisciplinary practices (see for other impulses in disability studies 
Morris, 1991, 2001; Corker, 2001; Tremain, 2002; Kristiansen & Traustadóttir, 
2004; Traustadóttir, 2006b).  
 
This is how I have structured my work: 
 
In Chapter I. Setting Out The Context, I introduce you to the real-life activists of Our 
New Future, the chief characters and rebel leaders in this work. I will tap into 
developments of the international self-advocacy movement to provide a 
contextualised overview of the development of the phenomenon of self-advocacy 
in Flanders (Belgium) from self-advocates’ experiences.  

 
In Chapter II. Theoretical Resources, I consider the depths and potentials, and throw 
light on the state of the art of contemporary disability studies with the aim to 
challenge its binary thinking (its state of nature?), and to engage in a critical 
disability theory. Here I experiment with some pointers in order to de- and 
reterritorialize, revitalize and hybridize disability studies as a complex terrain of 
knowledge and activism in Chapter IV and V. 
 
In Chapter III. Methodological Persuasions and Analytical Approaches, I clarify the current 
Babel of tongues in versions of doing disability research with people with ‘learning 
difficulties’, and expose my research as participatory action research. I tease out 
which analytical tools are needed and borrow from postmodernism and feminism 
to be able to travel through the life worlds of self-advocates involved in my 
research praxis. For my analyses, I explore a poststructuralist approach, the 
drawing of cartographies of nomadic epistemologies; to map complicated 
subjectivities.   



GENERAL INTRODUCTION 
 

18 

In Chapter IV. Connecting Activism with Academia: Hybrid Cross-fertilizations for Self-
Advocacy, I aim to work with/in the new social movement of self-advocacy to 
challenge and rethink origins and destinations of praxis-oriented approaches 
useful to re-vitalize disability studies. 
 
In Chapter V. I draw Concluding Reflections for a revitalized understanding of of 
processes of self-advocacy and support and disability studies. I raise Applications 
useful to the field of educational sciences and my longtime interest and desire to 
explore how to turn these three strands of critical thought (and others that are still 
out there to be discovered) into empowering practice again in the future.  
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I 
 
 

Setting Out The Context 
 

 
Le seul fait de rêver 

est déjà très important 
 

Je vous souhaite 
des rêves à n’en plus finir 

et l’envie furieuse d’en réaliser quelques uns 
 

Je vous souhaite 
d’aimer ce qu’il faut aimer 

et d’oublier ce qu’il faut oublier 
 

Je vous souhaite 
des silences 

 
Je vous souhaite 

des chants d’ oiseaux au réveil 
et des rires d’enfants 

 
Je vous souhaite de résister 

a l’enlisement 
a l’indifférence 

aux vertus négatives de notre époque 
 

Je vous souhaite surtout 
d’être vous 

 
 
 

Jacques Brel 
sur les ondes d'Europe, le 1er  janvier 1968 
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In chapter I, Setting Out The Context, I provide a rather broad overview of 
historical developments of the self-advocacy movement and introduce a brief but 
nuanced definition of ‘learning difficulties’ and self-advocacy based on the existing 
body of literature in 1.1. Self-Advocacy: What’s In A Name? Here my aim is to 
contextualize the recent phenomenon of self-advocacy in a study of the existing 
and significant body of literature about people first, ‘learning difficulties’ and self-
advocacy. To approach this subject matter, I will include the growing amount of 
texts, articles and storied accounts produced by self-advocacy groups and self-
advocates in action and/or researchers that explore, display and highlight the 
multiplicity of very different but all as fascinating elements of the self-advocacy 
movement and her leading key role players.  
 

In 1.2. Origins and History of Self-Advocacy in Flanders, my aim is to examine 
the self-advocacy of people with the label of ‘learning difficulties’ more in detail, 
as enacted in different projects and storied in personal narratives of real-life 
activists in Flanders. I introduce you to only some of the achievements of the 
members of Our New Future, one self-advocacy group and network in action in 
Flanders (the Dutch speaking part of Belgium). With a sensitiveness to local self-
advocacy sub/cultures, I want to highlight the attempts and contributions of the 
self-advocacy network to push against the grain of taken-for-granted disability 
politics, services and practices in Belgium.  
 
 
1.1.  SELF-ADVOCACY: WHAT’S IN A NAME?  
 

In what follows, in 1.1.1. ‘Learning Difficulties’: What’s In A Label, What’s In 
A Name?, I introduce a brief but nuanced definition of ‘learning difficulties’ and 
self-advocacy, which makes me able to put the recent phenomenon of self-
advocacy in Flanders, the Dutch speaking part of Belgium, in its international 
context in the next section. Second, in 1.1.2. Historical Developments of Self-Advocacy, 
I try to broadly place self-advocacy in a historical perspective to trace how it has 
come to occupy a central place in disability policy, service provision and practice 
in the present.  
 
 
1.1.1. ‘LEARNING DIFFICULTIES’:  
            WHAT’S IN A LABEL, WHAT’S IN A NAME? 
 

Self-advocacy has been studied and valued beyond the boundaries of local 
or national developments from a wide range of perspectives of self-advocates, 
supporters and academics (Ledger & Tilley, 2006; see for example British Journal of 
Learning Disabilities, special issue on the history of self-advocacy: international comparisons, 
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34(3), 2006). However in both the existing literature and in practice, there is still a 
raving uncertainty about the nature, meaning and significance of the phenomenon 
of ‘learning difficulties’ (Smith, 2002; Danforth, 2002; Goode, 2002; Gelb & 
Smallwood, 2007). Put against a historical and international background, the 
variability of the term is immense, and the continuous flow of definitions, 
terminology and categorization labels of the phenomenon that we call ‘learning 
difficulties’ is more than merely a conspicuous detail here (Gelb, 2002; Devlieger, 
2003). Over the last century, images have depicted, symbolized and consequently 
treated people with ‘learning difficulties’ as, for example, sick, eternal children, 
menaces, objects of ridicule, and other pejorative terms (Kurtz, 1981). Society 
categorized ‘learning difficulties’ as a concept and segregated its derivatives with 
the reliance on IQ as a standard and predictive measure (McClimens, 2003, p.43), 
and as a continuation of this, current classification systems continue to be deeply 
problematic. One example is the 10th edition of the manual of the definition, 
classification and terminology of ‘mental retardation’ (American Association of 
Mental Retardation, 2002) which reveals: 
 

Although far from perfect, intellectual functioning is still best represented by IQ 
scores when obtained from appropriate assessment instruments. The 
criterion for diagnosis is approximately two standard deviations below the 
mean of a corresponding group of people considering the standard error 
of measurement for the specific assessment instruments used and the 
instruments’ strengths and weaknesses (AAMR, 2002, p.17, italics added).  

 
 
The AAMR stresses that the seeming simplicity and clarity of the concept of 
‘mental retardation’ [sic] are deceptive and that it should be possible to contribute 
improvements in both form and function to emerging definitions (AAMR, 2002, 
p.19). Another example of a worldwide accepted but problematic classification 
system is the International Classification of Impairment, Disability and Handicap 
(ICIDH), originally developed by the World Health Organization (WHO, 1980), 
that needed a revision in an ICIDH-2 version (WHO, 2001) to use a more 
positive terminology and to place impairment alongside social and relational 
factors like participation. The overall aim of the ICIDH-2 classification - to 
provide a unified and standard language to serve as a frame of reference for 
phenomena like ‘learning difficulties’ – is still problematic; this is reflected in 
already a new worldwide revision process to test the reliability of the classification 
system soon after its first revision (Tate & Nieuwenhuijsen, 2000). People with 
‘learning difficulties’ continue to be referred to in different ways in international 
circles, for example people with learning disabilities, people with intellectual 
disabilities, people with developmental disabilities, people with ‘learning 
difficulties’, people with cognitive impairments, the mentally retarded, and so on. 
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With hope that the term is not sold under false pretences, I use the relative term 
people with ‘learning difficulties’ because the British self-advocacy movement currently 
does. As one British self-advocate stated:  
 

If you put people with ‘learning difficulties’ then they know that people want to 
learn and to be taught how to do things (quoted in Goodley & Rapley, 
2001, p.229) 

 
 
Nonetheless I had serious doubts about which terminology to choose out of the 
epistemological wilderness in an international context. In Flanders (the Dutch 
speaking part of Belgium), the state of the art, observed by the leading self-
advocates Steve and Robert with a sense of black humour, seems to reveal a 
similar tower of Babel:  

 
Here they call us, amongst others: mensen met een verstandelijke beperking 
(people with mental impairments), mensen met een mentale handicap (people 
with mental retardation), mentaal gehandicapten (the mentally retarded),… 
And more labels exist about us. In Dutch, we feel it sounds like we are 
metaal (metal). We just want to open eyes and say that they can call us in 
different ways (Robert & Steve quoted in ONT, 2002, p.45) 

 
 
Clearly the construction of ‘learning difficulties’ differs across time and culture 
(Jordan & Dunlap, 2001), but the history of changing definitions is one of 
difference conceived by others in an overriding and an overruling way, rather than 
a minority group of people finding their own history, expressing their own identity 
(Ryan & Thomas, 1987). Self-advocates’ rich personal and collective accounts 
inform us about their experiences of having been labelled with ‘learning 
difficulties’ as such an overpowering characteristic that it makes all social 
dimensions and achievements irrelevant (Traustadóttir, 1990). Embedded in 
meanings and lives, ‘learning difficulties’ appears to be experienced as an all-
embracing, toxic identity (Rapley et al., 1998). Insofar as difference is seen as 
inferiority, the different ‘thing’ acquires essentialist connotations for people who 
are branded as ‘others’ and reduces them to the status of disposable people with 
inferior bodies-and-minds (Braidotti, 2006a, p.21). Traditionally, ‘learning 
difficulties’ and even self-advocacy is often framed in practice and research that 
directly confirms ‘learning difficulties’ as a personal tragedy; so in the present 
these pervasive understandings permeate many societal settings (Goodley, 2001). 
For example in both research and practice, educators are trained as expert 
professionals to improve and intervene (see Broekaert et al., 2004); e.g. improve their 
knowledge base, intervene in impoverished and institutionalized lives… as a solid 
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basis for their actions. Dan Goodley (2001) observes, soon after his doctoral 
research, that it is exactly the reasoned, rational monologue about ‘learning 
difficulties’ set up by practitioners of the psy-complex, like for example educators, 
that makes us assume that ‘learning difficulties’ is a naturalised phenomenon: 
 

…and [this] leaves this ‘psychological problem’ the object of intervention 
by practitioners of the psy-complex where individuals and their individual 
bio-problems are the subjects and objects of study (Rose, 1989 quoted in 
Goodley, 2001, p.210) 

 
 
Self-advocate Simone Aspis (1999) draws attention to the socially constructed 
nature of categories and labels through our discourse, social inter/action, culture 
and history (Nunkoosing, 2001), and defines ‘learning difficulties’ as a label: 
 

…the result of a self-fulfilling philosophy created by examination systems 
which label, categorize and segregate children who do not acquire 
prescribed knowledge, learn and solve problems in a set way within a time 
limit set by ‘normal’ others. Once a child is labelled, it becomes almost 
impossible to change the image [stigma] the label creates (Aspis, 1999, 
p.174) 

 
Researchers have noticed that people with ‘learning difficulties’ tend to deny their 
label (see Finlay & Lyons, 1998; Shakespeare, 2006); so does Devlieger (2003, 
p.180) who asserts:  
 

…also consider the fact that ‘mental retardation’ [sic] is not widely used 
by persons labelled as such. When referring to themselves, they ignore the 
label or replace it with one that has more positive connotations such as 
‘client’ or ‘consumer’, terms that were introduced by service agencies. 

 
 
In my eyes, it looks strange that they do so without criticizing the overwhelming 
effects of being labelled with ‘learning difficulties’ as a standard and overriding 
definition of self (Danforth, 1997; Smith, 1999a, 1999b), like self-advocate Robert 
Martin who challenges the practice of being labelled: 
 

Being labelled disabled often makes you feel bad inside or not worth 
much as a person. Others often look down on you or call you names such 
as dummy, stupid, moron, to name just a few. I have been called those 
names and when I lashed out I was then seen as a challenging behaviour. 
A challenge to whom? (Martin, 1996, p.64) 
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My long-term involvement with self-advocates entertains some suspicion here: if 
people with ‘learning difficulties’ when referring to themselves, ignore the label, 
why do they? Does it appear out of thin air that people with ‘learning difficulties’ 
often tend to deny their label, avoid to clearly articulate it and do not make 
reference to it in certain contexts, as a mixture of self-protection and self-
presentation? While people with ‘learning difficulties’ are denied a culture 
(Gillman et al., 1997), Goodley (2000, pp.205-206) asserts that members of self-
advocacy groups appeared to constitute specific, perhaps not immediately 
apparent, and therefore hidden, cultures: in the making of these hidden 
sub/cultures of resilience and resistance, self-advocates appear to have access to 
alternative frameworks of sense. In that light, I want to argue that often, self-
advocates do really know they have ‘learning difficulties’, but they are trying to 
deny it as a traumatic fact (Finlay & Lyons, 1998, p.46). The necessity of a clearly 
articulated label in every context of your everyday life, and a formal involvement 
in public self-advocacy, is not exclusively needed to discuss and bring about 
change in perspectives for people so labelled (Finlay & Lyons, 1998, p.48). The 
self-advocacy movement with its widespread name People First, for example, can 
serve as a mirror for this historically excluded minority group to critique this 
devalued place in social life. In a sense, as self-advocate Monroe smartly puts in a 
nutshell:  
 

We have a lot of troubles with labels. Labels are for jars, not people…. 
(Monroe, 1994, p.9 quoted in Smith, 1999, p.130) 

 
 
Fine and Asch (1988) point out that we all too often assume that disability must 
be central in the self-concept of people with disabilities; people with disabilities 
have rich lives in many different aspects, and so many other attributes and social 
identities that we should not assume that the disabled identity is central to the self-
concept:  
 

Everyone in this room has abilities. I want you to remember that is true as 
well for us who are self-advocates. We have a lot to offer. Let’s get rid of 
the labels. Our disabilities are only a small part of our lives. We are people 
too (Martin, 1996, pp.64-65) 

 
 
Being a person with ‘learning difficulties’ can’t be perceived as an all-
encompassing identity (Rapley et al., 1998). Self-advocate Jackie Downer asserts 
that people also have a race, a class, a gender and a sexual orientation (Walmsley & 
Downer, 1997) and that she can’t split herself: 
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My view is that I can’t separate my blackness or my disability or being a 
woman, because I’m all of these. I can’t separate them. This is me. I relate 
to them all in different ways (Walmsley & Downer, 1997, p.45, italics 
added)  

 
 
Identity seems to be a fluid and dynamic construct, perhaps even a fiction, open 
for negotiation through interaction, and embedded in people’s life like so many 
interrelated aspects (Rapley et al., 1998, p.810). ‘Learning difficulties’, as a label 
and a phenomenon reflecting deficit assumptions, needs to be further unearthed 
and questioned (Goodley, 2005). I believe that, more important than the 
fabrication of frozen terms and language wars, is creating paradigm shifts with 
people so-labelled, in order to change our minds about the people with ‘learning 
difficulties’ to whom the words refer (Gelb & Smallwood, 2007). Smoothing is 
Witgenstein (quoted in Ferguson, 2003), who advised to frame the question 
differently: “Don’t ask for the meaning, ask for the use. Tell me some stories, get back 
to the rough ground of practice and recognize how people actually interpret their lives in 
language” (my italics). As self-advocate Jackie Downer puts it:  
 

Every experience is totally different and you need to go back and ask self-
advocates (Downer quoted in Goodley, 2000, p.205) 

 
 
A number of research studies have examined self-advocacy, but few research 
studies took a turn to put the perspectives of people with ‘learning difficulties’ at 
the heart of their analysis (see Booth, 1996; Booth & Booth, 1996) to uncover 
what they gain from their involvement with self-advocacy (Goodley, 1996; Strike 
& McConnell, 2002; Beart, Hardy & Buchan, 2004). My research builds on Dan 
Goodley’s (2000) research project, in which he worked collaboratively with five 
engrained self-advocates to produce a rich life story with each of them to figure 
out what self-advocacy meant in terms of personal ambition, selfhood, personal 
biography and identity transformation. As Worrell asserts:  

 
We have to try to look at life through the eyes of the person who has 
been labelled, understand what it means to be labelled, and why self-
advocacy is important (Worrell, 1988, p.78 quoted in Goodley, 2000, 
p.24) 

 
 
He presents these life stories, his analysis of the stories and his findings from an 
ethnography with self-advocacy groups (see Goodley, 1999) to report extensively 
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about his in depth study on the storied and enacted elements of self-advocacy. His 
motivation is clear: 
 

Self-advocacy is intrinsically a part of a movement that threatens to break 
down the dominant oppressive understandings of disability. As a source 
for political change self-advocates stand in direct opposition to prejudiced 
discourse and thus should be supported. Their perspectives should not be 
ignored (Goodley, 1997, p.377) 

 
 
Note here that, in my eyes, critical (in my case educational) research that goes back 
to insiders perspectives of people with the label of ‘learning difficulties’ holds 
surplus value in that it questions “what is the relationship between the knower (or would-be 
knower) and what can be known?” as an epistemological issue and “what is the nature of 
reality and therefore, what is there that can be known about it?” as an ontological issue 
(Guba & Lincoln, 1994); so critically challenges what is the taken-for-granted 
subject and the object of ‘learning difficulties’ (see Goodley, 2001). Or, as another 
self-advocate expresses brightly:  
 

Self-advocates can get professionals to write the stories of our lives. (…) 
What I want is for people to see that this is not the olden time any more. 
We are the experts, and we need for other people to look at us as people. 
(…) I’d like to talk with my hat off, just as me, a person with a disability, a 
person who has been there (self-advocate T.J. Monroe, 1996, p.122) 

 
 
In the next section, I will place these developments in a historical perspective.  
 
 
1.1.2.  HISTORICAL DEVELOPMENTS OF SELF-ADVOCACY 
 

People tagged with the label of ‘learning difficulties’ represent a minority 
group of historically powerless and discriminated-against people (Taylor, 1996; 
Dybwad, 1996); they have been major targets of social prejudice and 
discrimination in most Western societies (Skrtic, 1995; Danforth, 1997, 2001; 
Smith, 1999b; Marks, 1999; Peter, 2000; Carlson, 2001; Goodley, 2001; Stiker, 
2003; May & Simpson, 2003; van Drenth, in press). Historically seen, people so-
labelled are subjected and treated as objects – as “the dark and the unknown” – 
which represent everything that the ‘normal world’ most fears (Barnes & Mercer, 
2003, p.10). At the end of the eighteenth century, these deeply held fears and 
prejudices led to strong institutional discrimination and segregation (Goffman, 
1961; Barton, 2000). Like objects and subjects, they were defined as a menace and 
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a burden for society (Taylor & Bogdan, 1989; Barton, 1998; Van Gennep, 1980, 
1999; Perry & Whiteside, 2000; Van Gennep & Van Hove, 2000). Their culture 
was defined for them as a professional construct rooted in the eugenics 
movement (McClimens, 2003), used to justify institutionalization, sterilization, and 
other repressive policies (Taylor, 1996). This may be seen in the emergence of 
pathological insights into the nature of ‘learning difficulties’ which instigated a 
process of categorization of individuals  (Gelb, 1995; 1997, 2002; Atkinson & 
Walmsley, 1999; van Drenth, in press), and mirrored in the growth of 
interventionist practices over the past century with offshoots in the present 
(Danforth, 1997).  
 
Faced with a lack of societal opportunities, individuals who have been labelled 
with the label of ‘learning difficulties’ once in their lifetime, continue to be 
marginalized, stigmatized and excluded from our contemporary culture (Taylor, 
1996, 2005; Carey, 2003). The ghetto-ization of people with ‘learning difficulties’ 
to the margins of mainstream culture still continues, and perhaps even in a more 
subtle and toxic way (Ferguson, 2003; Goode, 1992). In the very recent past, it has 
been observed that people so-labelled have been forcibly removed from their 
families and communities and were subjected to the routines of various forms of 
human service settings, and this continues in the present (Johnson, 1998; Van 
Loon & Van Hove, 2001; Strike & McConnell, 2002; Johnson & Traustadóttir, 
2005). In many senses, all these forgotten lives have been radically challenged by 
the self-advocacy movement and affiliated activists at work (Atkinson, Jackson & 
Walmsley, 1997). As the high profile self-advocate Robert Martin (New Zealand) 
brings on the table on an international conference in 1996:  
 

I, along with many of my friends, grew up in an institution – in fact most 
of the first 15 years of my life was spent in institutions. I know the 
damage this has done to my life. Institutions must close. (…) As a child, I 
sat with my head in my hands for weeks at a time. I did not want to live in 
a world where I was teased and ill-treated (Martin, 1996, p.64) 

 
 
Listen to self-advocate Eva from The Netherlands, who witnesses about her life in 
an institution until she was 43 years old: 
 

I will never be able to forget it all. You know I am damaged. They did 
great damage to me. Deep down in my heart. You simply cannot see it all 
the time. You can’t trace it in my outside being. It’s becoming, inside me. 
My soul. Everyone has one, a soul, eh? You know it. Well, mine is 
damaged. And it’s never really acted out. Never will be. (Eva, in: Arduin, 
“Knowing You” documentary, 2007). 
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The human psyche itself has become a possible domain for systematic 
government in these vocabularies (van Drenth, in press). Listen to self-advocate 
Eygló Ebba Hreinsdóttir from Iceland:  
 

I grew up with my family and I did everything with the other children and 
like the other children. (…) I lived with my family until my mother died 
when I was 18 (…) It was terrible to go to the institution. I remember 
being afraid all the time. I didn’t know how to act or behave there. I 
decided that I couldn’t be myself so I pretended that I was someone else. 
I have two names, Eygló Ebba, and my first name Eygló is generally not 
used. I used that name for the girl in the institution. When I went to my 
father’s house during weekends, I could be myself, Ebba (Hreinsdóttir, 
Stefansdóttir, Lewthwaite, Ledger & Shufflebotham, 2006, p.162) 

 
 
This line of thought does not constitute people as having an internal life or 
desires; it objectifies both women and men with ‘learning difficulties’ and validates 
a view of them as powerless and story-less (Traustadóttir & Johnson, 2000, p.14). 
At least now, Ebba doesn’t seem story-less any more: 
 

I wish I could have been at home with my father and siblings when my 
mother died but things were like they were and I couldn’t have my 
influence on it. I just had to do what I was told to do. I was so sad and 
angry inside and if I wasn’t angry then I cried, so it was better to be angry. 
I’m still angry and if I stop being angry then it seems to me that 
everything is all right. But it wasn’t all right and a person should not 
forget it either (Hreinsdóttir et al., 2006, p.162).  

 
 
Evidently, over the last few decades the sociology of exclusion appears to be only 
part of the history of society’s response to people with ‘learning difficulties’ 
(Bogdan & Taylor, 1992). The development of self-advocacy is a phenomenon, 
apparently formally documented, unique to the last decades of the twentieth 
century. However it is impossible to ascertain when self-advocacy informally 
started. Goodley (2000, pp.8-9) points out that the origins of the movement can 
be traced back to documentation in the late 1960s but that this literature usually 
only considers and covers the development of collective self-advocacy as 
occurring formally in self-advocacy groups. Accounts of individual self-advocacy 
are missing since, as Potts and Fido (1991 quoted in Goodley, 2000, p.8) put it, 
self-advocates have consistently had their histories written for them by others (see 
Gillman et al., 1997). Self-advocate Robert Martin (1996) contemplates:  
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In the past, many of the groups who provided services for people labelled 
disabled, believed that we, the disabled community, had little to offer and 
should not participate in the making of decisions which affect our lives. 
How wrong they were. I have been involved with self-advocacy for the 
past 20 years. I did not know what it was called at first, but I knew I was 
tired of being told what I could and could not do. I had feelings. I had a 
belief in myself – although others often did not see it (Martin, 1996, p.63) 

 
 
People with the label of ‘learning difficulties’ have historically been involved in 
their personal and political journeys towards understanding themselves, their 
material circumstances and their social situations (Corker & French, 1999), but 
perhaps even more important in this matter is: “…how these stories are 
interpreted surely depends on who the audience is” (Corker & French, 1999, 
p.20). Self-advocate Elisabeth Broberg claims: 
 

We must be taken seriously. We are every bit as valuable as any of you 
(Broberg, 1996, p.56) 

 
 
There have been different actors at stake who have started to seriously listen to 
the stories and claims of self-advocates at last, and who supported the realization 
of a sociology of acceptance and inclusion (Taylor & Bogdan, 1989; Moore, 2000). 
Self-advocacy as a term seems, at first glance, a container for a variety of struggles 
for empowerment in action in a political context (Goodley, 1997). Empowerment 
has been discussed and scrutinized extensively in other contexts and in the 
literature (see for illustrative examples Freire, 1972; Chamberlin, 1997, 1998, and 
for an excellent overview Pease, 2002). In self-advocates’ circles, empowerment 
needs to be seen as a multilevel construct; a reflexive and dynamic process of 
increasing personal, interpersonal and political power which takes on different 
forms and meanings for different people in different contexts (Miller & Keys, 
1996; Van Hove & Roets, 2000). Empowerment can take place and be supported 
in communities and grassroots organisations but happens to individuals who 
present empowering actions too (Ramcharan, Roberts, Grant & Borland, 1997). 
In the words of self-advocate Nancy Ward, co-chair of Self-Advocates Becoming 
Empowered (the national self-advocacy network in the USA): 
 

Understanding empowerment in self-advocacy is important because 
people who have disabilities have all these labels on them and we are 
never seen as a person. When we become empowered we can start telling 
people who we are and that we have feelings and needs just like everyone 
else because we are people (Ward quoted in Miller & Keys, 1996, p.313).  
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Further Oliver (1997, p.25) arrests our attention, stressing the great importance of 
an engagement with disabled people who are seeking self-empowerment. Dan 
Goodley’s (2000) work illuminates self-advocacy and self-empowerment as 
resilience, related to the capacity of human nature to resist oppression in both 
disabling and enabling social environments: 
 

Resilience appeared to exist despite disablement (…) people so labelled 
are resilient and determined throughout their lives. Consequently, the 
term ‘self-advocate’ may emphasize ‘otherness’ and give the impression 
that people with ‘learning difficulties’ only exhibit self-advocacy in self-
advocacy groups. Likewise, the identification of resilience raises questions 
about empowering research and other forms of intervention on the part 
of professionals and policy makers. For example, should research or the 
philosophies of service providers aim to ‘empower’ oppressed groups or 
does such an aim reinforce the victim status of people within these 
groups? (Goodley, 2000, p.200)  

 
 
Indeed, some interpretations and practices of supporting self-advocacy have had 
both enabling and empowering, but disabling and disempowering features and 
effects as well (Van Hove & Roets, 2000). In all my attempts to fathom the 
phenomenon of self-advocacy, the importance of embracing the complicating 
nature of these issues of empowerment, self-empowerment and resilience seems 
very significant. Therefore, it is crucial to picture the historical growth of self-
advocacy, as the movement is associated with service consumerism (professional 
advocacy) and parent advocacy (Mitchell, 1997) but, above all, with the emergence 
of a new social movement of people with ‘learning difficulties’ themselves 
(Williams & Shoultz, 1982; Dybwad & Bersani, 1996; Goodley, 1997).  
 
In an international context, self-advocacy has historically developed in both 
parallel and divergent ways (Ledger & Tilley, 2006). Some origins of the 
movement are covered in historical accounts of developments in, amongst others,  
the UK (Hersov, 1996; Atkinson et al., 2000; Goodley, 2000, Hreinsdóttir et al., 
2006), Japan (Tsuda, 2006), Iceland (Hreinsdóttir et al., 2006), the Nordic 
countries (Broberg, 1996; Johansson, 1996; McKenna, 1996; Traustadóttir & 
Johnson, 2000; Johnson & Traustadóttir, 2005; Hreinsdóttir et al., 2006; Bylov, 
2006), the United States (Williams & Shoultz, 1982, Goode, 1992; Shoultz, 1994, 
1996; Ward & Shoultz, 1996; Perske, 1996; Dybwad, 1996; Taylor, 1996; 
Traustadóttir, 2006a) and Canada (Kappel, 1996), the Czech Republic (Siska, 
2006), Australia (Romeo, 1996; Johnson & Traustadóttir, 2005), New Zealand 
(Martin, 1996), and Belgium (Van Hove & Roets, 2000; Roets, Van de Perre, Van 
Hove, Schoeters & De Schauwer, 2004, 2005). Apparently in the literature and in 
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its international context self-advocacy did not quite have a separate birthing 
process from advocacy by professionals and parents organizations (Dybwad & 
Bersani, 1996; Goodley, 2000; Buchanan & Walmsley, 2006). Buchanan and 
Walmsley (2006) observe that, at the turn of a new millennium it is quite 
preferable to include advocacy on behalf of people with ‘learning difficulties’ in its history; 
and so do Dybwad and Bersani (1996) and Perske (1996) with hardly next to 
nothing of a critical gaze. Ramcharan (2005) reminds us to remain aware of the 
complicating issue of empowerment and stresses:  
 

People with learning disabilities [sic], the service sector, families and the 
community all have a contribution to make in alleviating some of the 
effects of oppression, inequality and exclusion. At present, however, the 
potential for action of this kind is unduly constrained by the conditions 
within which these parties act. This explains why it is entirely possible for 
a multitude of empowerment practices to be implemented without 
empowerment being achieved (Ramcharan, 2005, p.283) 

 
 
Indeed, whose voices and whose actions are dominating the empowerment and 
self-advocacy agenda (Aspis, 1997)? Here Dan Goodley (2000) strikes a light, 
marking the point in question strongly:  
 

Moreover, when people empower themselves, how do professionals stand 
in relation to such self-empowerment – are user empowerment initiatives 
a help or a hindrance? (Goodley, 2000, p.200) 

 
 
Goodley (2000, 2005) further points out how essential it is that conceptualizations 
of empowerment and self-advocacy remain in tune with the complex and radical 
meaning-making of people with ‘learning difficulties’ and existing self-advocacy 
groups, particularly seen the sometimes stimulating efforts but as well very 
determinative interests of professionals, policy makers, service providers and 
parents. Regarding self-advocacy and its relatively brief life, in what follows I will 
map the multi-variant merits of these different actors on the playing field of self-
advocacy in the recent past and in the present.  
 
Often, early self-advocacy was the creation of parent advocacy (Buchanan & 
Walmsley, 2006). Self-advocates have recognized their parents’ dilemmas, who 
were massively affected by the very negative attitudes towards their children with 
‘learning difficulties’ as soon as they were born (Hreinsdóttir et al., 2006). Listen 
to self-advocate Ebba: 
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My mother was a nice person and I love her deeply but she was like other 
people at this time. Everyone thought that it was best for people like me 
to live in institutions (Hreinsdóttir et al., 2006, p.162) 

 
 
The lack of support and the impact on family life was overwhelming: parents 
often followed the advice of the experts who told them that their child had no 
future and offered the exclusive option to abandon their child to an institution 
(Gustavsson, 1996). Historically, segregation and institutionalization were the only 
options for people with ‘learning difficulties’; Jordan and Dunlap (2001, p.286) 
reveal that this dismal view of the future was heart-breaking for many parents. 
Above that, a lot of parents who were facing feelings of guilt and shame, were told 
to try to forget their disabled child. Self-advocate Robert Strike remains bitter:  
 

I had many major operations. As a result I was endlessly shuffled from 
hospital to home and then back to hospital. This was very stressful for my 
parents so a doctor suggested that they put me in an institution where I 
would stay permanently and they could forget about me (Strike & 
McConnell, 2002, p.54)  

 
 
Some parents, however, approached the challenges and decided to choose for a 
family life with their children or to keep in touch with  them, and to advocate for 
them like pioneers of self-advocacy although they were confronted with the lack 
of support and the disadvantages of the social services industry (Atkinson, Nind, 
Rolph & Welshman, 2005). Through fostering speaking up events, parents acted 
like pioneers of self-advocacy (Mitchell, Traustadóttir, Chapman, Townson, 
Ingham & Ledger, 2006). Beginnings of self-advocacy can be traced back to the 
earliest documented speaking up manifestations in Sweden in 1968 and 1970, and 
around the same time to two conferences in the USA (Williams & Shoultz, 1982; 
Dybwad, 1996; Perske, 1996). These events reflect a social climate, inside and 
outside of the social services industry, wherein the views of people with ‘learning 
difficulties’ were finally starting to be formally recognized (Goodley, 2000, p.10). 
It gave adults the opportunity to discuss their experiences and their views among 
themselves and to present their own beliefs and matters in the public eye of an 
international audience, that showed considerable interest (see for examples 
Spudich, 1996). More parents and parents’ advocacy organisations facilitated other 
conferences around the world, for example in the UK in 1972 and 1973 (Goodley, 
2000). At a hot pace, a variety of self-advocacy groups were taking off, in the 
beginning in the USA and in the UK (Williams & Shoultz, 1982) but soon enough 
all over the world (see Martin, 1996), and continued to grow into national and 
international self-advocacy networks; a movement with roots in the early efforts 
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of parents (see Atkinson et al., 2005) and parents organisations (see Spudich, 
1996; Welshman & Walmsley, 2006). Even in the present, the flag of self-advocacy 
sometimes covers the cargo of speaking up organizations developed under the 
wing of parents’ organizations, especially in countries where the movement is 
relatively young, for example in countries like Canada (see Stainton, 2005), the 
Czech Republic (Siska, 2006), and Denmark (see Bylov, 2006).  
 
The early 70s saw a number of attempts to make available patterns of life and 
conditions of everyday living to people with ‘learning difficulties’ that were as 
close as possible to the ‘normal’ circumstances of life in society (Perske, 1996), 
and this scenario included the formulation and promotion of their human rights 
to be equal and independent citizens (a conceptualization that seems deeply 
problematic to me, see Reindal, 1999; Stiker, 2003; and 1.3. in this chapter). These 
normalization principles and the early empowerment model (proposed by writers 
such as Nirje in Sweden, Wolfensberger in the USA, and O’Brien in the UK) and 
the beginnings of self-advocacy appear to have been initially complementary 
(Dybwad, 1996; Van Hove, 1997a; Goodley, 2000). Until today, the movement 
can be traced back in the growth and existence of initiatives of ‘user consultation’ 
initially set up by professionals for people with ‘learning difficulties’ as clients of 
the service system, for example in training centers, hospitals, long-stay institutions, 
day care centers, sheltered workshops, etcetera (Goodley, 2000, p.12). Ramcharan 
et al. (1997) assert that alongside an acknowledgement of the potentials and 
empowering effects of these initiatives, there is a necessity to reappraise the 
dominant normalization perspective that still tends to serve many agendas of 
service providers (see also Ramcharan, 2005). The advocacy role and sometimes 
predominating involvement of professionals can still be seen in the architecture of 
the self-advocacy network in the present. Goodley (2000, pp.15-24) provides an 
excellent geography of self-advocacy group typologies, emphasizing the multi-
faceted nature of the movement: first, groups may be politically, financially and 
organisationally ‘autonomous’; secondly, they may be ‘divisional’ in that they have 
developed out of existing parental and professionally led organisations; thirdly, a 
‘coalition model’ may be followed through coalition with wider (disability) civil 
rights organisations; and finally, groups may be ‘service based’ where self-advocacy 
workshops may constitute part of the service curriculum. Clearly, self-advocacy is 
influenced by the constitutional and structural facets of groups, but by the 
different nature of support that self-advocates receive as well. Previous work on 
self-advocacy has examined the not unproblematic relationship between self-
advocates, advisors/support workers and their agendas, and the importance of 
enabling forms of support (see for example Miller & Keys, 1996; Goodley, 1997; 
1998; Van Hove & Roets, 2000; Cone, 2000; Beart, Hardy & Buchan, 2004; 
Chapman, 2005; Schoeters, Schelfhout, Roets, Van Hove, Townson, Chapman & 
Buchanan, 2005). For example, as self-advocacy groups can be formed at the 
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suggestion of services and parents rather than requested by people with ‘learning 
difficulties (Finlay & Lyons, 1998, p.48), agendas are easily set by supporters who 
are staff members, and mainly concerned with issues relating to the immediate 
social service. In a nutshell, the sometimes predominating professional interests 
and assumptions of advisors about the subjectivities of people with the label of 
‘learning difficulties’ can easily set and even stifle the agendas and ambitions of 
self-advocacy group members in various ways. For example, advisors who are 
professionals or support workers are necessarily involved in impossible positions 
of power and may be largely put down to a conflict of interests (Chapman, 2005). 
We need to be on the alert for the assumption that all is well with the status quo 
in disabling society so long as people with ‘learning difficulties’ are consulted about 
decisions and choices that are already made for and about them (Goodley, 2005). 
In a sense, Woodill et al. (1994) reveal that we are our choices within the limits of our 
given world. Restricted choices lead to impoverished lives (Aspis, 1997). The 
things that people, who are drawn into relations of power, oppression and 
resistance, make meaning of and choose to do in their lives, make them who they 
are, and who they will become (Woodill et al., 1994; Parker et al., 1999).  
 
Following Daniels (1982, p.25 in Goodley, 2000, p.13), the move from an 
appraisal of parent and professional advocacy to self-advocacy mirrors and marks 
the recognition that people with ‘learning difficulties’ are grown ups with their 
own agendas. To claim an individual and collective identity is an inescapable 
necessity for oppressed people who want to fight for social transformation. In the 
early 1970s, self-help groups arose as a response to inadequacies found in the 
traditional, professional service system, that continued to be ineffective despite 
efforts made by professionals and parents. Individuals with ‘learning difficulties’ 
began to realise that no one could advocate for them as well as they could (Cone, 
2000, p.139). Consequently, the last 30 years has seen a huge proliferation of 
formal self-advocacy groups in an international context (Ledger & Tilley, 2006). 
The lack of opportunity to enjoy social and material benefits, a recognition of 
their oppression and their determination to oppose how they have been defined 
and treated in contemporary society, has drawn self-advocates together (Williams 
& Shoultz, 1982; Rosenberg, 1994; Shoultz, 1994, 1996, 2000; Kennedy & 
Shoultz, 1996; Monroe, 1996; Van Hove, 2000; Walmsley & Downer, 1997; Mack, 
2001). In response to this lack of opportunities, the self-advocacy movement has 
emerged as a growing social and political movement of people with the label of 
‘learning difficulties’ (Williams & Shoultz, 1982; Dybwad, 1996; Shakespeare, 
1993; Boggs, 1996; Dybwad & Bersani, 1996; Miller & Keys, 1996). The self-
advocacy movement challenges oppressive institutionalized prejudices and 
hegemonic practices in society (Taylor, Bogdan & Lutfiya, 1995). Self-advocacy 
has been defined by its members and their allies as a collective civil rights 
movement, through which its members aim to attain their human, civil and legal 
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rights (Cone, 1994). Powerful arguments are made by people with ‘learning 
difficulties’, their allies and commentators, that self-advocacy is an important 
development in terms of the opportunities it offers for developing individual and 
collective confidence to speak out for human rights and to challenge oppression 
in disabling society in terms of a self-help element (Cone, 2000, pp.128-139). In 
1986, self-advocates Michael Kennedy and Patricia Killius from Self-advocates 
Becoming Empowered (the national grassroots self-advocacy network in the USA) 
define self-advocacy as:  
 

Self-advocacy means people with developmental disabilities [sic] speaking 
up and speaking out for their rights. For people who can't speak, it may 
mean having someone interpret what you want to say. People with 
developmental disabilities [sic] should have the right to speak up and 
teach other people about their rights (Kennedy & Killius, 1986) 

 
 
The most basic definition of self-advocacy is advocating on one’s own behalf, but 
over the years, however, self-advocacy has taken on a broader definition which 
includes not only learning how to speak up and speak out for oneself, but 
speaking out on behalf of others and helping others to speak out for themselves 
(Williams & Shoultz, 1982; Shoultz, 1996). In one and the same breath (and text), 
the leading Michael Kennedy and Patricia Killius finish their words: 

 
Some people can't talk or communicate easily with others. Other people 
may be really shy or uncomfortable talking. This shouldn't mean they 
can't be part of everyday life. Someone with a severe disability can still live 
a good life in the community even though they can't express themselves 
very well or communicate their wants clearly. They may need a friend 
who can speak for them. The best spokesperson for someone who can't 
speak may be another person with a disability who can speak, maybe a 
friend of that person. Another disabled person knows where that person 
is coming from; they've had similar experiences. Professionals may say 
they understand, but in reality they haven't lived as we have and haven't 
had the same experience (Kennedy & Killius, 1986) 

 
 
Self-advocates and their advocates and allies have asserted that the key of self-
advocacy is communication (Goode, 1994): even people who inhabit a world 
without words and do not speak ‘the same and formal language’ have self-
expression to enact and perform. This might sensitize an engagement with 
embodiment and more willingness and creativity to take and translate self-
advocates’ latent winks (see Williams & Shoultz, 1982; Bogdan & Taylor, 1989; 
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Jordan & Dunlap, 2001; Klotz, 2004; Goodley, 2005). Self-advocate Robert 
Martin reveals: 
 

Many of us do not speak the same language, but we can communicate 
with each other by simple signs and body language. I is no different for 
those self-advocates who do not speak. We must learn to watch their 
body language and understand what they are telling us. Self-advocacy is 
for everyone, including those with greater disability (Martin, 1996, p.64)  

 
 
At the heart of discovering potential to be, to become and to act, even in those 
whose identities seem to be imprisoned by severe ‘learning difficulties’, the 
assumption needs to live that self-advocacy is capable of touching everyone’s 
interests as these people have challenged pessimistic versions about them (Goode, 
1994; Woodill et al., 1994; Van Gennep & Van Hove, 2000; Jordan & Dunlap, 
2001; Kittay, 2002; Ruddick, 2002; Bayliss, 2006). This may enable us all to set 
foot on new, uncertain but shared territories of knowledge as human beings.  
 
From the rhythms of the self-advocacy movement, Cone (1997) asserts that 
embracing many possible strategies and various way in supporting self-advocacy is 
important and includes people with ‘learning difficulties’ in institutions as well as 
people who have moved into the community; it is important for those on the 
outside not to forget those who are still on the inside. However self-advocacy 
groups can function as sources of energy to facilitate processes of empowerment 
and self-empowerment (Van Hove & Roets, 2000). Engaging in self-advocacy 
clearly provides opportunities to take risks, relate one’s own experience, receive 
feedback from other group members, and obtain the necessary mutual support to 
take individual and collective action against disabling society (Miller & Keys, 1996, 
p.315). A number of disabling experiences, previously documented by the 
disability rights movement are also reflected in the accounts of self-advocates and 
ascertain shared ground; including institutionalization and denial of work 
opportunities (Goodley, 2000, p.209). Consequently, the strategies of the disability 
movement of fighting for social transformation (Asch, 2001) have been adopted 
by the self-advocacy movement as well, like affirmative action in employment, 
supported living, inclusive neighbourhoods and communities, inclusive education, 
and support for parents with ‘learning difficulties’ (see for example Strike & 
McConnell, 2002; Booth & Booth, 2003; Sigurjonsdóttir, 2004). Opportunities for 
people to share experiences and debate the societal origins of their affliction offers 
people with the label of ‘learning difficulties’ a social space to grow into survivors 
with the strength to fight back (Humphrey, 1999 in Galvin, 2003, .p.677). Self-
advocate Robert Strike, who was once marked, admitted to an institution when he 
was three and a half years old and kept inside the walls of the institution until he 
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was seventeen and a half, now is a married man and a father of three children, and 
marks:  
 

When I got out of the institution and saw the community I thought to 
myself – I am going to a mad, mad, mad world. I was also shocked to 
discover that I had two brothers and a sister that I didn’t know existed. 
The most important thing for me now is to get on with life, don’t dwell 
on the past (Strike & McConnell, 2002, p.55) 

 
 
It has been observed that engrained self-advocates, in particular, have the 
potential to invite the development of a consciousness that is sensitized to 
disabling and enabling conditions from which resilience emerges, in the face of a 
society that continues to exclude people on the basis of their purported and 
reported inadequacies (Goodley, 2000). Self-advocates’ resilience shows a strong 
sense of politicization and resistance based on a complex but powerful pattern of 
overlapping identity formations (Ramcharan, 2005; Goodley, 2005). 
Acknowledgement of shared oppression and the articulation of these spaces of 
resistance enables a sense of connectedness that can break down the feelings of 
isolation and alienation, and makes a transformation of both consciousness and 
oppressive structures, discourses and attitudes in disabling society possible 
(Galvin, 2003). 
 
It may be clear that more recently, the self-advocacy movement makes a call to 
contribute to empowering, participatory and emancipatory disability research and 
the development of disability studies as well (see for example the special issue of 
the British Journal of Learning Disabilities, 2004). My research inscribes In these 
approaches, but I will shed light on my  research praxis in Chapter III. Methodological 
Approaches and Analytical Resources.  
 
 
1.2.  ORIGINS AND HISTORY OF SELF-ADVOCACY IN FLANDERS 
 

In 1.2.1. New Developments in Disability Policy and Practice, I broadly situate 
the recent attempts to create social change in the public atmosphere of disability 
policy and practice in Flanders (the Dutch speaking part of Belgium), as sources 
of new potential for the formal recognition and actualization of self-advocacy and 
empowerment. 
 

In 1.2.2. The Story of Belle, Minnie, Louise and The Sovjets: Throwing Light On 
The Dark Side of an Institution, the results of a study are re-presented in which I 
wanted to look at the politics of resistance and resilience of people with ‘learning 
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difficulties’, and latent in the two key witness accounts of Belle and Louise, two 
women who lived in an institution at the edge of our contemporary culture 
(Smith, 1999a, 1999b). I examine self-advocacy in this social service where 
initiatives of user consultation were set up formally in a period of 
deinstitutionalization and the organisation of supported living. There, self-
advocacy was ‘service based’ and constituted part of the service curriculum (see 
the group typology provided by Goodley, 2000, pp.15-24).  
 

In 1.2.3. Our New Future in Flanders, I aim to provide the self-advocacy 
group’s petite histoire, and its achievements. I will provide the origins of the group, 
that developed out of an existing parental and professionally led advocacy 
organisation and moved into a politically, financially and organisationally 
‘autonomous’ self-advocacy group (see the group typology provided by Goodley, 
2000, pp.15-24).  
 
 
1.2.1.  NEW DEVELOPMENTS IN DISABILITY POLICY AND PRACTICE  
 

In Belgium, catholics initiated asylums at the end of the 19th century, 
with an expansion of forms of institutionalized care throughout the 20th century 
(Wuyts, 1997; van Drenth, in press). There is a strong historical evidence of the 
implementation of disability policies and practices such as massive 
institutionalization and sterilization. It is beyond question that those ideas were 
not simply temporary in nature; they continue to be powerful in their social 
implications (Roets, Adams, & Van Hove, 2006). Today, there is still a culture of 
well-established, traditional care (see FAPH, 2006, p.41). In 2006 for example, the 
Flemish Agency for Persons with Handicaps (FAPH) published its annual report 
in which overviews are presented that shed light on the existence of a well-
established, traditional system of care, and a growing number of more 
individualized systems of support and personal assistance budgets since 2000 2. 
Until today, in Flanders this results – as recent research findings reveal - that, in 
the present, there’s (still) a subtle system of care and professional control at work 
that dominates many lives of people with ‘learning difficulties’ (see e.g. Lesseliers 
& Van Hove, 2001; Roets & Van Hove, 2003; De Waele & Van Hove, 2005).  
 

                                                 
2  Individualized budgets to stimulate community living and care (FAPH, 2006, pp.23-35) 
 a growing number of direct budgets for disabled people to organize individual material support 
(IMB) (support on aspects of everyday life) in 2006: 35,144 (in 2000: 12,283) (FAPH, 2006, p.24) 

 (possible since 2000) a growing number of direct personal assistance budgets for disabled people 
to live independently and organize all-in support in everyday life to employ well-chosen personal 
assistants in a paid job (though the budget is limited in amount of money); in 2006: 1,276 personal 
assistance budgets (FAPH, 2006, p.31) 
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However there have been slightly hopeful attempts to create social change in the 
public atmosphere of disability policy and practice in Flanders (the Dutch 
speaking part of Belgium) over the past two decades (see Vanderplasschen, 
Vandevelde, Claes, Broekaert & Van Hove, 2006). For example, an Enactment of the 
Flemish Government has been developed, came into operation and has been widely 
implemented since the 15th of December 2000 (Flemish Agency for Persons with 
Handicaps, 2000) to assure a balanced quality of care in the system of care and 
social services for disabled people (Vanderplasschen et al., 2006, pp.175-238). This 
has been attended with a perceptible movement towards placing people with 
‘learning difficulties’ and their allies more in formal control of their service 
supports. For example, since then social services are under obligation to set up 
formal initiatives of user consultation for people with ‘learning difficulties’ as 
clients of the service system in order to assure the funding that they receive from 
the Flemish Agency for Persons with Handicaps (the funding body constituted by 
the Flemish Government). Furthermore, aspirations for empowerment and self-
advocacy are formally on the foreground since 1996 (see VMG, 1996, Van Der 
Veken, 1997; Van Hove, 2000c; but more about these origins of self-advocacy in 
1.1.2. Our New Future in Flanders) as a vehicle for people with ‘learning difficulties’ 
to represent their collective interests.  
 
Since then, the epistemological premise of empowerment and self-advocacy was 
adopted by research, mainly set up in Flanders and The Netherlands by the 
Department of Special Education at Ghent University. Stimulating and following 
new developments in policy and practice, these research projects and activities 
have been seeking to reflect upon the potentials and the actualization of 
empowerment, as a consequence of the new disability legislation and the 
conceptualisation of formal self-advocacy in practice. Ever since, the aspirations 
of self-advocacy have co-existed with a steady stream of research projects which 
have drawn as much as possible into the insider perspectives and world views of 
people with ‘learning difficulties’ about disabling society (see Van Hove, 1999b, 
2000a, 2000b, 2000c, Lesseliers, 1999; De Brugh, McCarthy & Van Hove, 2000; 
Lesseliers & Van Hove, 2001; Van Hove, Van Loon, Vangansbeke & Porreye, 
2001; Roets & Van Hove, 2003; Van Hove, Roets & Goodley, 2005). Examples 
include, amongst others, studies aimed at processes of deinstitutionalization, the 
reorganization of social services and the design of a flexible support system for 
people with ‘learning difficulties’ to actualize their quality of life, citizenship, 
inclusion and human rights (see Van Hove, 1998; Van Gennep & Van Hove, 
2000; Van Loon & Van Hove, 2001, Van Gennep, Van Hove & Van Loon, 2003; 
Van Hove & Roets, 2002; Roets & Van Hove, 2003; De Waele & Van Hove, 
2005). In the same vein, theoretical resources include strategies of supported living 
and person centred planning (for example O’Brien & Mount, 1989; O’Brien, 1994, 
O’Brien, Browning & Lyle O’Brien, 1998; adopted by Van Hove, 1992; Van 
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Hove, Boone, Jansegers & Roets, 2001), quality of life as a sensitizing concept (see 
for example Taylor, 1994; adopted by Van Hove, 1997a, 1997b; Van Hove & 
Schelfhout, 2000), and an inclusive social model of disability (see for example 
Goodley, 2000; Walmsley, 2001, adopted by Van Hove & Roets, 2000). Since 
1996, researchers at the Department of Special Education at Ghent University (for 
example Geert Van Hove, Elisabeth De Schauwer and Griet Roets) became allies 
of the emerging disability movement. They got more personally involved in an 
ongoing close collaboration with activist members of the self-advocacy movement 
(see for example Van Hove, 2000c; Van Hove & Roets, 2000; Roets, Van de 
Perre, Van Hove, Schoeters & De Schauwer, 2004, 2005) and with parents who 
were, and are, advocating for inclusive education for their children (see for 
example Van Hove, 1998, 1999a, Van Hove & De Schauwer, 2001, Van Hove, 
Mortier, De Schauwer & Dewaele, 2003, Van Hove, Mortier & De Schauwer, 
2005).  
 
The influence of self-advocates has extended to the leadership of much research 
at the University as well. For example, self-advocates were in charge in the 
translation of a booklet based on a research project about accessible television 
programs (Emmelen, Schoeters, Jansegers & Roets, 2001). Our New Future was 
also involved in small research projects set up by last year Masters students at the 
Department of Special Education for their dissertation; who in return provided 
long-term support to the group and its members as volunteer advisors, 
documented and supported new group developments and were actively involved 
in the group’s projects. Soon enough, these activists and their allies were joining 
hands, entered into arguments and debates with disability policy and service 
providers, and made their voices and demands for an inclusive society heard; 
strengthened, deepened and consolidated by collaborative projects and research 
activity. With a sense of humour, they referred to themselves as ‘our secret inclusion 
army’, operating like an underground movement in the Flemish context (see Roets 
et al., 2004). Braidotti (2007) describes the re-appraisal of grassroots 
transformative political activism in opposition to institutional representative 
parliamentary politics, that opposes joyful acts and selective civil disobedience to 
the dead seriousness of organized politics of militant approaches; stresses an 
embodied and embedded approach to political subjectivity, and avoids both 
abstract perspectives and universalistic generalizations.  
 

While the conceptual difference between the two was the fact that 
feminism insisted in politicizing the private sphere, following the slogan 
‘the personal is political’, another crucial difference was precisely the role that 
positive emotions were allowed to play. As the anarchist feminist Emma 
Goldman put it wittily: “If I can’t dance I don’t want to be part of your 
revolution!” (Braidotti, forthcoming and personal communication) 
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I had the pleasure to occupy a privileged position as an eye witness, a volunteer 
advisor and a researcher in the self-advocacy network in Flanders over the last ten 
years. In trying to establish and explore approaches to self-advocacy and 
implications for disability studies, I wanted to take account of the term’s multiple 
meanings (Ledger & Tilley, 2006) in my study of self-advocacy in Flanders. At the 
end of his qualitative and in-depth analysis of the storied and enacted elements of 
self-advocacy, Goodley (2000) urges a contemporary appraisal of the self-
advocacy movement in all its dazzling diversity; as a new social and political one 
that has invited people with ‘learning difficulties’ to revolt against disablement in a 
variety of ways. Processes of self-advocacy and resilience even appear in the most 
disabling environments and take many forms, both individually and collectively, 
formally but also contextualized and informally according through changing 
context: from speaking and acting out in a supportive context, recognizing self-
worth, commonality and difference, even through to environments without 
support where oppressive, silencing and disabling discourses reign (see also 
Goodley, 1998, and Goodley & Moore, 2000). Adopting this broad, inclusive 
definition of self-advocacy, empowerment and resilience (Van Hove & Roets, 
2000) created a sensitiveness to discover how these meanings have been shaped in 
local sub/cultures in the present. In what follows, I hope to illuminate and analyze 
the multi-faceted nature of self-advocacy, taking a broad but closer view in two 
different contexts.  
 
 
1.2.2.  THE STORY OF BELLE, MINNIE, LOUISE AND THE SOVJETS:  

THROWING LIGHT ON THE DARK SIDE OF AN INSTITUTION 3 
 

Some stories enhance life - others degrade it. So we must be careful about 
the stories we tell - about the ways we define ourselves and other people 
Burton Blatt quoted in: O’Brien and Mount, 1989 

 
 

In 1991, the residential organisation House started up in the middle of a 
small village in Flanders, and offered care and support to about 70 persons with 
‘learning difficulties’. While trying to work more within a support- than care-
paradigm (Van Gennep & Steman, 1997; Goodley, 1998), the organisation asked 
the Department of Special Education at Ghent University to set up a dialogue 
with all the 70 residents. Over the last three decades, many organisations for 
people with the label of ‘learning difficulties’ in Flanders tried to take up a more 
progressive direction. Van Hove and Roets (2000, p.41) comment that many have 
                                                 
3  Based on:  
 

Roets, G., Van Hove, G. (2003) The Story of Belle, Minnie, Louise & the Sovjets. Throwing light 
on the dark side of an institution. Disability & Society, 18 (5): 599-624. 
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little sincere thought for person-centeredness; and with reference to 
empowerment, it is stipulated that interests of ‘clients’ need to be emphasized in 
the evaluation to be coupled with into reorganization of social services into a 
much more flexible system of support. Central values of services need to be 
questioned and criticized (Van Loon & Van Hove, 2001, p.234) since there is a 
myriad of social and political factors that determine the evolution of services 
(Atkinson et al., 1997, p.5). A close involvement of disabled people in the 
planning, establishment, delivery and evaluation of services, both on an individual 
and a collective level, is preferable (Barton, 1998, p.59). The extent to which 
people with disabilities are able to exercise control over decisions and actions that 
have a real impact in their lives, raises issues of power imbalances. Aspis (1997), 
Johnson (1998) and Walmsley (2001) cast a critical gaze on the emphasis on a 
better quality of life within residential services, and self-advocate Simone Aspis (1997) 
argues that an artificial boundary around self-advocacy has been created which has 
led to people with ‘learning difficulties’ only speaking up about what society is prepared to 
make available (usually in form of segregated and supervised services) rather than 
challenging the lack of power that they can exercise in their lives. At that time, for 
example, indeed House felt awkward about the day programme that was made up 
for the ‘clients’, and about professionals taking all the most important decisions. 
However the organisation was rather willing to show its weak sides and opened its 
doors for the research team, reclaiming some directives for the future.  
 
The research project covered the period of 2000-2001. In Chapter III, I will 
elucidate my research methodology and analytical approaches. However I 
contextualize the research project here. The first round of qualitative in-depth 
interviewing with the service users was done by a group of 8 students (last year 
Masters students) who were supervised by Professor Geert Van Hove and 
Martine Boone (researchers at the Department of Special Education, Ghent 
University). Eventually, a second round of more extensive interviews was carried 
out by Katrijn Jansegers and Griet Roets (at that time both last year Masters 
students who were involved in the self-advocacy group Our New Future as 
enduring volunteer supporters for some years). Through open interviewing and 
consultation, the aim of the researchers was to grasp and represent the point of 
view of the people with ‘learning difficulties’ themselves, as authentically as 
possible (Van Hove et al., 2001), with the aim to challenge power relations and 
put person-centeredness on the agenda for future actions (Taylor, Bogdan & 
Lutfiyya, 1995, p.212). We asked people to talk freely about their job, their 
housing, their leisure time and their relationships. Concerning daily activities, the 
greater part of the interviewed people visited  day care workshops (arts, 
woodwork, cooking and bakery, drama) while a smaller part held a job within 
society (with support of a job supporter). Some of them lived in community-based 
houses (3 to 4 people) in the village around the campus, but most of them were 
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brought together on a central campus in living units with a maximum of 10 adult 
males and females. The aim of the research project was not to be evaluative and 
feed into further service development in the end. We tried to make connections 
with the residents, people first after all, referring their experiences and feelings as 
our starting point to be able to figure out what their real wishes and plans for the 
future were. We wanted to get to know their life world through their eyes, in a 
sense to acculturate and be cultivated as insiders as well.   

 
We move in an empty room in the green group, where we sleep, eat and 
work  – being there and sharing experiences as participant observation 
demands. One event is dinner – people have to queue up, bossed about 
like toddlers, served out a dab of food, accompanied with the tasteful yell 
“Only one chance you have!” By day, the kitchen door in your own home 
gets locked when there’s a team consultation – who lives here anyway? 
Griet’s field notes, July 2000 
 

 
At the time of the research, both Belle and Louise were living in the social service 
under investigation. Belle, an aged lady, felt dubious about her future. Until now, 
Belle’s whole life was enacted in the cultural backdrop of different institutions (see 
1.2.2.1.). Louise, a bright and beautiful woman in her twenties with henna reddish 
hair, cherished hope to move out in the community. She lived at home with her 
mother until she was 21 (see 1.2.2.2.).  
 
 
1.2.2.1. THE STORY OF BELLE AND MINNIE 
 

Institutionalisation can still continue to be seen as legitimate but points to 
the rejection of difference in a society that creates ‘insiders’ (‘us’) and ‘outsiders’ 
(‘them’) (Taylor & Bogdan, 1989, p.22). Members of a society get split up because 
the non-disabled majority has been programmed by taken-for-granted discourses 
to respond to human difference with prejudice and fear. We simply have no 
patterns for relating across our human differences and commonalities (Lorde in: 
Charlton 1998, p.25). Being close to people, living with them, having an eye for 
people first, exploring the nature of their interests and trying to understand their 
relationships opened eyes (Bogdan & Biklen, 1998). 
 

“Minnie! Come here now, love!” Several times yet I’ve come across Belle, a 
bright elderly lady with grizzled hair and shining lights in her eyes. Belle 
always trots after her black-with-white-paws cat, taking care with grains 
and milk. Living for a week and a half the lives of people I meet and talk 
to. Day and night being here in the green group. Groups and colours too 
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much here. I simply am an inmate now, as one of them - cut off from the 
world of we. (…) Luckily, Belle likes a chat with me about her cat Minnie 
– rather one of my favourite subjects too. One time, she grasps me by my 
sleeve and carries me off to her room. Obviously, the sofa in there is for 
Minnie.  
Griet’s field notes, July 2000 

 
(Griet) Can I sit down in your cat’s sofa, Belle? 
(Belle) But sure you can, lass. She gives me a pat on my arm. 
(Griet) Merci. Well, is it your cat then, Belle?   
(Belle) Yes! Minnie is mine! [emphasis] 
Belle looks enchanted as Minnie does.  
Griet’s field notes and tape-recorded interview with Belle, July 2000 

 
 
Woodill et al. (1994) consider that part of being human is to be accepted and 
rooted in a human community: for every person there is a need for consensual 
validation through meaningful relationships, to be able to maintain a sense of 
personhood. However, when these aspects get tainted, this can be experienced as 
alienating by the person who experiences segregation and exclusive relationships 
(Woodill et al., 1994, p.62). This often happens to disabled people who lead 
institutionalized lives and who get institutionalized, caused by a notion of being 
‘different’, ‘other’ and ‘inferior’ (Goffman, 1961). Control by institutional forces 
can be manifested in a weak sense of self or a loss of identity (Clough & Barton, 
1998).  
 

Minnie nestles in Belle’s lap – wheedling with her snout along her chin.  
Griet’s field notes, July 2000 
 
(Belle) Sitting on my lap – she likes it! (proud smile) Hey? (kisses cat) Hey 
Minnie? She snores! (enjoys) 
(Griet) Oh kitty! Yes, and she shares the room with you? Do you like to 
live here with her? 
(Belle) I like to be here, in my room. I eat here too, in my room. 
(Griet) Do you eat here? (surprised)  
(Belle) Yes. I eat in my room. Minnie! (kisses cat) Don’t be afraid, love. 
Kitty! (chuckling Minnie) Isn’t she a beauty? In a minute you’ll get grains 
and milk, love. 
(Griet) Do you eat here in your room Belle? 
(Belle) Yes. 
(Griet) Do you like it more to eat here, alone? 
(Belle) Hmm yes. 
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(Griet) How is it possible then, that you eat here? 
(Belle) Eh…I must! Martine said so. (psychologist) Otherwise I’m too 
nervous. Others make noise. 
Griet’s tape-recorded interview with Belle, July 2000 

 
 
A component of (disability) oppression is its psychological internalisation, a 
process which creates alienation and isolates people with ‘learning difficulties’. 
They actually start to believe that they are less ‘normal’ and ‘capable’ than others 
(Charlton, 1998, p.27). When a person is perceived as deviant, he is cast into a role 
that carries with it powerful expectancies. Strangely enough, these expectancies 
not only take hold on the mind of the perceiver, but of the perceived person as 
well. Generally, people with ‘learning difficulties’ will play roles that are set by 
professionals behind the curtains (Taylor & Bogdan, 1989, p.22).  
 

(Belle) Yes and yesterday, she [the psychologist] said to me I must go to 
bed at 9 o’clock (pm) too! 
(Griet) But why do you have to go to bed at that hour? 
(Belle) Yes. At 9 o’clock must go to bed. Always. I used to go to bed at 10 
o’clock (pm). Now I must go to bed at 9 o’clock. 
(Griet) And who said that you have to do that? 
(Belle) Eh…Martine [psychologist]. 
(Griet) Do you like that? 
(Belle) Oh…better to go to bed then she said. Have pills. In the morning. 
At noon. And in the evening, at 9 o’clock (pm). Then they won’t forget 
any more [she means that the care givers often forgot to give her the pills] 
It’s my heart. My heart’s weak, you know. 
(Griet) But do you find it weird that you have to go to bed that early? 
(Belle) No. Slept well yesterday.  
Griet’s tape-recorded interview with Belle, July 2000 

 
 
The construction of a defective identity unfolds within the dominant discourse 
where people with disabilities are portrayed as dependent and incompetent rather 
than in an alternative discourse, where people are portrayed as able and 
responsible (Peter, 2000, p.357). All the time, they are required to adjust to their 
environments, be the recipients of professional expertise and dominance, and the 
focus of interventions that at best intervene but at worse control their life 
(Goodley, 1997, p.369).  
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(Griet) Do you feel happy living here, Belle? 
(Belle) Eh…suppose so. I’m going to move. It appears. It appears I’m 
going to move. 
(Griet) You’ll move into another house? 
(Belle) Martine (psychologist) told me. I’m going to have a look. Yes. 
Move house. 
(Griet) So did you ask for that? 
(Belle) Martine said I will. And Linda (head supporter) did. And Kris 
[Ortho-pedagogue] did. I want to move as well. Go living with my sis. 
But doesn’t work out. Eh? (her voice abruptly changes – from raucous, 
cellar-like down into sweet joyful while talking to Minnie) How are you? 
Come here! You don’t have to weep! 
(Griet) Can I chuck her? Such a beauty is she, eh? She purrs! 
(Belle) In a minute grains and milk she gets.  
Griet’s tape-recorded interview with Belle, July 2000 

 
 
We must look at the conditions which deny people to make choices in aspects of 
their daily life (Seligman, 1975, in: Swain, 1989, p.113). If people are frequently in 
situations in which they are out of control and have experienced that they have 
little effect on valued outcomes, their expectation and belief that they can do 
anything to affect or change events disappears like snow in the sun. They will even 
cease to try to solve problems or to overcome barriers. Learned helplessness 
theory offers a way to put the psychological price in the spotlight of powerlessness 
in which oppression becomes internalised (Swain, 1989, p.116). Barton alerts us to 
the various institutional and attitudinal barriers including the impact of learned 
helplessness and socialization into a dependency role: a sense of failure arises from 
lack of support and people have little awareness of the extent of choice available 
over a range of aspects in their everyday lives (Barton in: Clough & Barton, 1998, 
p.30). Power comes to rest in the hands of professionals (for example, “the 
psychologist”) taking over the charge and taking social roles which radiate status 
and control. Decisions, even really intrusive ones like moving houses, are taken 
without consultation of the person at issue. 
 

(Griet after leaving Belle some time with her cat) What did you say about 
your sis, Belle? Who is your sis? Do you still see her often? 
(Belle) Yes. Marjolijn. But it always takes so long before I see her again. 
(Griet) How does that come? 
(Belle) She always loves to see me. I go there once a month. She’d love to 
see me more. Yes Minnie? (kisses cat) 
(Griet) How does that come that you can’t go there? 



CHAPTER I 
 

54 

(Belle) Doesn’t go. Doesn’t go. They figured it out. Doesn’t work out, 
they told me. Now I have to go to an old people’s home. 
(Griet) But why can’t you go there, at your sister’s? 
(Belle) No! Doesn’t work out! Doesn’t go said Martine (psychologist) 
And Kris [Ortho-pedagogue] said so too! That’s why. Have to go to that 
home. Do you know where that is?  
(Belle sounds upset and turns to Minnie again.) Don’t be afraid, love! 
Come here, come. 
Griet’s field notes and tape-recorded interview with Belle, July 2000 

 
 
Yet, people build and reconfigure an embodied and embedded self that differs 
depending on time and space (Braidotti, 1994). Although our conversation about 
her life often tastes extremely bitter, Belle finds sparks of hope in her beloved cat 
Minnie in spite of the limits set on her freedom in decisions regarding basic 
questions, such as where to live and with whom to socialise (Treece et al., 1999, 
p.792). 
 

Hey Minnie there! That’s my Minnie! Hey honey? Come here. She’s 
looking at me, you see? (kisses cat and talks to Minnie - laughs) She’s 
nasty you see? Ho! (Belle is amused as Minnie swings her tail around) You 
see? She’s nasty. She’s looking at you now. (laughs) She ponders “Who’s 
that?” (talks to her cat again) Do you, love?  
Griet’s field notes, July 2000 
 
(Griet) Belle, I need to ask you something again, seriously. 
(Belle) Yes? (her voice goes down again) 
(Griet) How long have you been living here? 
(Belle) That must be a long time. Don’t know. They’ve never told me. 
Have to ask them. 
(Griet) But why do you want to move houses, Belle? 
(Belle) I’ve been here for a long time! In here for a long time! 
(Griet) But do you think that’s weird, being here for a long time? 
(Belle) No! No! (turns to her cat again) Hey sweet? 
(Griet) Do you think it’s good here, Belle? What is it that you don’t like? 
(Griet) Why do you want to move houses? 
(Belle) Ugh.. because. I’m always worried. Always worried, lass. 
Griet’s tape-recorded interview with Belle, July 2000 
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After all, people with ‘learning difficulties’ are not unlike other people: what they 
do is intimately connected to what their contexts allow them to do, to the 
opportunities available (Dybwad in: Biklen, 2000, p.453).  
 
 
1.2.2.2.  THE STORY OF LOUISE AND THE SOVJETS 
 

One of the most striking aspects of institutionalisation is that some 
people emerge from the experience as survivors; with their sense of dignity and 
self-respect intact (Taylor, Bogdan & Lutfiyya, 1995, p.212; Taylor, 2001).  
 

Just past noon. Somewhat recovering our breath. Marie tramps past our 
door, while heartening herself: “I’m fed up with this, want a room of my own!”. 
Louise and Marie, two young women, are forced to share a room. We got 
involved because they compared their situation with ours. Apparently, no 
one asked them if they agreed to share their room. Yet, all week long, 
Louise and Marie squabble. At 2pm, I’ve made appointment with Louise, 
to have an interview with her. Half an hour too early, she slips into our 
room, confused. “Can’t wait any longer!” Her bare truth has to be said. We 
go and dash down on her bed. She starts to cry movingly while telling 
what’s on her mind.  
Griet’s field notes, July 2000 
(Griet) How long has it been like this for you, Louise? Eh? 
(Louise) It happened on Tuesday! Started! (she cries) 
(Griet) And what started then? 
(Louise) Wanted to sleep on my own. That’s the twirl. Marie was down 
on me again. 
(Griet) And it’s still going on today? 
(Louise) Yes still today and Tuesday started. (silence) Don’t like sleeping 
with her in the same room. 
(Griet) Hmm. And…where’s the problem situated, at your side of hers? 
(Louise) Doesn’t work out with her. I prefer to sleep at home, in my own 
bed! 
(Griet) Yet it’s for a long time that you realise, that you don’t like to sleep 
here? 
(Louise) When Belle moved away. Belle was my best friend! Got on very 
well together. 
(Griet) Belle ever lived here then, in your group? 
(Louise) Yes! Belle was my best friend.  
(silence – Louise starts to cry again, turns out her pocket-kerchief) 
(Griet) But lass…life is complicated, eh? 
Griet’s tape-recorded interview with Louise, July 2000 
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I go sitting beside her. She’s 26 and I’m 24. Sitting down here, I realise 
that her future’s much more complicated than mine is.  
Griet’s field notes, July 2000 

 
 
People with ‘learning difficulties’ have experienced some major impositions of 
professional judgements over their lives. Their identity has been imposed by 
significant others who claim that such actions are in the interest of these 
‘vulnerable’ people (Barton, 1998, p.58). Practices of social services must involve 
more than just relocating individuals as public property of the disability circuit 
(Woodill et al., 1994).  
 

My conversation with Louise learned me to see that she’s just right to 
turn the place upside down. Reminds me - when I’m trying to get it all 
five in a row, I need support as well. Louise is only 26. Apparently, she 
always knew what she wanted and she still does. However, perspectives 
change over time. She told Martine (psychologist) about her change of 
perspective over living here in House. But she has never told her mother. 
Griet’s field notes, July 2000 
 
 
(Griet) Have you lived at home for a long time, Louise? 
(Louise) Yes I have lived there for a long time! 
(Griet) And how long have you been living here? 
(Louise) Long time too. 
(Griet) How long? 
(Louise) From June on, I guess. 
(Griet) Last year? 
(Louise) Yes. No! When I was 21. Came to live here. (starts crying again) 
Yes. 
(Griet) It didn’t go well at home? 
(Louise) But yes! It went well, you know! 
(Griet) And why did you want to live here? Louise? 
(Louise) Because I wanted it, to live on my own. 
(Griet) And do you like it here now? 
(Louise) No!  
Griet’s tape-recorded interview with Louise, July 2000 

 
 
People with ‘learning difficulties’ step out of the passive role assigned by society 
and take up an active role; they have been silent because the rest of society has 
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chosen not to listen (Bogdan & Taylor, 1989). What you hear, depends on what 
you are listening for (Smull, 2000).  
 

(Griet) Can I ask you again, Louise, when you left home…was that 
because you didn’t like it any more there? 
(Louise) But…I made the choice to live on my own! My mother said: you 
can make the choice. Do you want to go to a day care centre? Or you can 
go to a group home. I said: a group home. To be here on my own. But at 
home, it was good! I can’t say it was bad at home! I could go to a day care 
centre as well. Then I could stay at home as well. (sounds as if it has just 
dawned upon her) Then – I can stay at home! Now I go home at Friday 
for the weekend. But I want to see my mother more. (silence) 
(Griet) And you have never told your mother about this before?  
(Louise) No I did not. And I’m going to tell her! I’ll say… (she cries) I’ll 
say, mother, I would like to live at home again. Like before. Because… 
(cries) I’m not well here. (cries) I’ll tell her all about this. I can’t go on like 
this. (silence) 
Griet’s tape-recorded interview with Louise, July 2000 

 
 
Processes of oppression and resistance are complex to grasp and we need to avoid 
any reductionism in analyzing aspects vital to the process of empowerment 
(Corker, 1999, p.632). People confined to institutions develop ways of thinking 
and acting that appear bizarre and maladjusted when viewed from the outside 
(Goffman, 1961). But crucially, self-advocates’ thoughts and behaviour can be 
perfectly reasonable and rational when viewed in the context of institutional life 
(Taylor & Bogdan, 1989, p.24). 
 

Louise fosters a book with Sovjet-characters. Supporters placed a ban 
upon her book. They announce that the book absorbs her and I have to 
avoid that conversation topic in my interview with her  
Griet’s field notes, July 2000 
 
(Griet) What do you like to do, Louise? 
(Louise) My book. Just like this morning, I had to chuckle with them. 
They are in my book. 
(Griet) Yes. Who are they? 
(Louise) The Sovjets! Works out well with The Sovjets. They are people. 
(Griet) Yes. Can you tell me some more about them? 
(Louise) They are people from Russia. 
(Griet) Yes. 
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(Louise) Well, you know…(sounds trusty) I was going to give a party 
tonight. Only for me and The Sovjets, I’ll organise a chuckle-party! 
Griet’s tape-recorded interview with Louise, July 2000  

 
 
We need to be careful that we do not ignore the specific culture of resistance all 
too soon, as couched in examples of hidden activism: people who engage in 
activities that illuminate their activism and resilience in differing contexts 
(Goodley & Moore, 2000, p.879). Louise’ story is a clear illustration of an 
emergent culture of resilience, which is related to the capacity of human nature to 
resist oppression (Goodley, 2000), as a set of characteristics that gives us strength 
to confront the  overwhelming obstacles of life (Sagor in: Van Helleputte, 1998, 
p.61). 
 

Strikes me – Louise has plenty of reason to give the Sovjets a place into 
her lonely life.  
Griet’s field notes, July 2000  

 
(Griet) I would like to ask you, Louise, do you have friends? 
(Louise) Yes! (her tearful face lights up with pride) Actually I have lots of 
friends! 
(Griet) Really? 
(Louise) Yes I have many friends at home. At home with my mother. 
(Griet) And here, do you have friends here? 
(Louise) No.  
(Griet) Are you keen on living here, Louise? 
(Louise) No. (she sounds bitter) 
(Griet) Where is your friend Belle now? Do you still sometimes see her? 
(Louise) She’s in another group. She lives here somewhere. And I’ve had 
a lover too. 
(Griet) Yes? 
(Louise) First it was David and then Ruben and then Bart and then Peter 
(all those men are living in House). 
(Griet) Do you think they were good lovers? 
(Louise) Yes. But Ruben was cruelly jealous of David.  
(Griet) Yes. (silence) Hmm. And do you have anyone now? 
(Louise) No. I don’t have some lover any more. No. (long silence)  
(Griet) But would you like to have one? 
(Louise) I would love to, yes! Of my age! Not these old ones! I want to 
have some one of my age. With blue eyes…blond hair…long hair. Not 
short hair.  
Griet’s tape-recorded interview with Louise, July 2000 
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Louise accents resilience over adversity in a very creative way: as a ‘sexed’ and 
‘impaired’ but social and human subject she imagines new configurations of her 
self in relationships with others; first with men who live in the social service 
whom she passes in revue and flings aside. In the following extract, she tells about 
her pleasure of making love with her imagined others, longing to have and having 
sex in her private way. She capitalizes on the energies of her unconscious and her 
desire to love and be loved (see Roets, Reinaart & Van Hove, forthcoming). 
Caregivers discredited the power of her imagination and her attempts of making 
sense of her lonely life, and didn’t want to listen when she expressed her dreams, 
desires and creative actions any more. I experienced her storied versions of self-
advocacy and her self-empowering actions as her private and resilient way to 
maintain her sense of coherence and personal integrity (Goodley, 2001, p.218); 
which gives her the satisfaction to give meaning to her personal sense of freedom 
and breathing space, here in a disabling environment.  

 
(Griet talking with Louise about having a lover) What would you do with 
him? 
(Louise) Court him! Kiss him! Make love with him. 
(Griet) Aha! 
(Louise) Yes! I need to talk with you, about sex. Tell you a secret. This 
morning I did it. I did it on my own. With my finger, eh. Sometimes, I’m 
in love with my Sovjets. Then I do it. Then we have to laugh hard, you 
know. That’s smart, doing it with myself. So no one else has to do it with 
me. It was fine. Do you do it for yourself? Everyone does, eh? 
(Griet) Well yes. You should be stupid! (laughter) 
(Louise) Yes! As long as I’m free, I can do with myself what I want. But 
when I have someone, then I can’t decide about it any more. He’s going 
to do it with me. Just like my Sovjets. Just like Frederico. That’s one of 
my boyfriends.  
(Griet) Would you like that? 
(Louise) Like this morning? Sex? Yes. I want to have my life again like it 
was before. Go and live with my mother again. Like before. Then I was 
pretty happy! At home I was really happy. I was very happy, yes. Wait and 
see, I’m going to talk about this with my mother… 
Griet’s tape-recorded interview with Louise, July 2000 

 
 
Louise, while highlighting alternative ways of making sense of her life, 
simultaneously throws light on dark and perverted sides of the service system and 
its oppressive tenets, but her stories illustrate and foreclose the possibility to 
recognize self-advocacy and self-empowerment.  
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1.2.2.3. EMBRACING HIDDEN BUT HOPEFUL GLIMPSES OF ACTIVISM AND 
RESILIENCE 

 
As a child I simply needed to close my eyes and it became sunny red 
tickling my eyes. (…) I no longer lost myself in the brilliant stars shining 
above me - but in “le bleu du ciel” at midday sun. I smiled and was no 
longer lonely like a sad child wandering along the walls at night. As a little 
boy I burst out in laughter and knew that one day – driven by a joyful 
arrogance - I would subvert it all by force  
Georges Bataille , in Le Bleu du Ciel, 1979 

 
 

Seen from a master eye (professionals, policy makers and academic 
researchers amongst others), self-advocacy has often been misinterpreted as if 
only organized, structured and controlled forms of self-advocacy inside types of 
formal self-advocacy groups exist (Goodley, 2000). Previous appraisals of self-
advocacy have provided a solid basis on which to examine the self-advocacy 
movement, but they do, nonetheless, often fail to explicitly engage with disability 
and ‘learning difficulties’ at the level of an appraisal of self-advocacy in human 
services, where user consultation is at stake. Note that we make use of the rather 
very sharp word ‘institution’ consciously, because we want to illuminate that 
‘progressive disability services’ still own hidden characteristics of institutional 
discourse (for example mirrored in attitudes of support givers). Van Hove and 
Roets (2000) take a rather gloomy view on current practices within services which 
reveal an emphasis on ‘service user’ rather than ‘citizen empowerment’ (Whittell, 
1996, p.12); people with ‘learning difficulties’ having to drag the best out of a bad 
deal is simply not good enough. And after all, as one of the central themes 
running through all of Michel Foucault’s work he teaches us that the most 
insightful way to understand a social institution, is to consider it from its dark side 
(Skrtic, 1995, xv). This focus allows us to understand what self-advocacy means in 
terms of an individual process of self-empowerment (Goodley, 2000). Goodley 
(2000, 2001) sets the contours by a sensitiveness to resilience: in both disabling 
and enabling social environments it appears to be associated with the mid-ground 
of theorizing social life, because it troubles notions of naturalized impairment. In a 
sense, embracing resilience is very complicating for disability studies: flirting with 
notions of pre-existing potential for personal and collective resistance, it 
illuminates an anti-essentialist understanding of the human subjectivity of people 
with ‘learning difficulties’ as potential self-advocates (Goodley, 2000, p.201). 
While being sensitive to the nuances of the self-advocacy of Belle and Louise – 
two women with ‘learning difficulties’ – storied and enacted in contexts in which 
their subtle actions of resistance took place, the very idea of what it means to be 
human but to be labelled with ‘learning difficulties’ was thrown open to 
questioning. Their contextual counter-narratives, their moving struggles to be 
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heard in dignity (see Hreinsdóttir et al., 2006; Roets, Adams & Van Hove, 2006; 
Traustadóttir, 2006a), disclose lost glimpses of humanity, and hopeful but hidden 
cultures of resistance and resilience. The lived experiences of Belle and Louise 
illuminate their personal, even private, but political celebration of activism and 
resilience, and enrich our understanding of the individual process of self-advocacy 
even in disabling environments. These potentials for self-advocacy need to be 
captured in lives, with a focus on complicating cultures of resilience which whirl in 
informal spaces in an anarchistic and chaotic way, for example in familial contexts. 
When we continue to gloss over these subtle signs of rebellion and a priori 
resilience, nothing will ever change. As supporters of self-advocacy, we have a 
responsibility to know what happens in society’s margins (Biklen, 2000, p.445). 
Resistance to change runs deep and by refusing to embrace and listen to what 
might be going on inside people and to interpret it carefully, people with a weak 
sense of self who have been subjected to processes of alienation will continue to 
lead hidden and impoverished lives at the edge of our contemporary culture . 
Belle’s future looks dark, at least.  

 
(Griet) Are you going to move your cat with you, Belle? 
(Belle) I can’t. She has to stay here. (bitter) And my birdies too. Animals 
stay here they said. Supporters take care of them. I’m allowed to visit 
them once, they said. 
(Griet) But… do you really wish to move houses? 
(Belle) Yes. Yes dear? (turns to cat again) She’s so good, our Minnie. 
(kisses cat) 
(Griet) And where are you going to live then? 
(Belle) Don’t know. 
(Griet) Don’t you want to know that? 
(Belle) I would love to know! 
(Griet) That’s important, yes? 
(Belle) Yes I would love to know. (silence) Hey? (kisses cat) Honey! 
Griet’s tape-recorded interview with Belle, July 2000 

 
I leave Belle and Minnie standing on their threshold. She still has her cat 
to hold on to. Belle suddenly lays Minnie in my arms, pressing me 
“Would you like to have her? Eh? You could take care of her yes? Don’t 
you want her, lass?” 
Griet’s field notes, July 2000 

 
 
Our aim must be not only to understand the world but also to change it, and 
participate in new social partnerships with persons who have been oppressed by 
past arrangements and continue to be so in the present (Freire, 1972). By 
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supporting people who are speaking up and acting out, we see their growing 
potentials to move themselves from the margins, across and beyond these artificial 
boundaries in disabling society (Gillman et al., 1997). As an illustration, listening 
to and participating in Belle’s conversation about and with her cat Minnie builds 
an avenue to tell about her fear for leaving to an old people’s home. Listening to 
the adventures that Louise had with her Sovjets becomes the medium to discover 
her unique ways of expressing and her surprising creativity to make sense of her 
lonely life. In that sense, I believe that power is not given to people nor is it 
earned, but is exchanged as a result of a reconstructive, meaningful activity that 
leads people to be more knowledgeable, skilful, informed and aware than they 
were before (Goodley, 2000; Van Hove & Roets, 2000). Swain (1989, p.116)  
foretells that when people see the possibilities of exercising power and influence, 
their belief in uncontrollability shatters, and revolution is on.  
 

That night, I bump into Louise again in the pub. Her small and fine face 
lights up with pride. She beckons me, she wants to surprise me with a 
novelty. She announces as proud as a peacock. 
 
(Louise) That’s been settled then! I’ve told my mother about my plans 
and she wants to have me back home again soon! They can start to 
organise a farewell party for me over here! 
 
Her laughter tingles.  
 
Griet’s field notes, July 2000 

 
 
Individuals with ‘learning difficulties’ do have pasts and roots but Louise 
illustrates that for her it is also possible to change direction, to forge a new path as 
an unfolding aspect of life. Life, after all, is not only a script in which persons may 
play prescribed roles (Woodill et al., 1994). 
 
 
1.2.3.  OUR NEW FUTURE IN FLANDERS  
 

In Flanders, early self-advocacy was the creation of VMG 
(‘Vormingswerk voor Mentaal Gehandicapten’), an existing parental and 
professionally led adult education centre that aimed, and still aims, to provide 
education and training in social skill development to adults with ‘learning 
difficulties’ and their parents about issues like relationships, sexuality, and human 
rights in an empowering way. The origins and beginnings of public and formally 
documented self-advocacy can be traced back to a speaking up event, entitled Give 
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Us The Floor, which was organized in Antwerp by VMG in close collaboration with 
an academic researcher, Geert Van Hove, and his students. In October 1995, circa 
200 people with ‘learning difficulties’ came from all over Flanders as delegates, to 
articulate and discuss their views on their work, their living, and their relationships 
in workshops. The conference contributed publicly and substantially to the 
visibility of self-advocates in Flanders for the first time (Van Hove, 2000c). Their 
experiences were of primary interest and were written up in a conference report 
that was spread in 1996 by VMG (1996), and taught other people with ‘learning 
difficulties’, professionals and researchers about social barriers in disabling society 
and their desire for social change (ONT, 2002).  
 
Some stubborn conference delegates desperately wanted social change to happen 
after this event (Lenoor & Roets, 2000). So the following year, on the 1st and 2nd 
of March 1997, the first and formal self-advocacy group was founded in Flanders 
by a small core group of people with ‘learning difficulties’ who attended the 
conference (Van Der Veken, 1997). Self-advocate Philippe, the second president 
(from January 1998 until May 1999) and one of the founders of the self-advocacy 
group, calls the course of events to mind:  

 
In the meanwhile [in the months after the conference], nothing really 
changed in all these group homes and institutions. Our support workers 
did not really listen; our questions going in at one ear and out at the other. 
But we made a mental note of the conference, and since then we kept in 
touch. Some real rebels we were, people who desperately wanted to 
change things. So we organized a secret meeting in Ghent. I just wanted 
to figure out what my alternatives were, and that of others too. I went 
there. We had stormy brainstorms until deep in the early hours. We 
wanted an initiative, but didn’t have a name for this. However our dream 
was pretty clear, we wanted a movement… so real change would happen 
(Philippe in Lenoor & Roets, 2000, p.59) 

 
 
It was clear that the more people identified with being an oppressed minority 
group, the more related they saw their disadvantage in socio-political and 
structural terms rather than as individual misfortune, and the more likely they 
were to engage in political activity, formal and informal, to promote social change 
(see Finlay & Lyons, 1998, p.39). Self-advocates who came from very different 
sides of the Dutch speaking part of Belgium spontaneously composed the group 
(Van Hove, 2000c; Van Hove & Schelfhout, 2000). After a while, they named 
their initiative Our New Future (Onze Nieuwe Toekomst). Robert, another founder 
of the group and the 4th president of the group following self-advocates Jacques, 
Philippe, and Jasmine, explains its signification: 
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Our means it belongs to all of us, New means something new and better, 
Future means that we are all heading a future after all. Life is sad on the 
one side, and joyful on the other side. But we always survive. You see, we 
have to make something of our lives, with all we have in our power. Time 
it is. I have a tremendous story. And what the others have to tell, that’s 
mighty too. We believe a new age has dawned, for a mighty future to 
come (self-advocate Robert at the IASSID conference, June 2002)  

 
 
After the ad hoc configuration of the group, a second conference was organized 
in 1999 by the members of Our New Future (at that time still a small core group) 
in close collaboration with VMG, Professor Geert Van Hove and his students, 
entitled It’s Our Human Right! The core members of the group wanted to make 
efforts to discuss their experiences with more people with ‘learning difficulties’ 
who were leading impoverished lives, to empower them so that professionals 
should stop sending them off none the wiser even if they spoke up (Lenoor & 
Roets, 2000). The leading self-advocates organized 6 conference themes, and 
about 300 people attended the conference. 6 workshops were provided in 
sessions: the right on living in an inclusive society, the right on receiving good 
support, the right on speaking up, the right on friendships and relationships, the 
right on supported living, and the right on owning your own money (Fiems, 
2000). The conference organizers wanted to open eyes of delegates more radically 
by informing them about their human rights as driving forces of civilization and 
social change (Cautreels, 2005). Members of Our New Future showed great 
networking capacities, and after the second conference the self-advocacy network 
was growing into a wider circle of about 200 new members from all different sides 
of Flanders who attended the group activities and discussions regularly, set up by 
the 15 core members, every two months (Rousseau, 2002).  
 
The leading self-advocates were often established survivors of oppressive 
disability cultures. Since the origin of Our New Future in ‘97, they have been acting 
with patience but strength to challenge conditions of disablement, alienation and 
exclusion in everyday practices and discourses in Flanders. Now, the self-advocacy 
network is still young but its political impulse is, arguably, strong (Roets & 
Goodley, forthcoming). Some of the self-advocates who have been involved from 
the very beginning formulate their goals as follows:  
 

Our New Future is the umbrella organisation of our growing self-advocacy 
network in Flanders. We are the leaders of our own movement all over 
Flanders. We want to fight against injustice and defend our human rights. 
Above all, we are human beings – just like all other people around the 
world. We have our heads screwed on straight. We are well aware of our 
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own abilities, as well as our own impairments. We are more than smart 
enough to ask for and get support from each other or from other people. 
Yet, we do not ask for support from anyone. We want to be able to trust 
people. We want to be seen as strong men and women. We want to lead 
out as proud people (at www.ont.be) 

 
 
I would like to introduce some of the members of Our New Future briefly. After 
having worked as a volunteer supporter for ten years, I still find it striking that 
there are never any permanent members in this group. It constantly changes, as 
people come and go. They each have their own motivations, their own dreams 
and desires that they pursue and carry through together with the other self-
advocates or on their own. Over the years, it seems as though the group is like 
Waterloo station, which is also one of its strengths. In this text, I will mainly 
introduce the people that keep on reoccurring in the rest of my work. These are 
their words, with only some additions on my part (cf. www.ont.be ). 
 
Jacques was the first chairman and founder of the group. He has a very strong 
personality and a keen sense of humour. Ten years ago, Jacques started fighting on 
the barricades in Flanders. After the first congress “We take the floor”, he became 
the creative force behind the inception of Our New Future. He became the very 
first chairman, but in the meantime, he has left the group and has passed on his 
responsibilities to other self-advocates. He recounts:  

 
I am especially able-d. I use this term because it sounds better. The 
regular term is ‘mentally retarded’, but that makes me think of metal – and 
that’s not what we are, right?”  

 
 
Philippe was the second chairman of the group and left after two years. He is still 
involved in a number of activities, because he is very close with another member, 
Daniel. He tells us:  
 

I am not afraid anymore to speak my mind. I am not intimidated by 
anyone and feel good about myself. This didn’t use to be the case, though. 
I am doing okay most of the time, but not always. Still, I am very 
confident and am well aware of what kind of person I am. The people in 
the institution used to make me do things I didn’t always want to do. 
Now, I live in my very own studio flat. It’s always been very important for 
me to talk to someone when I’m having a rough time. Fortunately, I can 
do exactly that, especially with the men I’m living with. 
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As an honorary chairwoman of Our New Future, Jasmine doesn’t come to all 
meetings any more. She joins meetings only now and then for special occasions. 
She tells us:  
 

I am not getting any younger. I live in a supported living arrangement. I 
was a chairwoman for three years, which was a nice time in which I 
learned a lot.  Now I am an honorary chairwoman of Our New Future, 
which makes me very proud. Besides, it is a very nice thing to do because 
it gives me a warm feeling inside. I’ll do my best to support the people 
who need my advice, because I love all of them. I think it is important 
that an honorary chairwoman likes to listen to people and can support 
them. Goodbye and who knows… maybe we’ll meet again at Our New 
Future!” 

 
 
Robert is the current chairman and co-founded the group. His story goes as 
follows:  
 

I started out as a just another working ant, just a secretary. I wasn’t in 
charge and I wasn’t chairman. I was just another core member, standing 
by and watching others lead the group. I saw them do great things, but I 
also saw them make mistakes. From these mistakes, I learned that the 
chairman can’t be responsible for everything. So when I was elected 
chairman, I put together a team of all kinds of people, who each took 
charge of a part of our organisation.  
 
 

The current vice-chairman is André. As soon as he got involved in Our New Future, 
he left his communal living arrangement and the twelve other men he was living 
with. Now he lives with three other men and he comments:  
 

I want to be our chairman Robert’s right-hand man. Actually, the two of 
us are the right and left-hand men of Our New Future. We are hand in 
glove. We both want to lead our organisation. We are both strong men 
and we are the same age! I joined Our New Future because I am looking for 
a new future of my own. I would like to find out what my rights are and 
change my life accordingly. I want to offer support to our members, 
because they come first. New members need a thorough shake-up and 
that’s exactly what we want to do. 
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Steve used to be our vice-chairman. He passed away in 2004. This is how he 
introduced himself to us:  
 

Soon I will execute my plan to come and live and work in Ghent. I looked 
for a job on my own. Before long, I will start looking for a house in 
Ghent together with Griet, my advisor – and I will find one. I am the 
vice-chairman of Our New Future and I would like to reach people who are 
locked up behind the walls of their institution. We want to give them 
heart. That’s what we do in this organisation. We fight for all those people 
and for ourselves. To me, specially abled people are often very wise. We 
call ourselves self-advocates, which means that we advocate our own 
rights and stand up for ourselves. We want to prove our worth. I am also 
the editor in chief of the Newspaper of the Future. I am responsible for 
all the news that comes in and that leaves through our newspaper. By 
means of my newspaper I want to reach as many people as I possibly can 
and gain strength. I have a strong sense of responsibility for this 
newspaper and I insist that it is written in plain Dutch. 
 
 

Five years ago, Pierre got in contact with Our New Future. This young joker is very 
serious inside. He tells us:  
 

In live in a house with three men. I work at the public welfare service in 
Ghent on Mondays and Fridays. On Thursdays I work in Vurste, where I 
help bringing people to physiotherapy. On Wednesdays I work at the 
secretariat of Our New Future. My dreams come through there. I have my 
feet firmly on the ground. In want to achieve something in life. I am a 
writer. I’ve got a talent for writing poems. If I am angry or feeling 
depressed, I write a poem. I want to change the world.  
 
 

Daniel is co-founder of the group, an irreparable tease. He feels like a million 
dollars when he can get into mischief in Ghent. He has a real talent for getting to 
the bottom of things. He tells us about himself:  
 

I live in a studio flat and I manage living in our worldwide society on my 
own. My hobbies are reading books, going to the cinema to watch 
movies, and tease dumb sexy blondes. I follow Big Brother closely to get 
inspired.  At Our New Future, I started as a pioneer. My function is to 
prepare every meeting thoroughly on paper so that it is a good meeting 
for our members.  I am the secretary of Our New Future and have my right 
to vote in our board (of the umbrella organization). That is a 
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responsibility I am proud of, as a Flemish lion. I wage war for our rights 
as people with their own possibilities. Our lady bunglers have turned my 
hair grey, because it takes a lot of work educating them properly. Because 
it is true what a lion says: “People with their own possibilities are still the 
master of their own life. Other people and lady bunglers could learn a lot 
if they shut their mouth for a moment and started listening to our story.” 
 
 

Leading self-advocates Pat and Iris live together; they jointly escaped a life in a 
cold institution and chose to share warmth of their own house. Pat recounts: 
 

I live together with Iris in a studio flat. Shortly we’ll be moving to our 
own house. That is what we have been dreaming about for a very long 
time. I work at a florist. But now I have some other jobs as well: I work at 
the soccer field, where I draw the lines and mow the lawn in summer 
times. I also watch the games. I like Our New Future because I want to 
listen to people. At Our New Future, I feel like a strong musketeer. 
 
 

Let’s listen to Iris:  
 
I live together with my husband Pat and our two pets: Pruts, a cat and 
Poppemieke, a kind of squirrel. Pat and I are planning to move to our 
own house next year. One day each week I work in a second-hand shop 
named Tilly. I like doing that and my boss says I am the best chatterbox 
there! Our New Future is great because I feel at home and get to know new 
people. I can talk freely about everything in my life! 

 
 
Marie is a respected self-advocate; she wants to bring strong women in the group. 
She defines herself as a ‘straatluuper’ (daisy on the road). I experience her as a born 
femme fatale: she likes pushing her plans through, she always seems to master 
breaking rules and norms, and she can debunk stereotypes easily. She tells us there 
are a few things she likes doing:  
 

I like working with the children at the day-care centre where I work. I live 
together with four colleagues in my home in a protected living 
environment. We really fit in; my coach even says we get together too well 
… that we conspire with each other! Our New Future is a place I like 
coming to. This is where I like to go with friends. I can learn a lot here 
and a lot of people make me feel welcome. This is a feeling I never want 
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to lose again. I fought for my life, because of Our New Future. What else is 
it meant for? 

 
 
Rosa is a friend of Marie’s and her fellow in the group as a leading self-advocate 
and a headstrong woman. As a single mother she has to cope alone with her two 
children without support from her family, living in poverty in substandard 
housing. On top of that, she is rather distrustful towards all the benevolent 
assistance from formal support services. She tells us:  
 

My name is Rosa. Actually, I was given the name Maria-Rosigna at 
baptism, but changed it when I turned 24. Especially my mother teased 
me with that moral name. Maria-Rosigna is a name for a holy nun, which 
doesn’t fit me. I managed to escape from the nuns, and wanted to start a 
new future – to live my own life. I am glad my two children carry my 
surname, which sometimes presents a problem. I am often asked why the 
kids don’t have the surname of their father. It seems that people always 
want to stick their noses in everyone else’s business. For me, it’s a 
challenge to raise Arthur and Eva as a single mother. For me, my children 
are everything. They make my world. 

 
 
Marie’s sister Rita and her mother Laura aren’t members of the self-advocacy 
group, but they have been involved in Marie’s self-advocacy and life, and therefore 
it is important to introduce these headstrong women here as well.  
 
Marie’s sister Rita lives with her husband Henri and their white Jack Russell, 
Baziel. This threesome lives in a little house - painted in vivid red colours - 
situated right at the heart of a social quarter. She’s a mother and a 
grandmother. Rita got categorized as having ‘learning difficulties’ and ‘chronic 
mental health problems’ (of all kinds), for which she got electroshocks and was 
tied up in psychiatry. She was even thrown into prison because she was accused 
of murdering one of her two daughters (and this without a reconstruction of 
any kind). Rita tells us:  
 

It was getting out of hands that moment in time. But in former times, I 
never got any support or any opportunities. Now I believe I am a good 
mother. Anna and Hanna tell me all the time. Henri makes the 
difference. He’s doing all these things with me that do matter. My son 
Baziel [her dog] loves me too. And my grandchildren like to stay with 
me. They call me “granny”. It eases the pain from my past. 
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Marie and Rita’s mother Laura has always lived at the margins of society. She 
was blessed with nine children and two husbands. Moreover, she took care of a 
whole generation of Turkish children growing up in her neighbourhood, in a 
state of absolute poverty. Now Laura uses a wheelchair because she has a 
physical impairment (due to problems with her heart and temporary 
hemiplegia). Laura narrates:  
 

My Marie always lived at home with me. Only seven months of 
pregnancy and there she was. No one could stop her! She got born in 
my piss-pot in the middle of the night. No labour pain – and there she 
was, shouting at the top of her lungs! My doctor couldn’t believe it. He 
even predicted she wouldn’t make it to the end of the year. But he was 
wrong: together we did make it! Marie had an innate fighting spirit and 
I had loads of courage. When she was 9 months old, she taught herself 
to walk along the chairs! That daughter of mine was always trying out 
now far she could go, really. And she was such a clever birdie. Always 
pushing her plans through, that was one thing she inherited from me! I 
have always been fighting for all of my children, such as the time I told 
that heartless juvenile court: “It’s only bourgeois liars you believe, 
you’d better learn to trust workers like me who are telling the truth”. 
That judge was perplexed. My own mother taught me to speak out 
frankly as she told me: “If you are bona fide, then you don’t have 
anything to hide so then don’t let them wipe you off the map”. 

 
 
During the last ten years, these people (and more!), all connected to Our New 
Future, worked as a self-advocacy group on three projects with and for all its 
members and core members. In Chapter III. Methodological Persuasions and Analytical 
Resources, and Chapter IV. Connecting Activism with Academia: Hybrid Cross-Fertilizations 
for Self-Advocacy, I will deepen my analysis to explore some of the dynamics of self-
advocacy in these projects more in detail. There I will draw on some of the most 
significant events, moments, experiences, disappointments, achievements and 
insights learned from ups and downs of the group and its members that I have 
collected alongside people first, based on published articles and chapters. In what 
follows, I will briefly throw light on these projects: 
 

 writing a musketeer book One for All, All for One!, a project from 2000 
until 2002, see 1.2.3.1.  

 collecting experiences and writing five booklets about employment: The 
Master is Known by His Work: A Masterpiece from 2003 until 2005, and 
setting up a 3rd conference about these issues, see 1.2.3.2.  
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 exploring self-advocates’ configuration of life worlds and multiplicity of 
selves throughout their life stories in an arts project, The Travellers, from 
2005 until 2007, see 1.2.3.3.  

 
 

Note here that my re-presentation of the joint research activity and writing of and 
with self-advocates misses a crucial part without the pictures which are marks of 
the three projects, and are the result of the joyful acts of self-advocates to imagine 
themselves as, amongst others, musketeers and their supporters as tinker ladies 
(see ONT, 2002; Roets et al., 2004, 2005 in 1.2.3.1.); disabled employees as 
exploited pyramid builders and their employers as slave-drivers and –dealers (see 
ONT, 2005 in 1.2.3.2.), and as worker ants in an ants nest and travellers with ants 
in the pants (see ONT, 2007; and Schoeters with support of De Winne & Roets, 
2007 in 1.2.3.3.). They developed their imaginative thinking in close collaboration 
with Dirk Dewitte, an artist with a witty pen (see ONT, 2002, 2005, 2007; Roets et 
al., 2004, 2005). Surprisingly, it is noticed by Rosi Braidotti (2007) that, for 
example in the feminist tradition of gender research, the epistemological value of 
imaginative experiences from the margins is re-appraised not only as evidence of a 
state of injustice or exclusion (negative moment), but also as untapped sources of 
knowledge claims by the excluded others (positive moment). Their imagination 
expresses their commitment to strike a productive balance between their often 
painful recognition of a negative situation – pain, violence, marginality, exclusion 
and injustice, and their joyful creation of empowering and affirmative alternatives, 
to be able to transcend the negative. These emotional or affective elements can 
create new and hybrid structures of knowledge, political action and subjectivity: 
 

A crucial element of feminist knowledge claims is the positive role it 
attributes to creativity, the emotions and especially the imagination. This 
faith in the creative power of critical thought stands in open contrast to 
the standards of scientific reason, which banks on objectivity, rationality 
and protocols of logical thinking. (…) A related aspect of this feminist 
style of knowledge production is an unusual degree of interest in 
alternative cosmologies and worldviews (Braidotti, 2007) 

 
 
I wanted to respect, embrace, value and re-present the myth-making and 
imaginative cosmologies and worldviews of self-advocates, as opposed to the 
sometimes dead seriousness, sterile objectivity and extreme hostility of other 
(often Marxist) branches of the disability movement and research in disability 
studies. I am well aware that using these metaphors touches a complicated issue; 
this does not identify with orthodox academic writings. According to the 
poststructuralist feminist disability scholar and disabled activist Marian Corker 
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(2003), this can be framed, in retrospect, in a communicative disability research 
paradigm in which discourses are: 
 

…productive, interactive, creative, functional, situated and context-
dependent. People make use of language to accomplish things in 
institutional (regime of truth/knowledge) and local discourse (what 
people do in dialogue with each other in specific social settings). 
Language is action (Corker, 2003, italics added) 

 
 
The metaphors got rich cultural connotations, because, as you shall see, their 
acquired meanings reveal a profound awareness of power dynamics in an intensely 
felt process of self-advocacy, empowerment and support. Our joint research 
activity and writing in the middle of a team of self-advocates and their allies felt 
like walking a high wire, a balancing act, but one which eventually resulted in an 
elusive though inclusive sharing of power and authorship (see Roets et al., 2004, 
2005, 2006, 2007a, 2007b). Moreover, the pictures are a vital element of 
accessibility and dialogue for self-advocates who particularly aim at affecting a 
wider public of people with ‘learning difficulties’ located in the inter/national self-
advocacy network and the wider society.  
 
 
 
1.2.3.1.  ONE FOR ALL, ALL FOR ONE!  

A JOINT FIGHT FOR OUR HUMAN RIGHTS (ONT, 2000-2002)  
 

From 2000-2002, the close core 
group of self-advocates and their allies (about 
20 people all together) have challenged 
disabling society by working on their book 
One for All, All for One! A joint fight for human 
rights (ONT, 2002) which was launched as a 
disclosure of oral accounts of people with the 
label of ‘learning difficulties’. In the book, 
self-advocates dialogued about their work, home, hopes, dreams, freedom, friends, 
sweets and bitters, resilience, past, present and future (Roets, Goodley & Van 
Hove, 2007). In Len Barton’s sense (2000, p.36), being able to treat oneself and 
others as a topic of investigation involves an interest in how people make sense of 
their world, fears, disappointments, interests and excitements. Doing so, unequal 
social conditions and relations involved are identified, understood and critically 
engaged with (Van Hove, Roets & Goodley, 2005). As such, the book was 
particularly an articulation of their individual and collective politics of resistance 
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and resilience (see Roets et al., 2004, 2005). Self-advocate Daniel, the self-advocate 
responsible for the book project group, came up with bright ideas, and his active 
presence continuously coloured our cooperation. Illustrative is his keen thought to 
baptize the self-advocates musketeers and the supporters tinker ladies, and to entitle 
his life’s work One for All, All for One!  

 
 
My idea of naming us musketeers crossed my mind when my 
lady started up with me again and got other advisors 
together. I found inspiration for this idea in a read boys’ 
book, which was the reminder. Then this term was taken 
to name ourselves, as writers of a dignified book. Because 
we are proud Flemish Lions as musketeers [Daniel refers 

to our Flemish national anthem which sounds like “They will never break him down, 
our proud Flemish Lion!”] As head musketeer, I think that musketeers have more 
power of reason to consider things within our lives than our bunch of uneducated 
tinker ladies in Our New Future. Tinker ladies need a very decent education by us 
the musketeers, because they’re not aware of our business (Van de Perre & Roets, 
collaborative reflecting, 12.3.2003) 

 
With this collection of stories – taken from life – self-advocates hoped to bring 
tangible shifts in beliefs and attitudes in disabling society (and see Chapter III and 
Chapter IV, 4.1. as well). In the course of 2000, some self-advocates cooked up 
plans to proudly present their life stories to the wide world. More than two years 
later, at the press conference where the book was launched, Daniel illustrated how 
self-advocates involved were becoming increasingly confident and determined that 
the wide public had to take notice of what life holds for them: 
 

Dear Ladies and Gentlemen here with us, I would like to give 
you a warm welcome with all my heart on this exceptional 
dazzling day of my life. We had a dream as people with our 
own abilities and equal opportunities in our society to write a 
dignified book. We wanted to tell the wide world what life 
holds for us. We wanted to relate our story as people first 
(Daniel at the press conference on October 15th, 2002) 
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1.2.3.2. THE MASTER IS KNOWN BY HIS WOR: 
A MASTERPIECE (ONT, 2003-2005)  

 
Since the beginning of 2002, 

Our New Future joined with allies to 
work on getting good, and especially 
better, employment opportunities in 
Flanders. The project originated in 2003 
after a small-scale project in a sheltered 
workshop. The local sheltered 
workshop made an appeal to Our New 
Future to translate the legislation of the Flemish government, which demands 
high quality on the work floor in exchange for funding for its social tenets, 
resulting in an accessible publication for the disabled employees. The project 
aimed to actualize the empowerment of the disabled employees in their everyday 
work conditions, and to stimulate them to speak up about their concerns and 
interests. Five experienced self-advocates, who had been working in sheltered 
workshops for a long time, got involved and worked intensively on the translation. 
To enable disabled employees to reflect critically on their work situation and their 
well-being, the five self-advocates used their power of imagination. They wanted 
to bring the danger of a very heavy work load due to an exclusive attention to 
overriding economic tenets, and the high pressure coupled with this, to the 
attention of the employees.  
 
 
After their experience with the musketeer 
book and their apple tree of knowledge 
(see 4.1. as well), they remained pretty 
well aware of the profound and 
empowering effects of imaginative myth-
making on people with ‘learning 
difficulties’ who were leading 
impoverished lives. They wanted to 
enable employee’s profound awareness of 
power dynamics on the work floor and in relationship with social workers in the 
sheltered workshop, as a necessary feature of the process of self-advocacy, 
empowerment and the act of speaking up. In a playful way, with the aim to 
radically open eyes of docile employees and with a sense of black humour which 
points to an inner sense of resilience at least (see Roets et al., 2004), they imagined 
their status as becoming exploited pyramid builders under the panoptic eye of 
their employers as slave-drivers and –dealers.  
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Unfortunately, the commissioning sheltered workshop devalued the self-advocacy 
group’s efforts and their accessible translation, aimed at empowering effects, was 
re-written by professionals and employers. The last ones wrote a rather ‘objective’ 
and dull translation, that was far from accessible for self-advocates. It didn’t 
enable their imagination; and so it contributed usefully to the status quo on the 
work floor. Employees didn’t use the booklet, it didn’t make sense to them and 
empowering effects were unnoticeable.  
 
Nonetheless, the five experienced self-advocates refused to be ‘treated as 
doormats’ (according to self-advocate Steve in ONT, 2005) and decided to resist 
the mockery of the sheltered workshop to discredit their drawings and their 
imaginative thinking in the first version of the booklet. They manoeuvred their 
texts, the drawings and their insights into a new project of the self-advocacy 
group, resulting in working groups that produced booklets on sheltered 
workshops, supported employment, paid employment and day care centres and 
reviewed and criticised current policy and practice (see ONT, 2005). Self-
advocates’ tales about their work were collected, photographs gathered, and their 
illustrated stories produced by self-advocates with advisors and spread in the self-
advocacy network. For the leading self-advocate Robert, the purpose of the 
project was so that: 
 

…everyone can get to know our world better. They’ll learn to grasp who 
we are, what we do on our work and what we are fighting for (Schoeters 
et al., 2005) 

 
 
At the end of 2004 the project was completed and the findings were published in 
five booklets, a collection entitled: The Master is Known by His Work: a Masterpiece 
(ONT, 2005). In 2004 and 2005, a small-scaled conference and a second one with 
circa 200 delegates were organized by Our New Future in collaboration with two 
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local governments in Flanders - the first one in Hasselt (Limburg) and the second 
one in Ghent (East-Flanders) – which were both very successful in the light of 
empowering effects on members of the self-advocacy network.   
 
 
1.2.3.3. THE TRAVELLERS (ONT, 2005-2007)  
 
A third project was set up by and with self-
advocates in 2005, The Travellers, and located within 
shifting networks of self-advocates with their 
(academic) allies connected to Our New Future. The 
idea of the project originates from Robert, currently 
the president of Our New Future: 

I am a world journey traveller. In a sense, I am a traveller every day. Every 
day in the week. And in the weekend too. When I do what I truly wish to 
do. Then I travel off to Gent. I am the President you know. I’ve gone so 
far the world – I am the President. I am always discovering new worlds 
and new folks. I really want to unravel them. It’s a true voyage of 
discovery. Discover people’s dreams to make them true in a joint 
adventure. That’s my gift you know. I unravel with other people what 
their talents are. I want to wake up every one. I strengthen people to hold 
on in their world. That is my mission as a president and more, I am an 
advisor too. I am the leader of my movement. I see this as my mission in 
life (Schoeters with support of De Winne & Roets, 2007). 

In collaboration with self-advocates, their life stories were composed which offer 
an in-depth understanding of the configuration of their life worlds, the multiplicity 
of their selves and their cultural singularity. Articulating the lived experiences of 
oppression and resistance of and with people with ‘learning difficulties’ appeared 
to be essential to re/value their disqualified knowledge (Gillman et al., 1997). In 
the project, we attempted to jointly capture and interpret these slices and glimpses 
of localized interactions in order to understand more fully both others and 
ourselves (Tillman-Healy, 2003, p.732). Self-advocates and their supporters were 
each others’ compagnons de route, following each other’s footsteps, trying to look at 
each other’s thickly peopled worlds through self-advocates’ eyes, and getting to 
know their community of interest and relationships (Roets & Goedgeluck, 2007). 
Self-advocates used, for example, poetry, photographs, drawings and precious 
objects to foreground their hidden though activist lives and their silenced voices in 
freestyle. In our dialogue across difference, self-advocates were explicating 
cultural, pluralist meanings and creating new ones (Ferguson, Ferguson & Taylor, 
1992). For example, in a booklet written by self-advocate Robert to reflect on the 
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group’s dynamics over the last ten years (see Schoeters with support of De Winne 
& Roets, 2007), he characterized the self-advocacy group as an extremely resilient 
ants nest, and active self-advocates as worker ants and interdependent performers 
in a web of connections in the face of a disabling society: 
 
 

I wrote my book, reflecting on the past 
10 years that Our New Future exists. We 
all made the journey of our lives. I 
introduce myself as  
 
Robert =  little worker ant +  
 grand president 
 
My journey started as a tiny, insignificant 
worker ant. And we all were. But Our 
New Future became a real ants nest. 
Everyone has power and responsibility, 
every worker ant puts a shoulder to the 
work. So everyone discovered gifts and 
talents. Now, we name the year 2006 the 
year of ants in the pants! It means, we 
feel tickling ants, itchy in our pants all 
the time. We can’t keep quiet, we can’t 
be passive, we will never come to stop 
becoming (Robert in ONT, 2007b) 

  
     
During the Travellers project, we discovered a multiplicity of these often hidden 
but surprising territories of wisdom of self-advocates, and political spaces of 
resistance and resilience, both formally and informally with/in and across the self-
advocacy group (see Roets & Goodley, forthcoming).  
 
 
The Travellers project is still going on. Our New Future decided to accentuate the 
artistic value of their project and charmed an artist from South Africa and the 
museum of contemporary art in Ghent (S.M.A.K.) for a joint venture, to present 
the project to a wider audience at the end of 2007. 
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On Sunday December 9 2007 fifteen pioneers of this new 
social and political movement step in the limelight in the 
workshop area of S.M.A.K., the museum of contemporary 
art in Ghent. The self-advocates present their new social-
artistic, performative arts project called World Travellers. It’s 
their desire to conjure up surprising, striking and resilient 
stories of their hopes, fears, sweets, bitters, dreams and 
desires. Their mystery is entrenched in unique life stories 
belonging to our oldest cultural heritage.  
 
 

A strong leitmotiv is present throughout the different stories. 1/ Travelling 2/ 
Discovering 3/ Meeting 4/ Unravelling 5/ Setting off. Our New Future wants to create a 
medium for dialogue between the private and public area, and for critical 
problems related to diversity, fragility, subjectivity, vulnerability, transiency… in 
short: the complexity of being human, of life as it is.  
 
The World Travellers invite visitors to explore the maps of their worlds, to make 
time for amazement, confusion and existential doubt. To what extent is each one 
of us rooted in prejudices, set in habits? Don’t we slip back into stereotypes only 
too often? In order to give visitors a free time and a smooth space for empathy, 
alternative interpretations and new inspiration, the World Travellers on that day will 
be unravelling the symbolism of their personal baggage through their rich life 
stories, meaningful pictures, poems and precious and transient objects created in 
collaboration with the South African artist Jan van der Merwe. 
 
After mapping the origins of the self-advocacy movement, observing its 
development, introducing the nuanced notion of empowerment and resilience, 
and embracing the paradoxes that have emerged from the challenges that self-
advocates and their advocates have posed to oppressive conditions in Flanders, I 
would like to recognize the power of the struggle of self-advocates to redefine 
their subjectivities. All the crucial insights that I collected alongside my personal 
and political engagement with people with the label of ‘learning difficulties’, but of 
which only some reflections in the previous chapter, illuminate my discovery of 
self-advocates’ surprising life worlds, their change of subject positions and my 
permanent but productive uncertainty about their subjectivities as human beings. 
The self-advocacy movement brings challenges into focus for research production 
in the field of disability studies on the level of theory (see Chapter II. Theoretical 
Resources), and on the level of research methodologies and analysis (see Chapter III. 
Methodological Persuasions and Analytical Resources).  
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II 
 
 

Theoretical Resources 
 

 
 
 
 
 
 
 
 

In these anti-foundationalist times,  
in which seemingly the ground  

is being swept from under our feet,  
perhaps it is timely for beings with legs  

to talk about how it is possible  
to take a stand – and  

whether it is impossible not to 
 

Yeo, 1989, p.10 
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In Chapter II. Theoretical Resources, I map a blueprint of various theoretical 
perspectives which appeared to be of noticeable value for my study of self-
advocacy in Flanders. As a disability studies scholar, my ongoing personal, 
political and research involvement has provided me with opportunities to draw 
intensively on  the depths of self-advocacy as storied and enacted by people with 
‘learning difficulties’ in Our New Future (see General Introduction and Chapter I. 
Setting Out The Context). Locating myself in disability studies in the Dutch speaking 
part of Belgium (and see 2.1.), over the last years I became a sceptical observer of 
the state of the art of disability studies and this interdisciplinary field’s growing 
pains in the light of possible implications and applications for my research praxis 
in Flanders. The hybrid cross-fertilizations of these theoretical resources with my 
continual participation in the living revolution of the self-advocacy movement 
have gradually shifted me towards deeper conversations about theory (Goodley & 
Roets, in press, also see 2.3. and Chapter V. Concluding Reflections and Applications). In 
my research theory and practice, I attempted to make a selective but pragmatic, 
creative cross-fertilization of available approaches that made sense to me (see 
Broekaert, 1988), rather than making a blind copy of theoretical and 
methodological frameworks or rejecting them (see Chapter III. Methodological 
Persuasions and Analytical Resources). This shouldn’t be experienced as the creation of 
‘paradigm wars’ (Skrtic, 1995); the recognition of new modes of theorizing in 
disability studies and my attempt to make them compatible with new forms of 
social, activist knowledge of self-advocates have raised the possibility of 
embracing alternative paradigmatic grounds in my research praxis (see Skrtic, 
1995, p.35). To map the many differences and commonalities in these sources of 
inspiration is far beyond the scope of my doctoral thesis. Instead, I focus on some 
interesting features. All of these perspectives share a sensitivity to discover 
contextual counter-narratives in a disabling society and lost glimpses of the 
humanity of people with ‘learning difficulties’, and attempt to foreground their 
activist voices (Roets, Goodley & Van Hove, 2007).  
 
In the following chapter, I briefly map these theoretical resources that made sense 
to me. I reveal some emerging issues from my attempt as a researcher to deal with 
this paradigmatic diversity and to create a sort of theoretical integrity while I was 
involved in practice and actions, in search for a social theory and interpretation of 
‘learning difficulties’. In 2.1. Ortho-pedagogy: Historical Roots of Disability Studies in 
Ghent, and in 2.2. The Rise of Disability Studies, I throw light on potentials of 
contemporary disability studies in its national and international context for my 
study of the phenomenon of ‘learning difficulties’ and self-advocacy. In 2.3. 
Radical Postmodernism, Poststructuralism and Poststructuralist Feminism with a Hint of Late 
Psychoanalysis: The Rise of Critical Disability Studies, I draw into the recently emerging 
body of literature which explores a critical disability studies in anti-foundational 
times.  



CHAPTER II 
 

82 

2.1.  ‘ORTHO-PEDAGOGY’:  
 HISTORICAL ROOTS OF DISABILITY STUDIES IN GHENT 
 
 

A norm, or rule is what can be used to right, to square, to straighten. To 
set a norm (normer), to normalize, is to impose a requirement on an 
existence, a given whose variety, disparity - with regard to the requirement 
- present themselves as a hostile indeterminacy  
Georges Canguilhelm, 1989, p.239 quoted in Snyder & Mitchell, 2001, p.373 

 
 

Recently, Broekaert, Van Hove, Bayliss & D’Oosterlinck (2004) observe 
that action in the field of disability within the Netherlands and Flemish Belgium 
has historically taken the form of intervention undertaken by professionals, which 
is controlled by institutions which provide training to future professionals in the 
field, such as the Department of Ortho-pedagogy (Special Education) at Ghent 
University. Within these Low Countries, intervention in the field of disability has 
taken place within a discipline known as ‘Ortho-pedagogy’: 
 

The word Ortho-pedagogy derives from Greek: the prefix orthos meaning 
right or correct and the word ped or pais meaning child. Agogy originates from 
agein and means action or doing. “Pedagogy” is the “science of education”, 
and the prefix ortho distinguishes it from ordinary education, in that it 
implies a return to order (normality) (ibid., 2004, p.206) 

 
 
Ortho-pedagogy is defined as a return to correctness through use of educational 
theories and, more specifically, as a science of action aimed at children and adults 
experiencing difficulties in educational situations. The discipline concerns an 
encounter between persons, a search for adapted methods and ethical positioning. 
This term was introduced and used for the first time in 1949 (Broekaert et al., 
2004, p.206). Adherents of this, at that time, new scientific discipline strove to 
differentiate their approach from that of medically inspired paedology (which saw 
the individual as a sick organism). Simultaneously they tried to move away from 
religious and ideological connotations of the previous term of their discipline, 
heilpedagogiek. Broekaert et al. (2004, p.207) elucidate:  
 

Heilpedagogiek (Nijssen, 1942) had a double meaning: it was used in 
Germany since 1961 and was based on the concept of curative 
intervention (Heilen-to-Heal) through pedagogical measures, or as a 
message of religious salvation (Heil/heilig-holy/holy-wholly; Bleidick, 
1978). 
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Since the 1970’s, the interdisciplinary field of Ortho-pedagogy acquired the 
connotation special (see ‘special education’ in the Anglo-Saxon world, Skrtic, 1995) 
and developed in relation to its ‘special target groups’ (see for recent contributions 
Broekaert & Van Hove, 2005). The discipline was, and still is, mainly based on 
humanist principles with practices wherein the role of the intervention was to 
“repair”, “fix”, “remedy” or “normalise” problems and what was defined as 
deviant and abnormal people in which concepts of simple dichotomies, like 
normal/abnormal, sick/healthy, able/disabled, have operated in a very pervasive 
way. For theoretical thinkers in the field of Orthopedagogy in Ghent like Van 
Hove and Bayliss (in Broekaert et al., 2004, p.207) who argue for a new paradigm 
of understanding in order to better support professional “reflection in action”, 
these principles are no longer tenable. Stiker (2003) critically observes historical 
developments in previous centuries and cautions against these humanist principles 
and the notion of extreme pedagogical optimism in these principles (and Stiker 
refers, for example, to ideas of Rousseau, Pestalozzi, Diderot, Hauy, Braille, Abbé 
de L’Epe, Pinel, Itard, Seguin, Bourneville and later Maria Montessori). This line 
of thought and practice was adopted by Nijssen, De Busschere and Wens at the 
department of Ortho-pedagogy during the 20th century (see Wuyts, 1997, and van 
Drenth, in press), in which the field of medicine and education were united (and 
led to the legislation of special education in the Low Countries). The objectives 
were: 
 

…to demonstrate that given adequate teaching and education, all minds are 
equal. This principle served to mediate the inferiority attached to disability. Those 
who were ‘below average’ by a standard measuring stick, or locked up for 
reasons of insanity, were esteemed worthy of rehabilitation by dint of 
effort and appropriate means (Broekaert et al., 2004, p.83, italics added) 

 
 
In the 18th and 19th century in Western Europe, education developed a true 
passion for categorical separation of that which is normal and pathological, as the 
mark of both the encyclopaedist and the philanthropist for the benefit order in 
society (Stiker, 2003, p.83). However, and only very recently, this Ortho-
pedagogical tradition has attempted to move away from classification, labelling 
and institutionalization practices (see Vanderplasschen, Vandevelde, Claes, 
Broekaert & Van Hove, 2006). Broekaert et al. (2004, p.207) place much hope on 
offering theories of intervention and action which are based on sound principles 
to avoid that vulnerable people in our society can be harmed through the good 
intentions of professionals who apply “the wrong theory”, and they propose a 
synthesis of different existing paradigms: Man as Knowledge: the empirical-analytical 
paradigm; Man as Story: the existential-phenomenological paradigm, and Man as 
Justice: the critical paradigm (ibid., pp.208-210). Broekaert et al. (2004, p.210) 



CHAPTER II 
 

84 

broadly and extensively discuss these three paradigmatic strands at length, and 
then explain and discuss the dilemma’s of the nature of special education, as 
“ortho-pedagogy takes as its focus the concept of improvement through educational 
practice” (italics added). In their conclusion, Broekaert et al. (2004, p.210) are 
arguing for “a synthesis based on holistic views, “which can understand and 
explain the nature of ‘special’ education in search for an all-encompassing theory 
that covers all aspects of care” (Broekaert et al., 2004, p.212): 
 

The department has always conducted research (…) [that] was always 
empirically based but has changed from classic objectivist methodologies 
and methods, to modernist grounded qualitative methodologies, which 
embrace postmodern subjective and intersubjective orientations. Since its 
inception, ortho-pedagogy in Ghent has followed humanist and systemic 
(or holistic) intervention methodologies that reflect the quest for social 
justice (ibid., p.213) 

 
 
My long-term engagement with the self-advocacy movement in Flanders urged me 
to remain, in a pragmatic and nuanced way though, very sceptical with these 
humanist versions of the unitary subject as they are adopted by an Ortho-
pedagogical praxis of professionals who use power to improve, and consequently 
intervene in lives, families and socio-cultural and socio-political contexts in an 
arbitrary way: 
 

…this change from certainty to uncertainty is acceptable if we understand 
that the goal of education, care and support has shifted from the certainty 
of cure to the uncertainty of improvement (ibid., p.213) 

 
 
Professional intervention with the aim of improvement of some ‘deviant’ human 
beings is a complicated and tricky power issue, as it allows powerful others (for 
example experts) to create a power takeover on these ‘objects of study’, and 
consequently on the social realities of human subjects. Governed by adherence to 
methods and standards developed in the natural sciences (pervading, for example, 
the empirical-analytical paradigm adopted in Ortho-pedagogy), professionals in 
special education soon tend to deny that their definition of a ‘reality’, a ‘problem 
definition’,… is only one among many truth games in a social and a much 
contested cultural space, in which truth is viewed as rhetorical at least (Skrtic, 
1995). The point is, do we all manage to move on more uncertain ground in 
practices of care (Broekaert et al., 2004, p.213) if our assumption is that:  
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The caregiver has to make ultimate, sometimes impossible decisions and 
accept professional responsibility for those decisions. Professional 
responsibility (and its development through training) rests on one 
understanding that the object of study is unknowable in any finite way 
and that there is no “one answer” (ibid., pp.213-214)  

 
 
What about the risk to reduce, at an arbitrary point, reduce our objects and 
subjects of study’ into an unknowable ‘object of study’ for whom the caregiver 
decides as an expert professional?  
 
Entering a post-positivist and anti-foundationalist era, ‘positivism’ and its related 
evidence based strands of research and practice have been sharply criticized as 
part of the liberatory project of the Enlightenment, capable of leading the way to 
social betterment, for its practices of control and prediction rooted in linear 
rationality and a binary logic (Lather, 1991, p.104). Related evidence based strands 
of research and practice in educational sciences have been criticized for its 
positivist tenets, power takeovers, and a loss of negotiation and dialogue in 
relationships of expert professionals with their ‘objects of study’ by an anti-
foundationalist strand in educational research, theory and practice: 
 

…by deconstructing notions of a knowing subject, a known object, and an 
unambiguous, complete knowledge outside of the unsaid and unsay-able, the 
embedded fore-structures of understanding (Lather, 1991, p.104, italics 
added) 

 
 
Recently in educational sciences in Ghent, Van Hove and Bayliss have done so, as 
adherents to disability studies and the concept of inclusion in Broekaert, Van 
Hove, Bayliss and D’Oosterlinck (2004) in the department of Special Education in 
Ghent, and Vanobbergen, Vandenbroeck, Roose and Bouverne-De Bie (2006) in 
the departments of Education and Social Welfare Studies in Ghent. Van Hove 
and Bayliss (in Broekaert et al., 2004) argue that “…this positivist stance [of 
special education] has been severely attacked by adherents to the concept of 
inclusion, which proposes understanding complex systems through the application 
of postmodern, constructivist/deconstructionist theories” (Broekaert et al, 2004, 
p.210). Yet they stress that it is not easy to challenge the criticism and dogmas of 
traditional sources and to implement a ‘simple’ paradigmatic shift: from the 
“tyranny of the normal” (and they refer to Georges Canguilhelm) which 
understands abnormality as deviant or pathological to a social interpretation of 
disability. In that light, the work of Patti Lather, Getting Smart: feminist research and 
pedagogy with/in the postmodern (1991) and Thomas Skrtic, Disability & Democracy: 
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reconstructing [special] education for postmodernity (1995) are very influential to see how 
paradigmatic shifts can take place in social and educational sciences (and certainly 
in my work). They pose questions that cut to the bone about what it might mean 
to do empirical work in the field of pedagogy and about my educational praxis 
with people with the label of ‘learning difficulties’, who are both the object and 
subject of ‘learning difficulties’. Lather (1991) resists ontological and 
epistemological assumptions that support the modernist Enlightenment code 
which tend to result in a behavioural science. Both Lather and Skrtic argue, 
instead, for a “science of philosophers” (Harland, quoted in Lather, 1991, p.102); 
a narrative, semiotic, self-aware science emerging from those who work to 
reorient and redirect theoretical, methodological and empirical aims and practices 
across the human sciences (in line with, for example, the existential-
phenomenological and critical paradigm adopted in Ortho-pedagogy). In order to 
move into a fundamentally social interpretation of disability, and ‘learning 
difficulties’ in particular, recently the adherents of inclusion in Ghent (mirrored in 
the work of Geert Van Hove, Phil Bayliss and let me include myself here, see 
Chapter I. Setting Out The Context) propose the introduction of disability studies in 
the field of special education (and see in Broekaert et al., 2004, p.210). In that 
light, right after my explorations of disability studies for its new potential in the 
following sections in Chapter II, III, and IV, I will come back to explore the 
potential of this move to disability studies and the self-advocacy movement and its 
implications in Chapter V, and raise possible applications for the future. 
 
 
2.2.  THE RISE OF DISABILITY STUDIES 
 

Disability studies is an interdisciplinary field that provides space for the 
development of paradigmatic shifts in relation to the ontological and 
epistemological grounds of disability in existing theory, policy, research and 
practices, in order to interrogate and change elements of the disabling world 
(Skrtic, 1995; Goodley & Van Hove, 2005). In this growing tradition, ‘disability’ is 
defined as a fundamentally social, cultural, political, historical and relational 
phenomenon (Davis, 1997, 2002; Barton, 1996; Oliver, 1992, 1996; Johnstone, 
1998; Linton, 1998; Shakespeare, 1998; Thomas, 1999; Corker & French, 1999; 
Devlieger et al., 2003, Barnes & Mercer, 2003; Riddell & Watson, 2003; Albrecht, 
2005; Gustavsson, Sandvin, Traustadóttir & Tossebro, 2005; Gabel, 2005; 
Danforth & Gabel, 2007). Goodley and Van Hove (2005, p.16) introduce a 
nuanced version of disability studies, with scope for inclusivity towards people 
with the label of ‘learning difficulties’, and identify a number of common and 
shared aims in some key trans-national texts in the field of disability studies:  
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 work alongside and augment the politicisation and expertise of disabled 
people; 

 theorise and understand the conditions of disablement, exclusion, 
oppression and marginalisation of disabled people; 

 develop social theories of disability that expose the relational, material, 
cultural, political and social conditions of disablement; 

 promote professional and lay practices that enable rather than disable; 
 critique and inform disability legislation and policy that is anti-

discriminatory; 
 develop practices through which disabled people participate more fully in 

the process of research; 
 encourage the individual and collective responsibility of non-disabled 

people to change conditions of disablement; 
 build on and develop a social oppression model of disability; 
 promote an inclusive community.  

 
Disability studies crosses academic boundaries and draws on a variety of 
disciplines in order to analyse issues of disabling society (Johnstone, 1998), 
including philosophy, sociology, psychology, history, anthropology, technology, 
gender studies and education (relevant for my educational background, see 
‘disability studies in education’, Gabel, 2005; Danforth & Gabel, 2007). Gabel 
(2005) argues that, in spite of the growing influence of disability studies over the 
past three decades, educational researchers have come quite late to join a 
movement that began to advocate for a ‘social interpretation’ of disability; and she 
uses this nuanced term to refer to the wide array of social disability theories in 
disability studies. The first wave of disability studies in Flanders used, and in a 
sense still does, a number of available theoretical perspectives and models in the 
international sphere: the social model of disability, see 2.2.1., the relational model of 
disability, see 2.2.2.), with a strand of social constructivism and interpretivism, see 
2.2.2.1., and critical pedagogy and disability studies in education, see 2.2.2.2.. I will 
discuss these developments briefly in the next sections.  
 
 
2.2.1. THE SOCIAL MODEL OF DISABILITY  
 

The first attempts to engage in a social interpretation of disability was first 
suggested in 1972 by disability rights activists in the UK; where UPIAS formulated 
an adherence to what has been called a ‘social model of disability’ in 1976 in which 
disability is inscribed in a historical-materialist tradition and understood as a form 
of social oppression. Originally, adherents of an inclusive society in Broekaert et 
al. (2004, pp.209-210) predominantly elaborated the critical paradigm (‘man as 
justice’) and stressed that there is a connection between thought, language, action, 
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and science, which leads to human rights and emancipation, so that “man must 
free himself from these [oppressive] social structures and institutions” (ibid.). 
They discovered a direct connection with the social model of disability. The social 
model of disability is a theoretical stance that has originally inspired the research 
study of Dan Goodley’s (2000) successfully (on which my study originally builds 
as well) to inform the practice of self-advocacy theoretically (and see for more 
examples Dowse, 2001; Walmsley, 2001). In the British context, disability studies 
is strongly aligned with the social model of disability that was predominantly 
inspired by the critical, structuralist and neo-Marxist-inspired philosophy (see 
Broekaert et al., 2004), and subsequently purported by sociologists in academic 
milieus. Disability researchers and activists started off with the social model to 
pave a road for social change in the UK (see for example UPIAS, 1976; Oliver, 
1996; Barnes, 1998; Shakespeare, 1998; Oliver & Barnes; 1998; Barton, 1996, 
1998; Barnes & Mercer, 2003). Crucial to the development of British disability 
studies has been the ubiquitous use and re-use of the term ‘the social model of 
disability’. The social model can be seen as a heuristic device that has developed 
through close conversations between two areas of social and political life 
(Goodley & Roets, in press). Academics and the disabled people’s movement join 
hands to challenge pathological takes on disability, reframed as ‘impairment’, and  
(Oliver, 1990): 
 

The significance of disability theory and practice lies in its radical 
challenge to the medical or individual model of disability. The latter is 
based on the assumption that the individual is ‘disabled’ by their 
impairment (Barnes & Mercer, 1997, pp.1-2) 

 
 
The social model of disability has turned attention away from a preoccupation 
with people’s ‘impairments’ (and the associated ‘consequences’ on everyday 
activities) and instead focused on the ways in which disability is created – through 
the social, economic, political, cultural, relational and psychological – exclusion of 
people with ‘impairments’ (UPIAS, 1976, Oliver, 1990, 1996).  
 

…impairment is the lack or defect of a limb, organ or mechanism of the 
body. Disability is defined as a form of disadvantage which is imposed on 
top of one’s impairment, that is the disadvantage or restriction of activity 
caused by a contemporary social organization that takes little or no 
account of people with impairments and which therefore excludes them 
from participation in mainstream social activities (UPIAS, 1976; Oliver, 
1996).  
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Impairment and disability were claimed to be conceptually distinct categories 
between which there was no causal relation (Oliver, 1992). For example, Vic 
Finkelstein (2001), an important figure in the UK disability rights community and 
a member of the original team drafting the UPIAS principles, has gone so far as 
to argue that “disabled people are not the subject matter”, suggesting that only 
the social oppression of people with impairments is the subject matter. Impaired 
bodies, and how disabled people interact with/in and through their bodies, 
remains an under-theorized backdrop (see for example Abberley, 1996; Hughes 
& Paterson, 1997; Corker, 2001; Goodley, 2003; Kelly, 2005). Corker (1999, 
p.632) argues that, in contemporary disability theory, biological foundationalism 
links the position of seeing impairment as conceptually distinct from disability. 
Corker (1999, p.633) analyses current disability discourse very sharply:  
 

In their everyday ‘talk’, disabled people often allude to a complex existence 
that occupies the space between health and illness, disability and 
‘normalcy’, impairment and empowerment, nature and culture, to give a 
few examples. However, disability theory continues to dichotomise these things in 
a way that does not permit exploration of the space between. Theory recreates the 
division between impairments, and between impairment and other 
‘biological’ foundations of human character [like feminists have been 
asserting: race, class, gender, age,…]. (our italics) 

 
 
However, as soon as we theorize and articulate versions of the impaired bodies-
and-minds, impairment remains a very tricky issue (Goodley & Roets, in press). I 
inscribe the critiques of Corker (1999, p.635), who warns against a version of 
impairment-as-biological which tends to remain theoretically untroubled and urges 
an articulation of impairment-as-social (Tremain, 2002; Goodley & Rapley, 2002):  
 

Oliver’s (1996b) suggestion that we need a separate ‘sociology of 
impairment’ is worrying because it might end up working against a social 
theory of disability rather than enhancing our understanding of the 
relationship between disability and impairment produced by different 
gazes and contexts (italics added) 

 
 
Recently, due to these (and probably other) impasses there has been much talk of 
rejecting the social model of disability (Shakespeare & Watson, 2001), of the 
naivety of ‘hardline’ social modellists (those cited include Barnes, Oliver, 
Finkelstein) and the lack of recognition that is given to the ‘realities’ of 
‘impairment’ (Crow, 1996; Shakespeare, 2006a). At the heart of these rejectionist 
arguments is the assertion that the social model has gone too far: a social analysis 



CHAPTER II 
 

90 

can only explain so much before we need to return to the experiential realities of 
‘impairment’ as object(s) independent of knowledge (Shakespeare, 2006a, p.54). 
Increasingly, at least in British disability studies circles, they are entering an epoch 
not simply of 2nd or 3rd wave social model writings but potentially an era that 
could easily be remembered as the death of the social model (Goodley & Roets, in 
press). Disability studies, it is argued, should be concerned with medical responses 
to ‘impairment’, and with the prevention of ‘impairment’ and its complications. 
From a perspective derived from philosophically critical realism (Hacking, 1999), 
after all ‘impairment’ is a tragic reality, Shakespeare (2006b) argues, and the social 
model is in danger of ignoring this predicament. To cast doubt on the hard existence 
of ‘developmental disabilities’ (see for example Goodley, 2001), is considered to 
be unrealistic and observed as an implicit tendency to deny the reality of 
‘impairment’ (Shakespeare, 2006a, p.39). Shakespeare’s continual reaffirmation of 
‘hard’ reality over theory and a rediscovery of empirically based research forms the 
structure behind his analysis. He engages in a return to the rather simplistic 
suggestion that impairment is biological or constructed. As such, ‘impairment’ talk 
is – again – divisive (Goodley & Roets, in press); marking you out as a social 
modellist’ or not (Thomas, 1999).  
 
Quite the reverse, in the present I am just in search of embracing the (historical) 
meaning of the so sharply criticised and/or glorified social model in a pragmatic 
and nuanced way without dismissing its historical relevance for disability studies, 
as a useful and attainable concept. I agree with Corker and Shakespeare (2002, 
p.13) who state that the social model is not a comprehensive social theory of 
disability and that it needs a theoretical deepening as a local responsiveness of 
disability studies to the political project of resistance and social change. What 
about cross-fertilizations of empirical research and a social theory of impairment 
to embrace realities in our educational praxis? We need to look at the arguments of 
some critics of early strands of the social model at the late 90’s. They argued that 
neither a pure Marxist structuralism (nor a less empathetic but still structural 
minority group model from the USA, see 2.2.2.) acknowledge and account for the 
subtleties and ambiguities in the experiences of the disability studies community 
that “privilege some impaired identities over others” (Humphrey, 2000, p.63). 
Recently, I argue with Goodley (Goodley & Roets, in press) that we need to 
discuss the ascribed identity term  of ‘disability’ in a way that we include various 
people who have been historically situated in a whole myriad of ‘impairment’ 
groupings including physical and sensory impairments, ‘learning difficulties’ and 
people with ‘mental health problems’ (see Roets, Kristiansen, Van Hove & 
Vanderplasschen, 2007). Recently, with Dan Goodley (see Goodley & Roets, in 
press), I address this concern; we endeavour not to embrace ‘impairment-specific’ 
considerations – as have many charities and organisations for disabled people – but 
instead consider disabled people as a heterogeneous group, with many 
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‘impairment’ labels who face a number of overlapping experiences of exclusion. 
Above that, we find hope in opening up ‘impairment’ debates that have, at times, 
resembled a family argument will bring new possibilities in (British) disability 
studies: 
 

Too often in the disability studies world we have felt silenced by powerful 
parents, sibling rivalry and familial conventions. Our worries are that 
certain positionalities end up blocking possibilities for (re)territorializing 
different theoretical, practitioner and activist terrains (Allan, 2004). 
Models and orthodoxies prevent experimentation (Goodley & Roets, in 
press) 

 
 
It is important to note right here that, for me, disability studies is in dire need of 
highlighting and contextualizing debates in an international perspective, to not 
ignore equally exciting possibilities, interpretations and developments in culturally 
and nationally sensitive disability studies in the majority world (see also Goodley 
& Roets, in press). In that context, the social model and its constituent theories 
has already given rise to novel and eclectic theories of disability that inhere 
between and across paradigms through conversation with theories that once were 
outside the social model (e.g. feminist theory, critical theory, queer theory, race 
theory) (Gabel & Peters, 2004, p.589). Traustadóttir (2006b) reminds us to the 
interdisciplinarity of disability studies that involves making interconnections 
between many forms of social theory, activism and social change.  
 
In my work, I will devote analytic attention to the complicated nature of the 
disability-gender analogy (Brandwein & Scotch, 2000; Gerschick, 2000; Tremain, 
2002). Reflecting on the politics of social justice and personal identity, Adrienne 
Asch (2001) argues that those who fight for human rights need to recognize that 
the insights from feminism have lessons for the disability rights movement as well, 
and puts forth an argument about social justice that appreciates similarities but 
above all differences among people with impairments and other discriminated-
against groups like women. Marxist ideology-inspired brands of the disability 
movement and disability studies  have been criticized for a limited exploration of 
the dialectics of freedom and constraint as well (Shakespeare, 1997; Hughes et al., 
2005a). Claims to equality and social justice are complicated and need a nuanced 
understanding (and see 4.2. in Chapter IV for a detailed discussion of this). The 
social model of disability is an approach of which I would suggest that it has too 
often been close to the Marxist conception of ideology: a system of theoretical 
domination, which reverses the master/slave relation, justifies militaristic 
responses of resistance and re-creates oppressive social relations (Braidotti, 
forthcoming 2007). Feminism, Garland-Thompson (2001) argues, has embraced 
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the paradoxes that have emerged from its challenge of oppressive conditions; 
feminism seeks equality and claims difference. As disability scholars have learned 
from the feminist movement, exactly as the fragmentation within the ‘group’ of 
women is endless, so is the disability movement (see Hughes & Paterson, 1997). A 
feminist analysis of the discourse of ‘learning difficulties’ and self-advocacy ‘from 
below’, bringing to light the many modes and instances of resistance (Johnson, 
1998) seems necessary to attend to ways in which our current discourse, policy 
and practice perpetuates forms of gendered oppression (Carlson, 2001, p.139). In 
that light, I believe that feminist theory and methodology have a major 
contribution to make to disability research (Morris, 1993). In search for more fluid 
and social ways of theorizing disability and ‘learning difficulties’, I will further 
inscribe and ground my work in contemporary feminist disability studies and 
theory (see 2.3.). 
 
 
2.2.2. THE RELATIONAL MODEL OF DISABILITY  
 
2.2.2.1. SOCIAL CONSTRUCTIVISM AND INTERPRETIVISM 
 

In Flanders, a connection was made with a relational model of disability 
as well, and in particular with perspectives of social constructivism and 
interpretivism adopted from influential thinkers in the USA who implemented the 
minority group model in their work with people with ‘learning difficulties’. 
Nordic, American and Australasian disability researchers share a disciplinary base 
in the humanities, where interactionist understandings of ‘impairment’ and 
disability dominate (Linton, 1998; Traustadottir, 2004, Albrecht, 2005). Debates of 
course reign but talk is more harmonious than that which occurs in the British 
context. Many proponents of these international contexts simply cannot 
understand why there is so much social modellist talk in Britain (Traustadóttir, 
2004, 2006c) and see such debates as macho, stifling and unhelpful diversions 
away from the doings of disability research, while specific conceptions of 
‘impairment’ have been imported from progressive service industry ideologies 
such as normalisation (Traustadóttir, 2006a). Gabel (2005, p.3) asserts, for 
example, that the American counterpart to the early social model, the minority 
group model, first emerged in the late 1970’s, and was clearly influenced by the 
civil rights movement’s claim in the United States about the social status of 
members of minority groups. The minority group model emerged in the late 
1970’s in the United Stated. Adherents claimed that minority group members 
experience marginalization, disenfranchisement, discrimination, stigmatization and 
stereotyping as a result of their minority group status (reflected, for example, in an 
early text by Robert Bogdan and Doug Biklen in 1977; see Gabel, 2005, p.3). 
Terms like ‘handicapism’, and later ‘ableism’ were introduced to challenge a set of 
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practices and beliefs that assign inferior value to people who have developmental, 
emotional, physic or psychiatric disabilities:  
 

Able-ism is the devaluation of disability that results in societal attitudes 
that uncritically assert that it is better for people to walk than roll, speak 
than sign, read print than read Braille, spell independently than use a spell-
check, and hang out with non-disabled students as opposed to other 
disabled students (Hehir, 2002 quoted in Gabel, 2005, p.4) 

 
 
There is much to learn from the steady stream of publications in this relational, 
minority group model tradition, published in the Syracuse School. Pioneers in the 
social constructivist portrayal of human beings with the label of ‘severely mentally 
retarded’ were, for example, Robert Edgerton, Steve Taylor, Robert Bogdan and 
David Goode (Bogdan & Taylor, 1989; Taylor & Bogdan, 1991; Taylor, 1996, 
2001; Goode, 1992, 1994; Klotz, 2004).  
 

Notwithstanding cultural definitions of ‘mental retardation’ [sic] and the 
treatment in institutional settings of those so labelled, non-disabled 
people can conduct and form accepting relationships with those who 
have the most severe disabilities, and construct positive definitions of 
them as human beings. Those alliances exist and need to be understood as 
one way to complicate overly deterministic conceptualizations of labelling, 
stigma, and rejection (Bogdan & Taylor, 1989, p.138). 

 
 
They extensively described the perspective of people who do not stigmatize, 
stereotype or reject those with obvious disabilities; no matter how, when and 
which devastating, ‘objective measured and diagnosed’ labelling processes were 
imposed by professionals, Taylor and Bogdan found others who value those so-
labelled. They conclude that people so labelled have been covered with a ‘cloak of 
incompetence’ that is virtually impossible to discard; they thus become prisoners 
of the explicit and implicit meanings attached to these labels: 
 

The label ‘mentally retarded’ [sic] creates a barrier to our understanding 
people on their own terms. It prevents us from seeing and treating people 
so defined as human beings with feelings, understandings and needs. 
When we label people, we lose the ability to empathize with them – to see 
the world from their point of view (Taylor & Bogdan, 1982, p.222 quoted 
in Klotz, 2004, p.97) 
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This interpretivist strand of the socio-cultural study of ‘learning difficulties’ 
illustrated the humanising effect of having social relationships by means of 
qualitative research and life stories (Ferguson, Ferguson & Taylor, 1992; Ferguson 
& Ferguson, 2005). Klotz (2004) argues that the social constructivist analysis has 
been essential for a greater understanding and appreciation of ‘learning difficulties’ 
as a social theory (and see also Goodley, 2000; 2001), but that Bogdan and Taylor 
have not fully acknowledged assertions of difference as productive ontological 
realities that make real differences to one’s experience of being in the world 
(Klotz, 2004, p.98, italics added) and are necessary to counter-act attitudes and the 
rare attempts to understand what it is that people with ‘learning difficulties’ are 
actually saying and doing. The parameters of the debate have tended to become 
too rigid and so, Klotz (2004, p.98) concludes, we need tools and theoretical 
perspectives to move beyond labelling theory and social constructivist 
perspectives as well and to draw directly into the resistance of people with 
‘learning difficulties’, as people who produce culture as well. She sees many potential 
in the more recent discursive discourse analysis of ‘learning difficulties’ which 
include cross-cultural, post-structural accounts (see 2.3.).  
 
 
2.2.2.2.  CRITICAL PEDAGOGY AND DISABILITY STUDIES IN EDUCATION 
 

Originally trained as a Masters student in the discipline of Ortho-
pedagogy, first I was (and still am) theoretically affected by the critical paradigm in 
my attempt to inscribe my work in disability studies, and mainly by critical 
pedagogy from which my political praxis grew (and see reflections of this in 
Lenoor & Roets, 2000; Van Hove, Roets & Goodley, 2005; Schoeters, Schelfhout, 
Roets, Van Hove, Townson, Chapman & Buchanan, 2005; Van Hove, Roets, 
Mortier, De Schauwer, Leroy & Broekaert, 2008). Paolo Freire (1972) inspired 
with his critical-emancipatory pedagogy built on co-operation with oppressed, 
marginalised groups. Freire presumes that we can never be neutral as human 
beings: either we are choosing the side of ‘the oppressed’  (based on dialogical 
relations) or taking the position of ‘the oppressor’ (named ‘banking pedagogy’). 
We need to engage in an act of identification that dissolves the distance between 
us and them through dialogue, as such mutual recognition and co-understanding 
can be achieved in a way which enables different people (oppressors and 
oppressed) to grow through a mutual exchange of view points. Disability studies 
in education sometimes goes hand in hand with (critical) pedagogy (see Gabel, 
2005 as one of the trendsetters of ‘disability studies in education’ in the USA, and 
Gabel & Peters, 2004 with a critique on the social model of disability), and further 
seems very fruitful for the field of inclusive education (see Danforth & Gabel, 
2007). A Freirian form of praxis argues that disabled people and their partners in 
action can be found in a critical and constructive dialogue with those who actively 
or passively participate in disablement (see Peters, 2005). Paolo Freire (1972) 
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inspires us with critical-emancipatory pedagogy built on co-operation with 
oppressed, marginalised groups like people with ‘learning difficulties’ (see 
Introduction); and disability studies exactly goes hand in hand with other social 
movements (Gabel & Peters, 2004; Van Hove, Roets, Mortier, De Schauwer, 
Leroy & Broekaert, in press). Some practitioners in the field of education, and 
especially in special education, are criticized for their ‘banking pedagogy’ as 
colonizers in Van Hove et al. (in press): 
 

The ‘banking pedagogy’ that they applied is based on a ‘vertical 
relationship’ (Freire, 1972). The person who is educated (and his or her 
family) only needs to listen and to obey. The educator (here: the 
professionals) knows and thinks and the pupils don’t know and are 
‘thought’; the educator speaks and the pupils are listening quietly. It is the 
educator who makes and prescribes his choice and the pupils will follow 
the prescription. People are asked to live the values, interests and ideology 
of the ‘oppressor’ (Gadotti, 1994, p.52). 

 
 
Freire presumes that we can never be neutral as human beings: either we are 
choosing the side of ‘the oppressed’ (based on dialogical relations) or taking the 
position of ‘the oppressor’ (named ‘banking pedagogy’). Our research into 
inclusion taught us that the road to praxis lies in genuine ‘dialogue’. In Freire’s 
conception, such a ‘dialogue’ is a feature of a ‘horizontal relationship’. The first 
virtue of dialogue consists of respect for those who are being educated. Another 
fundamental virtue is to listen to the urgencies and the choices of the pupil (and 
his family) in order to respect their knowledge. The final virtue is that of 
tolerance, which is the virtue of living with what is different in order to be able to 
argue with what is antagonistic (Gadotti, 1994, pp.50-51). This kind of theory has 
characteristics are diametrically opposed to those of the anti-dialogic theory as 
seen in following oppositions: collaboration (vs. conquest), union (vs. division for 
domination), organization (vs. manipulation) and cultural synthesis (vs. cultural invasion). In 
this framework, professionals don’t have to take over, it’s much more productive 
to strive to a synthesis of practical (day by day) and professional knowledge (see 
Van Hove et al., in press). Freire’s (1972) contribution is to mark some precious 
contours of horizontal, dialogical relationships. A climate of respect, tolerance 
towards diversity and listening to each other’s existential life challenges and 
choices characterises dialogical relationships as a guarantee for critical self-
reflection, which couples with action (Van Hove et al., in press). Erevelles (2005), 
takes on critical pedagogy to criticize critical theorists for that they often use 
‘disability’ as a ‘true’ category and disabled people have not been viewed as critical 
agents, while other forms of difference (race, class, gender, etc.) are considered in 
re/produced forms: 
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The category of disability is utilized by critical theorists as the boundary 
condition that marks the limits of human agency (Erevelles, 2005, p.70) 

 
 
In that light, disability studies is about the systematic demystification of the 
structures and processes which create oppression and segregation and about the 
establishing of a workable dialogue between the research community and people with 
labels in order to facilitate the latter’s empowerment (see Van Hove, 1999b; Van 
Hove & Roets, 2000; Schoeters et al., 2005). This version of disability studies has 
been adopted, but has as well been troubled by the self-advocacy network in 
Flanders, and in particular by the current president of the group. As a philosopher 
with ‘learning difficulties’, he challenges the way people with ‘learning difficulties’ 
are marginalised in current disability studies; he has created a whole body of 
activist knowledge in free cooperation with people belonging to the Flemish self-
advocacy network to do so. He is precise in his use of language. He challenges 
those in disability studies who doubt that the activist knowledge people with 
‘learning difficulties’ can inform, share and generate theoretical knowledge 
(Walmsley, 2001). An example (here in translation and facsimile) demonstrates his 
theorizing (see Schoeters et al., 2005, p.349): 
 

 
 
 
 
 

 
 

 
 
 
 
 

 
 
 

 
 
 
 
 
 

 
 

You can not split 
off the two 

The other 
person 

The one 
person 

 you 

me 
 The you inside the one person can 
make (let become) the you inside 
the other person 

The avenue to you and I 
 the journey to being different 
 who are (you) 
 because inside (I) there is my (impairment)  

           ‘learning difficulties’ 

you 
 

me
me 

 

you 



THEORETICAL RESOURCES 
 

97 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
In exploring how we define our relationships with people with ‘learning 
difficulties’, Schoeters et al. (2005) show the risks involved with stipulating moral 
careers that may possibly lead to inclusion. Disability studies seems a very 
complex enterprise as soon as we examine issues from inside disability experience 
(Gabel, 2002b). Recently, in the same vein a highly interesting debate and dialogue 
has taken placed over  the ‘conceptual problems with critical pedagogy’ (Gabel, 
2002a), and ‘the hidden injuries of critical pedagogy’ (Dilabough, 2002), with a 
rejoinder from Gabel (2002b) following. Gabel (2002a, 2000b) opens up a 
potential theoretical space for responding to the theoretical and epistemological 
impasses that, in her eyes, are currently manifest in contemporary visions of 
critical pedagogy. Her central argument is that we perhaps need to work more 
diligently on a theoretical level to embrace the epistemological, ontological and 
existential tensions residing at the center of critical pedagogy. She reveals the 
hidden code of, for example, the utopian perspective (the Freirian view) to 
problematize the politics of inclusion (‘inclusivity’) for individuals of ‘diverse 
abilities’. She cautions us against revelling in its endless utopias about dialogical, 
symmetrical power relationships with individuals, who are first pushed to the 
margins by powerful others who then need to give the minority group its power 
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back, so they can empower them without a sensitiveness to their self-
empowerment (and see Van Hove & Roets, 2000 for a similar critique). In 
educational theory, recently Vanobbergen, Vandenbroeck, Roose and Bouverne-
De Bie (2006, pp.426-427) analyze and problematize this ‘promised land’ of the 
dialogical negotiation model, which is geared towards the interiorization of socially 
desirable or bourgeois norms, as order in progress, and citizens always receiving 
 

…the same old message of the need for tender and loving discipline – 
that is, of achieving the proper mix of control, support, and an 
appropriate amount of patience, tact, trust, and understanding (…) 
experts have always advised (…) against the extremes of either giving 
commands or discrediting their authority by negotiating things that 
cannot be negotiated (ibid., p.426) 

 
 
Identity politics and power dynamics in these processes operate in tricky ways, in 
much more complex and multiple social spaces than critical pedagogy sometimes 
likes us to believe (see Dillabough, 2002, p.205). It is necessary for disabled people 
to push against dominance while attempting to pull society into disabled people 
way’s of seeing, interpreting, experiencing and understanding (Gabel & Peters, 
2004, p.595), and to have breathing space to be valued as social agents (see 
Erevelles, 2005). Gabel (2002a, 2002b) draws creatively and imaginatively upon 
her own lived experience to highlight the dilemmas critical educators encounter as 
they search for the ‘perfect pedagogy’ as the basis upon which disability studies 
has been defined, and illustrates their (and her own) struggle to create a different 
kind of public educational space for those pathologized as ‘other’. How may we 
impute meaning on those marked as ‘disabled’, whose narrative is really at the 
centre of critical pedagogy if these ‘others’ sometimes need to escape their own 
predicaments, or desire to display their selves in multiple ways? Gabel ‘2002a) 
draws attention to this struggle of ‘others’ to write themselves into the world as 
active agents and the very complicated epistemologies involved, drawing on an 
extract taken from Sartre’s La Naussée, 1937, pp.2-4):  
 

Something has happened to me, I can’t doubt it anymore. It came as an 
illness does, not like an ordinary certainty, not like anything evident. It 
came cunningly, little by little. I felt a little strange, a little put out, that’s 
all. Once established it never moved; it stayed quiet, and I was able to 
persuade myself that nothing was the matter with me, that this was a false 
alarm. And now, it’s blossoming. (…) So a change has taken place during 
these last few weeks. But where? Is it an abstract change without object. 
Am I the one who has changed? If not, then it is this room, this city and 
this nature; I must choose. 



THEORETICAL RESOURCES 
 

99 

Eventually Gabel (2002b) positions disability studies inside critical pedagogy as 
another marginalizing experience that critical pedagogy needs to interrogate into 
its theoretical structures, and stresses the need to query a-symmetrical power 
relationships and desires. In her attempt to reconceptualise the frame of a critical 
pedagogical position. Dillabough (2002, p.204) joins Gabel (2002a, 2002b) and 
reveals that critical educators need to act with others, need to invest in ‘an affective 
discourse with others in which the potential of dialogue may lead us beyond the 
cul de sac of knowing in the abstract sense. This may lead us into the difficult 
terrain of thought, struggle, recognition and political engagement with ‘others’ 
who become co-educators, into a pedagogy that deals with the unknown, still 
undefined, still largely unexplored, with complicated self/other and subject/object 
positions as they arise in social life worlds in a ‘plurality of spectators’ (Dillabough, 
2002). Critical educational researchers in the field of disability studies need to 
open up possibilities and blur boundaries from which action and social change can 
emerge, and this positions resistance as a multilevel, multidimensional dialectic 
(Gabel, 2005, p.8) within which: 
 

…there is push and pull, give and take, deconstruction/reconstruction 
between players at all levels of the social world. In addition to interpreting 
resistance as engagement in dichotomous processes, resistance theory also 
connotes an open-ended negotiation of meaning, a fluid dialectic 
movement without the constraints of time and space (Gabel & Peters, 
2004 quoted in Gabel, 2005, p.8). 

 
 
In search for a more novel critical pedagogy, Gabel (2000a, 2000b) and 
Dillabough (2002; p.207) stress that pedagogy will never be free of its 
asymmetrical  ‘regimes of power’, and as such are willing to move into the 
uncertainty of postmodernity (and see 2.3.). My point is, this desirable outcome of 
creating an utopian, ideal dialogue in perfect symmetry of power in our praxis (for 
example, as Ortho-pedagogues, as critical educators trained in disability studies), 
becomes all too soon elevated to the norm and risks to operate in a reductionist 
way for ex-experts (who were previously experts who are supposed to have all the 
answers to many problems in their ‘magic professional hat’). Contemporary power 
relations in our fuzzy social world, in the construction of our fragile social and 
shared realities – in which we suggest that people with ‘learning difficulties’ 
participate as actors and co-educators - have a more subtle and reciprocal, even 
asymmetrical nature than is often recognized. I will further elucidate on this in 
Chapter V and in the next section, building on similar arguments for educational 
praxis borrowed from Vanobbergen et al. (2006, p.432) who intersect insights 
taken from the sociology of childhood, race, class and gender and a critical 
analysis of historical developments of social welfare in Flanders. They suggest that 
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we need to look at how both discourses and techniques operate in the 
construction of subjectivities, and that social theorists like Bourdieu and Foucault 
allow us to analyse these techniques. Goodley (2007a) uncovers some key 
challenges in relation to working pedagogically with disabled people through the 
exploration of a critical disability studies perspective that explores the sociology of 
disability, drawing upon the work of Deleuze and Guattari to think in terms of 
productive models of desire and pedagogies as ‘becoming’, to think and 
experiment creatively about setting the conditions for socially just pedagogies, 
along with Allan (2004) (and see 2.3.). I will suggest, together with Goodley, that 
we need to look at social theorists like the poststructuralists Deleuze and Guattari, 
and the poststructstructuralist feminist Braidotti (the last one with a hint of late 
psychoanalysis), and poststructuralists and feminists who have adopted their work 
as well. 
 
 
2.3. RADICAL POSTMODERNISM, POSTSTRUCTURALISM AND 

POSTSTRUCTURALIST FEMINISM WITH A HINT OF LATE 
PSYCHOANALYSIS:  

 THE RISE OF CRITICAL DISABILITY STUDIES 
        

In this section, I ground, motivate and contextualize my theoretical and 
philosophical engagement in the field of disability studies that enabled me to 
embrace a social interpretation of the phenomenon of ‘learning difficulties’ and to 
account for ontological and epistemological complexities of human subjectivities 
of people so-labelled. In 2.3.1., I first inscribe my work in the currently emerging 
strand of critical disability studies, as a call for a psycho-socio-political view of 
‘impairment’ and ‘disability’, a turn in which radical intellectual, material, cultural 
and psycho-socio-political agendas of feminists and poststructuralists are 
necessarily interconnected. In 2.3.2., I raise the veil of the poststructuralist 
feminist philosopher Rosi Braidotti, her auto/biographical genealogy and her 
psycho-socio-political agenda. Mapping this is necessary in order to understand 
my attempt to draw upon the nomadic philosophical, personal and political 
inspirations taken from her work to intersect the disciplinary characters of gender 
studies and disability studies in my work. In 2.3.3., I shed light on some of my 
main theoretical and philosophical orientations – radical postmodernism, post-
structuralism and poststructuralist feminism with a hint of late psychoanalysis - 
that enabled me to frame the circulation of the wisdom, knowledge and activism, 
and the multiplicity of spaces of resistance and resilience of self-advocates 
involved in my research study. In 2.3.4. I borrow from poststructuralist (and) 
feminist disability studies with a hint of late psychoanalysis, and in particular from 
the philosophers Gilles Deleuze and Félix Guattari (1980/1987) and the feminist 
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philosopher Rosi Braidotti (1994, 2002, 2006a), in order to foresee an inclusive 
disability studies. 

 
Note here that, in Chapter IV of my doctoral thesis, Connecting Activism with 
Academia: Hybrid Cross-Fertilizations for Self-Advocacy, I pick up the thread of Chapter 
II. There I further explore and refine critical disability studies in search for 
potential to rethink, revitalize and hybridize disability studies as a complex terrain 
of knowledge and activism, with the aim to tease out how far my theoretical and 
philosophical resources edulcorate a fruitful theoretical climate for a disability 
studies with inclusivity towards people with the label of ‘learning difficulties’. I 
explore my suggestion there that these debates benefit from a more grounded 
exploration of concepts and pointers of the poststructuralists Gilles Deleuze and 
Félix Guattari (1980/1987), the poststructuralist feminist Rosi Braidotti (1994, 
2002, 2006a) and an exploration of the actions of self-advocacy groups (see Roets, 
Goodley & Van Hove, 2007; Goodley & Roets, in press; Roets & Goodley, 
forthcoming).  
 
But first I attempt to elucidate this strand of critical disability studies where 
modernist, postmodernist, poststructuralist and poststructuralist feminist notions 
of human subjectivities (with a hint of late psychoanalysis) imply radical 
implications for epistemological and ontological versions of ‘learning difficulties’ 
on a theoretical level.  
 
 
2.3.1. CRITICAL DISABILITY STUDIES 
 
 Critical disability studies is an emerging interdisciplinary academic field 
that examines fundamentally social, cultural, political, historical, psychological and 
relational theories of ‘disability’ and ‘impairment’ related to the dynamic interplays 
between disability and various aspects of contemporary politics, culture, society, 
and impaired bodies and minds (see Corker & Shakespeare, 2002; Snyder, 
Brueggemann & Garland-Thomson, 2002; Garland-Thomson, 2005; Tremain, 
2005; Shildrick & Price, 2005/2006; Meekosha, 2006; Snyder & Mitchell, 2006; 
Goodley, 2007a). In this growing tradition, translations of disability that 
inexorably play down impairment into a language of negative and pre-social 
ontology and inertia are critically engaged with. Ontological and epistemological 
notions of disability and impairment as a ‘natural’ category are challenged that 
conjure up the dark era of biological determinism and essentialism (Price, 2007; 
Hughes, 2007). Recently, with Goodley (see Goodley & Roets, in press) I inscribe 
my work in critical disability studies. ‘Impairment’ is a tricky issue. For many this 
word symbolises social death, inertia, lack, limitation, deficit and tragedy. It 
implies a reference to an individualised phenomenon that is very often the focus 
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of medics and other rehabilitation related practitioners and hardly the stuff of 
critical researchers engaged with the social, cultural and historical conditions of 
education (or other institutions of contemporary society). Not surprisingly, then, 
disabled learners have been excluded from radical discourses such as those 
associated with critical and socially just pedagogies (Gabel, 2002a; Goodley, 
2007a). Wider struggles for the meaning of pedagogy and education interconnect 
race, gender, sexuality and class (see Vanobbergen et al., 2006) but ignore 
disability (see Shakespeare, 1998). People with labels of physical, sensory and 
developmental impairments remain on the periphery of political debate and 
critical research. Goodley and Roets (in press) intend to tackle this exclusion, 
considering how we might work alongside children, adults, learners and teachers 
with impairments in ways that understand and subvert constructions of 
‘impairment’ associated with ‘learning difficulties’:  
 

Our inspiration springs from a location in the disability studies world and 
our long-term engagement with people with the label of ‘learning 
difficulties’, their families and their allies. These dual experiences have 
invited us to experiment further with poststructuralist lines of flight which 
we see as providing emancipatory potential in disability studies and critical 
educational research. In our personal and work lives we find 
‘impairment’/‘learning difficulties’ to be complex, messy and ambiguous. 
Like Gibson (2006) we also have found ‘impairment’ to be productive. 
We find ourselves increasingly turning to theories that embrace these 
complexities and possibilities. We want to take up Hughes and Paterson’s 
(1997) plea to understand the social nature of ‘impairment’ but in ways 
that extend the politicisation of disabled people, develop the theoretical 
terrain of disability studies and connect with critical educational 
research(ers). We need to start by looking at the ways in which 
‘impairment’ has been debated in the disability studies literature (Goodley 
& Roets, in press) 

 
 
With Dan Goodley, I map a blueprint of a multiplicity of exciting entryways to 
unveil the ways in which we might understand the cultural formations of 
‘impairment’ and ‘disability’ – as they relate to ‘learning difficulties’ – in order to 
propel scholars, activists and practitioners towards a cultural politics of inclusion. 
Note that we deliberately place ‘impairment’ in quotation marks not to deny its 
existence but to denote its social, cultural, historical and political character: a 
character analysed and destablised. First, we summarise some key debates from 
disability studies: the social model (see previously in 2.2.1.), the relational (see 
previously in 2.2.2.) and psycho-social models, and suggest that these debates 
benefit from a more grounded engagement with poststructuralist and 
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poststructuralist feminist ideas. We view our emergent writing as a call for a 
psycho-socio-political view of ‘impairment’ and ‘disability’. 
 
First we turn an eye upon the psycho-social model of disability (see Goodley & 
Roets, in press): cutting across these conversations about the social and relational 
model, is the work of writers – disabled activists and feminist scholars – who have 
turned attention to the sociological complexity of ‘impairment’ talk. Writers such 
as Thomas (1999, 2001, 2002, forthcoming), Reeve (2002, 2005, 2006), Olkin and 
Pledger (2003) and Marks (1999, 2002) have contributed towards a canon of work 
that aims to bring psychoanalytic, psychological, medical sociological, social 
psychological theories into the disability studies arena (see also Goodley & 
Lawthom, 2005a). This work has contributed to conceptions of the disabled self 
and experiences of ‘impairment’ through engagements with internalised 
oppression, psychological experiences of discrimination and the intra-psychic 
dynamic of environment, body and psyche. Carol Thomas’s (1999) notion of 
‘impairment effects’ presents a dialectical conception of ‘impairment’ as it is 
materially constructed and experienced in the disabling world. This and other 
concepts have been incredibly helpful for activists and researchers who are 
interested in reinvigorating talk of ‘impairment’ and ‘disability’, while also wanting 
to engage with disability activism. A psycho-social approach to ‘impairment’ 
appears to dialogue with social model and relational speakers, but does so in ways 
that (re)introduce an ontological and epistemological view of impairment – and, 
potentially, ‘learning difficulties’ - as social (Goodley & Roets, in press).  
 
The impact of the work of psycho-social writers has created a social space in 
which we (see Goodley & Roets, in press) felt comfortable to experiment  and 
engage with poststructuralist thinking in relation to ‘impairment’ and ‘disability’, to 
a socio-political view. Our work aims to be crucially questioning and is predicated 
on destablising truth, foundation and grand narrative (Lyotard, 1979). We share 
commitment to the development of ’impairment’ thinking that breaks down 
binary thinking (medical-social); affirms theorising and activism and necessarily 
interconnects radical intellectual, material, cultural and socio-political agendas of 
feminists and poststructuralists.  
 
 
2.3.2. RAISING THE VEIL OF ROSI BRAIDOTTI … AND MORE 

PHILOSOPHICAL INSPIRATIONS FOR DISABILITY STUDIES 
 
With a palm full of stars 
I throw them like dice on the table, repeatedly  
Until the desired constellation appears 
Björk in Medúlla, 30th August 2004 
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Deleuze imagines another game, “a divine game in which  
at every roll of the dice the whole of chance is affirmed  
in a necessarily winning throw”  
Deleuze in Difference and Repetition, 1968/1994, p.283 quoted in Bearn, 2000 

 
 

In a sense, the ‘stars’, the ‘dice’ in the palm of my hand were, notably, 
postmodernist, poststructuralist and poststructuralist feminist philosophers 
inspired by the Continental French tradition of bodily materialism that argues that 
any theory of subjectivity worthy of its name must take into account the embodied 
and organic structure of the subject (see Braidotti, 2006b, p.197). I will first attempt 
to map Rosi Braidotti’s auto/biographical genealogy and the nomadic philosophy 
that she might represent, based on extracts taken from interviews with her and 
texts written about her: 

Rosi Braidotti (born September 28, 1954) is a contemporary feminist 
theoretician. Born in Italy, raised in Australia, educated in Paris and 
currently living and teaching in the Netherlands, Rosi Braidotti has 
created from her nomadic existence a politically motivated philosophy 
that provides a new framework for reinventing the female subject. 
Labelled a postmodern feminist, Braidotti aims to develop a theory that 
can support a heterogenous model of subjectivity for the contemporary 
woman. She writes her texts in polyglot fashion, sometimes first in 
English, sometimes in French or Italian, and then re-written for 
translation into a variety of languages. She facetiously names her dialects 
Italo-Australian, Franglais, New Yorkese Parisian patois or Dutch-lish. 
Currently she is the chair of the Women's Program in the Humanities at 
the University of Utrecht (Kathleen O’Grady in conversation with Rosi 
Braidotti, August 1995)  

Braidotti received degrees from the Australian National University in 
Canberra in 1976 and 1977 and was awarded the University Medal in 
Philosophy and the University Tillyard prize. Braidotti then moved on to 
do her doctoral work at the Sorbonne, where she received her degree in 
1981. She has taught at the University of Utrecht in the Netherlands since 
1988, when she was appointed as the founding professor in women's 
studies. In 1995 she became the Director of the Netherlands research 
school of Women's Studies, a position she held till 2005. Braidotti is a 
pioneer in European Women's Studies: she founded the inter-university 
SOCRATES network NOISE and the Thematic Network for Women's 
Studies ATHENA, wich she directed till 2005. She was a Leverhulme 
Trust Visiting Professor at Birkbeck College in 2005-2006 and a Jean 
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Monnet professor at the European University Institute in Florence in 
2002-2003. Braidotti is currently Distinguished Professor in the 
Humanities at Utrecht University. On March 3, 2005, Braidotti was 
honored with a Royal Knighthood from Queen Beatrix of the 
Netherlands and with an Honorary Degree in Philosophy from Helsinki 
University in May 2007. 

Influenced by philosophers such as Gilles Deleuze and especially "French 
Belgian feminist" thinker Luce Irigaray, Braidotti also considers how ideas 
of gender difference can affect our sense of the human/animal and 
human/machine divides. She has been influential on third-wave 
feminism. Braidotti has written internationally groundbreaking 
publications in the field of philosophy. Her books on sex, subjectivity and 
postmodernism have been translated into 11 major languages. Well 
known works include: Metamorphoses: Towards a Materialist Theory of Becoming 
(2002, also in Italian), Nomadic Subjects: Embodiment and Sexual Difference in 
Contemporary Feminist Theory (1994, also in Italian, Spanish, Russian and 
Portuguese) and Patterns of Dissonance: an Essay on Women in Contemporary 
French Philosophy (1991, also in Dutch, Italian and Finnish). In particular 
her contributions to the theoretisation with regard to difference is 
renowned. In fact no feminist overviews are published that do not 
reference or discuss her work. Her most recent book Transpositions. On 
Nomadic Ethics was published in 2006 by Polity Press. With regard to 
education, Braidotti has trained, educated and inspired a whole generation 
of Women's Studies researchers in a series of fields. 
(retrieved from http://www.let.uu.nl/~Rosi.Braidotti/personal/ at 18th September 
2007) 
 
 

Over the last years, it was my pleasure to have the feminist nomadic philosopher, 
Professor Rosi Braidotti, as my inspiring teacher. Like her main inspirations, the 
oeuvres of the French poststructuralists Gilles Deleuze and Félix Guattari 
(originally a psychoanalyst) and the late psychoanalyst Belgian feminist 
philosopher Luce Irigaray (Braidotti, 2002, p.7), she celebrates nomadic thought as 
a genealogical practice that relocates institutionalized philosophy and the feminist 
project in contemporary culture. In the past and yet in the present, she devotes 
her intellectual energy and her – much appreciated! - wicked sense of bright 
humour to re-imagine the philosophical and human subject that is fully immersed 
in relations of power, knowledge and desire, and fancies to engage with a 
philosophical cartographic approach with her students; as she argues in 
Metamorphoses (2002);  
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…a cartographic approach fulfils the function of providing both (…) 
tools and creative theoretical alternatives. As such it responds to my two 
main requirements, namely to account for one’s locations in terms of 
space (geo-political dimension) and time (historical and genealogical 
dimension)… (ibid., p.2) 

 
 
She gives priority to the accountability for historical aspects of European culture 
which are in open contradiction with Europe’s stated beliefs in humanist ideals 
and principles (Braidotti, 2006b, p.198) and introduced me in a philosophical ‘star 
system’, in a joint reading of the road-maps that inform her psycho-socio-political 
feminist project. In a sense, she “…danced through a set of musical and territorial 
variations” (Braidotti, 2002, p.10) that enabled me to translate these philosophical 
sources of inspiration in favour of informing a transformative disability studies. 
Rosi pulled up a magical star cluster of continental philosophers out of her hat 
and took me on a stormy journey of joyful discovery and metamorphosis, made 
me see stars…. I will name but a happy few: Simone De Beauvoir, Georges 
Canguilhelm, Michel Foucault, Luce Irigaray, Gilles Deleuze and Félix Guattari, 
and for methodological inspiration in particular, Donna Haraway (by birth an Irish 
Catholic girl); just theorists that made sense to me and who I all favour and 
learned to value immensely. However, and further throughout all the next 
chapters of my doctoral thesis, I will highlight and touch upon just some of their 
influential thoughts, imaginations and figurations that veined my attempt to 
redefine disability studies - just here and there. However at this point in time, 
representing in a very comprehensive way how these philosophical orientations 
resonated with my praxis along self-advocates feels like a story without end, and is 
far beyond the scope of my doctoral thesis. But remember, for Deleuzians, after 
all, the pleasure of great philosophy is the thrill that even a non-philosopher - like 
a self-advocate, a feminist, amongst others - can find in a life’s events that were 
once impossible, to lift a dynamism and incarnate it in a foreign medium, in my 
case right into the heart of my educational praxis in the field of disability studies 
(see Chapter III and IV). Rosi tempted me, inspired with Deleuze’s philosophy, to 
break with the dead seriousness, and the endless repetition and rejection of 
theoretical models, often practiced by academics in disability studies tout court. I 
leave her the pleasure to introduce Deleuze’s legacy (Braidotti, 2002, pp.66-70), as 
she names this as the pleasures of non-Oedipal thinking in accomplishing a 
reversal of dialectics of negativity which is for Deleuze implicit in psychoanalytic 
theory and practice: 
 

Deleuze took on this issue theoretically and went on to attack 
systematically the extent to which philosophy promotes negative, 
resentful, Oedipalized feelings. He opposed to this necrophilic cult of 
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dead white men, a vision and a practice of philosophy, which he argues is 
dominated by the holy trinity of Hegel, Husserl and Heidegger. Deleuze 
opposed to them a counter-genealogy based on the empiricists, Spinoza, 
Leibnitz, Nietzsche and Bergson. (…) Deleuze refuses to canonize his 
favourite authors. He thus represents them exactly for what they are: 
dearly favourite texts. (…) In some ways very faithful to their spirit – to 
the passions that animated them – Deleuze is also capable of bending 
them to his own ends and purposes (…), not be caught merely rehearsing 
his masters’ voice. A bachelor’s machine’ through and through, Deleuze 
picks and chooses, enacting with bravado the art of ‘bricolage’ and of 
conceptual pickpocketing. (…) However, he remains extraordinarily 
faithful to the affective structures of their project, that is to say to the 
degree of potential, intensity or positivity which their ideas express. (…) 
Deleuze preached and practiced conceptual insurrection against the 
theoretical fathers; a sort of joyful and generous disobedience (…) loving 
disrespect (Braidotti, 2002, pp.66-67) 
 

This sense of affirmation, as the engine for joyful transformation or becoming in 
his theory of the subject, is the actualization of the immanent encounter between 
subjects, entities and forces, which are apt mutually to affect and exchange parts 
of each other in a creative manner (Braidotti, 2002, p.68). Deleuze’s philosophical 
nomadism can be found in his work and ideas, and in biographical extracts written 
about him, in his life as well (Colombat, 1996; Goodchild, 1996; Lyotard, 2000).  

Born in Paris in 1925, he taught at various lycées in Amiens, Orléans, 
Louis le Grand, the Sorbonne, until he was appointed to the University of 
Paris VIII at Vincennes/St. Denis in 1969, an experimental school 
organized to implement educational reform. This new university drew a 
number of talented scholars, including Foucault (who suggested Deleuze's 
hiring), and the psychoanalyst Félix Guattari. Deleuze taught at Vincennes 
until his retirement in 1987. Deleuze’s nomadic philosophy of life can be 
found in his writings, and in biographical extracts written about him.  

Deleuze, a heavy smoker, suffered from lung cancer. Although he had a 
lung removed, the disease had spread throughout his pulmonary system. 
Deleuze underwent a tracheotomy, lost the power of speech and 
considered himself ‘chained like a dog’ to an oxygen machine (Goodchild, 
1996). By the last years of his life, simple tasks such as handwriting 
required laborious effort. In 1995, he committed suicide, throwing 
himself from the window of his apartment. Upon Deleuze's death, his 
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colleague Jean-François Lyotard 2000) sent a fax to Le Monde, in which he 
wrote of his friend Deleuze upon his death:  

He was too tough to experience disappointments and resentments - 
negative affections. In this nihilist fin de siècle, he was affirmation. Right 
through to illness and death. Why did I speak of him in the past? He 
laughed, he is laughing, he is here. It's your sadness, idiot, he’d say 
(Lyotard, 2000, p.194)   

 
The poststructuralist feminist Rosi Braidotti (2007) embraces Deleuze’s sort of 
joyful disobedience and recommends this generous disloyalty as positive and 
empowering practices for women; in that “feminism is in some ways the 
movement of undutiful daughters”; quoting Virginia Woolf, who suggests “that 
[women] kill the dutiful daughter within them, that ‘ angel in the house’ of 
perfectly docile femininity that is a creative woman’s worst enemy”. As such, the 
critical thinker is ‘a border-crossing figure who attempts to re-contextualize 
his/her own practice within fast-changing social horizons’ (Braidotti, 2006b, 
p.206). 
 
 
2.3.3.  RADICAL POSTMODERNISM WITH DE- AND RE-CONSTRUCTIVE 

POTENTIAL: SETTING A PSYCHO-SOCIO-POLITICAL AGENDA FOR 
DISABILITY STUDIES: 

 
The thrill of Braidotti’s nomadic philosophy urged me to de-territorialize 

the modernist landscape of contemporary disability studies (see 2.3.3.1. De-
construction of a Modernist Gaze on ‘Learning Difficulties’) and drove me into setting a 
psycho-socio-political agenda for disability studies (see 2.3.3.2. Re-inscribing New 
Scenarios as De-centred but Entrepreneurial Citizens).  
 
2.3.3.1.  DE-CONSTRUCTION OF A MODERNIST GAZE ON ‘LEARNING 

DIFFICULTIES’ 
 
Any explanation is better than none 
Nietzsche quoted in Alison & Roberts, 2000, p.2 

 
 

Modernity has a pervasive capacity to produce ‘strangers’ (Bauman, 1997): 
people who disturb the fragile (for example cognitive) boundaries of homogenous 
versions of human beings are annihilated and conceived as a threat because they 
challenge modernity’s overwhelming sense of order; and this dominant gaze can 
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easily be applied to disabled people (Hughes, 1999, p.157). Corker and 
Shakespeare (2002, p.2) refer to modernity as the social institutions, belief and 
value systems founded on assumptions, for example about disability and the unity 
of humanity, based on the idea of progression and ‘normalcy’. Grand narratives 
refer to these all-encompassing, foundational theories central to modernism 
(Lyotard, 1979) that characterize popular and professional thinking on ‘disability’ 
as an ideological and constructed category (Danforth, 1997; Hughes, 2002; Perry 
& Whiteside, 2000). To classify, objectify and devalue ‘learning difficulties’ assume 
its object and subject to be logically separate from and inferior to ‘normalcy’ 
(Goodley, 2001; Goodley & Rapley, 2001, 2002). The modernist gaze composes 
and produces impairment, and ‘learning difficulties’, as disorder, stranger, other, 
abnormality, lack and tragedy (Hughes, 2002). 
 
This may be seen in the growth of interventionist social sciences over the past 
century (Danforth, 1997). Medical insights into the nature of ‘learning difficulties’ 
instigated a process of categorization of individuals (van Drenth, in press). People 
were considered to be ‘abnormal’ and deviant from the abstract standard of 
‘normal man’; and knowledge was regarded as ultimate truth, a monologue spoken 
in the voice of the single frame of expert professionals (Skrtic, 1995, p.36). This 
supposed intellectual inferiority of ‘savages’ (and women) was an important drive 
for moral treatment into institutions (van Drenth, in press). They were hidden 
from the public atmosphere by being removed to disability ghettos (Smith, 
1999b), and their culture was defined for them as a professional construct rooted 
in the eugenics movement, used to justify institutionalization, sterilization, and 
other repressive policies (Taylor, 1996). The policy of institutional segregation was 
reinforced by extreme measures, such as sterilization to control people’s fertility 
and sexuality as rampant and dangerous and to prevent any kind of marriage, sex, 
and parenthood (May & Simpson, 2003). We believe that those policies depend in 
many senses upon eugenic and biological  essentialism and determinations (Baroff, 
2000; Kerr & Shakespeare, 2002) and are motivated by a desire to prevent society 
for people with ‘learning difficulties’ who were thought to be a threat to the social 
order (Marks, 1999; Park & Redford, 1998). The ways in which contemporary 
ideas about women and men with ‘learning difficulties’ operate as taken-for-
granted ‘truths’, suggest that it is mainly important to trace back and reflect upon 
social and ideological influences that culminate in contemporary reproductive 
technologies (Tremain, 2005).  
 
These rigid concepts and ideas, that came into money from modernist cultural 
discourse, have been troubled in the natural sciences by quantum physics, as well 
as in human, educational and related social sciences (see Kuhn, 1972; Van Hove, 
1997; Vanobbergen et al., 2006), for example by radical postmodernists and 
poststructuralists like Lyotard, Canguilhelm, Derrida and Foucault (Lather, 1991, 
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p.105). Radical postmodernists and poststructuralists revealed – and still do - that 
we need to challenge the monologue in knowledge production in order to 
deconstruct modernist knowledge. Its actors were beginning to realize throughout 
the 20th century that in the end, there is no foundation on which truth can be 
securely laid (Schwandt, 1996, in Reason & Bradbury, 2001). As Lyotard (1979) 
puts it; we must be suspicious of all overarching theories and paradigms, and 
incredulous toward meta-narratives. The de-constructive sentiment has laid bare 
our illusions of any kind of certainty as a necessary historical event at the end of 
modernity; and de-centres the modernist belief of the autonomous, ‘normal’, 
‘equal’ and unitary human subject that is typically linked to the liberal, free market-
oriented modern society (see Nussbaum, 2002; Vanobbergen et al., 2006, p.434). 
In my doctoral research, I wanted to explore the theoretical lacuna left by those 
who adopt the production of fixed, generalized, context-free facts about ‘learning 
difficulties’ and interventions (Danforth, 1997). In the field of disability studies, I 
follow Marks (1996, p.64), Thomas, (1999, p.124) and Corker (1999, p.208) when 
they posit:  
 

…our philosophy is to see disability as a relational concept, which can 
only have meaning with reference to unacknowledged assumptions about 
‘normality’. We aim to deconstruct the binary opposition set up between 
normality and abnormality (Marks, 1996, p.64) 

 
 
The ideas of postmodernists and poststructuralists urge us re-inscribe new 
impresarios in contemporary discourse and culture. In my work, I draw a parallel 
with feminism. Brandwein and Scotch (2001) indicate that these dynamics of 
in/equality are themselves complex to capture for those who do not experience 
equality. The dynamics of privilege and disadvantage are often difficult to 
recognize, and for those who do experience it, it is often difficult to translate a 
critique of inequality into a persuasive argument for a remedy. Behuniak (2003) 
and Midden (2007) assert, for example, that the definition of the concept of 
“achieving equality of human rights for women” is elusive, difficult to 
comprehend or agree upon. In a sense, it evades the reach of those activists and 
interest groups; women’s equality has not been fully realized, and will never be. 
We agree with a main criticism raised by Behuniak (2003) who observes in the 
context of the feminist movement that: 

 
(…) [the criticism with] employing the liberal feminist definition of 
equality as sameness is that it tends to minimize not only the differences between 
men and women, but those among women themselves. ‘Women’ becomes a 
universalized concept that implies a sameness of experience and interests 
that cut across race, sexual orientation, class, and disability. This too has 



THEORETICAL RESOURCES 
 

111 

implications for the analysis of how close to equality we have come 
because we are not sure which women we are studying (Behuniak, 2003, 
italics added) 
 
 

The liberal strand tends to be unwilling to make a shift towards difference 
(Midden, 2007), and as a disability scholar I want to trouble (with for example 
Kittay, 2002; Ruddick, 2002; Hughes, McKie, Hopkins & Watson, 2005a) a 
translation of the disability and self-advocacy movement in the rhetoric of liberal 
individualism (an adherent of the liberal strand is for example Nussbaum, 2002). 
The central issue at stake at the level of analysis of differences between men and 
women with ‘learning difficulties’ is the critique of universalism of the subject 
(Braidotti, 1994; Roets, Reinaart, Adams & Van Hove, 2007b), which added and 
stressed my sensitivity to account for differences among men and women with 
and without the label of ‘learning difficulties’ across differentiated power 
relationships in my work. A collective and new social movement must respect the 
multiplicity of differences among its members – de-centred objects who become 
interdependent and entrepreneurial subjects - to be able to reinvent the definition 
of the subjective self, to re-inscribe otherwise.   
 
 
2.3.3.2.  RE-INSCRIBING NEW IMPRESARIOS AS DE-CENTRED BUT 

ENTREPRENEURIAL CITIZENS 
 

Postmodernism holds both de- and re-constructive potential (Skrtic, 
1995; Waugh, 1998; Goodley, 2001). At the eve of the re-constructive move, 
Lyotard’s (1979) radical postmodernism located knowledge as a historically 
situated construction of the social world; and his philosophy creates the possibility 
for all human beings to escape from the confines of modernism and to re-imagine 
the world:  
 

The nature of [modernist] knowledge cannot survive unchanged within 
this context of general transformation [human circulation]. We can 
predict that anything in the constituted body of knowledge that is not 
translatable in this way will be abandoned and that the direction of new 
research will be dictated by the possibility of its eventual results being 
translatable. The ‘producers’ and users of knowledge must now, and will have to, 
possess the means of translating into these languages whatever they want to 
invent or learn (p.5, italics added)  

  
 
Lyotard opens a space for the circulation of situated knowledge which is produced 
and used by all the producers and users of knowledge, who are located within 
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particular communities at particular times (Gergen & Gergen, 2003). In this 
climate, poststructuralists de-centre ultimate versions of truth about the unitary 
subject by arguing that no discourse is innocent of the will to power (Lather, 1991, 
p.110); knowledge and power are fundamentally interrelated, integrated socially 
and institutionally. The historical contingency of knowledge production is stressed 
as to permeate all aspects of our efforts to know, as no more outside the power-
knowledge nexus than any other human enterprise (Foucault, 1980, 1984). The 
poststructuralist Derrida (1972, 1978), for example, replaces binary either/or 
positions by a both/and logic that deconstructs the ground of reductionist 
objectivism and transcendental dialectics. Truth, objectivity and reason are re-
inscribed as what Foucault calls ‘effects of power’; the subject-object opposition 
implodes with the argument that objectivity creates its object to be objective about 
(Lather, 1991; Skrtic, 1995). 
 
Quite interesting for the application of poststructuralist thought to disability 
studies is the philosopher Georges Canguilhelm (a historian of medical science 
and Michel Foucault’s dissertation advisor as well, see Snyder & Mitchell, 2001, 
p.373), who situated the body and its hard, essentialist existence as a historically 
contingent phenomenon, with an emphasis on adaptation over deviation in his 
work The normal and the pathological (translated in English in 1989). Canguilhelm 
asserted that bodies were not the product of averages, but rather interdependent 
vessels that shaped and were shaped by their environments; so never ‘fixed’ 
essences. The norm, for example set by modernist standards, thus becomes little 
more than a hostile imposition upon necessarily fluctuating organisms. 
Canguilhelm argued for a notion of anomaly, which offered medicine (his own 
discipline as a medical historian) a more appropriate gauge than dysfunction, and 
surrendered the violence of devaluation that infused any notion of deviance (that 
is often associated with, for example, the understanding of impairment and 
‘learning difficulties’): 
 

Rather than interpret bodily and cognitive differences in terms of their degree of 
deviation from a standardized norm, anomaly recognized difference as the 
(…) expression of a biologically diverse species adapting to the pressures 
of environmental and internal forces (Snyder & Mitchell, 2001, p.373, 
italics added) 

 
 
Braidotti (2006b) observes that capital in interpreting Canguilhelm’s oeuvre is 
recognition of his contribution to the continental philosophy of bodily 
materialism. At the core of his plea for ‘a biologically diverse species’, or bio-
diversity, is stressing the self-generative power of living matter and the resilient 
vitality of anti-essentialist becoming-animal (Braidotti, 2006a, p.53). Stone (1995, 
p.416) argues for the field of disability studies that the modernist myth of ‘bodility 
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perfection’ (Barnes, 1996) keeps all of us alienated from our bodies, and let me add, 
our minds. McClimens (2003, p.41) goes back to some original eugenicist ideas, 
which promoted the agency of human beings under social control for the 
purposes of improving the human race, based on a vision of biologically ‘pure’ 
populations. For example, society categorized ‘learning difficulties’ as a concept 
and segregated its derivatives with the reliance on IQ as a standard and predictive 
measure (McClimens, 2003, p.43). These ideas of (the elimination of) ontological 
deviance are established as a peculiarly late 19th and early 20th century creation, 
creating a dominating, hegemonic vision of what and how the impaired but 
human body and mind should be/come. 
 
Michel Foucault, a radical postmodernist and poststructuralist thinker, has 
challenged this binary marking of bodies and minds as new ‘regimes of bio-power’ 
as a key feature of his work. According to Foucault, the body is a central player in 
the negotiation of the boundaries with the powers of life (Braidotti, 2006a, p.39). 
Regimes of ‘bio-power’ aim to include the very vital forces that escape political 
control as fully controlled and disciplined elements; discourse is all about ways of 
‘disciplining the body, normalizing behaviour, administering the life of 
populations’ (Rajchman, 1985 quoted in Lather, 1991, p.110).  Foucault argues in 
The History of Sexuality,  
 

Nothing that was not ordered in terms of generation or transfigured by it 
(...) did merit a hearing. It would be driven out, denied, and reduced to 
silence. Not only did it not exist, it had no right to exist and would be 
made to disappear upon its least manifestation – whether in acts or in 
words. (...) Modern puritanism imposed its triple edict of taboo, non-
existence, and silence (Foucault, 1978a, p.4) 

 
 
The politics of bio-power is a rather brutal regime of gradual, all-pervasive 
selection: ever since modernity the aim of political power has been to control and 
govern the individual and his/her ‘technologies of the self’ (Braidotti, 2006a, 
p.39). Insofar as difference is seen as inferiority, anything different acquires 
essentialist connotations for people who are branded as ‘others’ and reduces them 
to the status of disposable bodies (Braidotti, 2006a, p.21). Some subjects are 
categorized and excluded and their respective ontologies assumed to be pre-given, 
universal and unchanging (Parker, 2003; Grosz, 2005). It can be argued that these 
politics of bio-power created a way of seeing and invalidating impairment 
discursively as well (Hughes, 1999, p.158). Foucault (1961, 1978b) was, in 
particular, interested in the ways in which regimes of bio-power fed upon social 
and cultural discourses that, as key mechanisms in the process of social control, 
posit particular versions of self, personhood and subjectivity (Goodley et al., 2004, 
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p.114). Foucault was exactly interested in those powers and practices that create 
human subjects, in ‘technologies of the self’:  
 

…maybe the target nowadays is not to discover what we are, but to refuse 
what we are. Modern man [sic] is not the man who goes off to discover 
himself, his secrets and his hidden truth. He is the man who tries to invent 
himself (Foucault, 1991b, p.42 quoted in Galvin, 2003, p.684, italics 
added) 

 
 
Foucault reveals that discourse is all about forms of knowledge that we have 
invented about ourselves (Lather, 1991, p.110). In search for a useful theoretical 
framework to capture processes and spaces of resistance towards what modernist 
knowledge has spawned, I adopted a radical postmodernist and poststructuralist 
interpretation of self-advocacy as a dynamic process of discourse and action. In 
my work, the work of Foucault provided a framework for analysis of 
reconfiguring and changing selves of self-advocates in relation to those of others 
(see research findings in Chapter IV, in 4.1. Poststructuralist depths of storied and enacted self-
advocacy). 
 
Postmodernism and post-structuralism have been welcomed in some quarters of 
educational research and practice for this de- and re-constructive potential, 
because they seem to offer scope for challenging accepted structures, orthodoxy 
and practices (Vanobbergen et al., 2006). Postmodernity opens up alternative 
dialogical possibilities in our knowledge base (Lather, 1991) and asks us to 
transgress beyond our taken-for-granted assumptions, strategies and habits in 
pedagogy and educational sciences. Adherents in disability studies aim to discover 
new opportunities and possibilities (Danforth, 1997, 2004), and to frame some of 
the ambivalence and uncertainty surrounding categories like impairment (Allan, 
2004), in search for new potential to re-inscribe new scenarios and impresarios as 
de-centred but entrepreneurial citizens. A useful résumé of possibilities in these 
refreshing and critical approaches in disability studies, as a response to binary 
thinking and essentialist rhetoric, is composed by Corker and Shakespeare (2002). 
Recently, they make a call to contribute to the development of disability studies by 
exploring how postmodernist and poststructuralist theory can further our 
understandings of disability and the diverse experiences of disabled people, and 
map out the postmodern terrain in terms of the following overlapping themes:  
 
 epistemologies that are based on the troubling of foundationalist meta-

narratives that are built on an operational code of binary thought central to 
epistemologies generated by modernism, which perceive and classify disability 
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in terms of a meta-narrative of deviance, lack and tragedy, and assume it to be 
logically separate from and inferior to ‘normalcy’,  

 an ontological emphasis on uncertainty, hybridity, contingency, embodiment 
and reflexivity,  

 a methodological emphasis on genealogy, deconstruction and situated 
knowledge;  

 a decentring of the subject and the social world, often through an emphasis 
on language, discourse and culture.  

 
That these themes (and they name some more) consistently overlap is evidenced 
in the blurring of disciplinary boundaries and seen in the move of new 
interdisciplinary, hybrid knowledges (Corker & Shakespeare, 2002, p.5). This kind 
of disability studies came with a new set of challenges that do not pave a smooth 
and comfortable road (Barton, 1998; Tillmann-Healy, 2003, pp.740-745). 
Disability studies and knowledge can be seen as a very complicated power issue 
(Van Hove, Roets & Goodley, 2005). Foucault offered, in my eyes, a useful 
toolbox for analysis, but I was in search for a useful theoretical framework to 
support disability studies as an act of relating and identification with the other as 
well. I borrow from Gilles Deleuze and Félix Guattari (1980/1987) and Rosi 
Braidotti (1994, 2002, 2006a) in order to foresee an inclusive disability studies; 
these philosophers enabled me to start thinking and experiencing differently, more 
creatively through some possibilities for widening the landscape of disability 
studies in ways that allow for a re-territorialization of the label of ‘learning 
difficulties’ in 2.3.4. Poststructuralist (and) Feminist Disability Studies with a Hint of Late 
Psychoanalysis.  
 
 
2.3.4.  POSTSTRUCTURALIST (AND) FEMINIST DISABILITY STUDIES  
           WITH A HINT OF LATE PSYCHOANALYSIS 
 

To keep our thinking in disability studies moving, not obstructed or 
arborified by thick set singular tree-roots, the philosophers Gilles Deleuze and 
Félix Guattari, and the feminist philosopher Rosi Braidotti enabled me by their 
lines of flight in 2.3.4.1. A Thousand Plateaus, and in 2.3.4.2. Nomadic Subjects, 
Metamorphoses, Transpositions.  
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2.3.4.1.  A THOUSAND PLATEAUS 
 

remember 
 
 

models are male 
trees are male 
academics are trees 
academics are stiff 
 
 

instead 
swarm like rats, baby 
 
a beloved friend’s poem, written the 9th of May 2007 

 
 
Deleuze and Guattari (1980/1987) open up possibilities with their view on 
modernist thought: 
 

The tree is already the image of the world, or the root the image of the 
world-tree. (…) One becomes two: whenever we encounter this formula, 
(…) what we have before us is the most classical and well reflected, 
oldest, and weariest kind of thought. Nature doens’t work this way: in 
nature, roots are taproots with a more multiple, lateral, and circular 
system of ramification, rather than a dichotomous one. Thought lags 
behind nature. (…) The Tree or Root as an image endlessly develops the 
law of the One that becomes two, then of the two that becomes four… 
Binary logic is the spiritual reality of the root-tree (Deleuze & Guattari, 
1980/1987, p.5) 

 
 
This modernist tree-link system of binary thought has never reached an 
understanding of multiplicity (ibid., pp.5-6). Modernist knowledge – of which 
disability studies has contributed – resembles a root-tree. It can only think in trees: 
different trees, each singularly rooted and hierarchical formed. One or the other. 
Disabled or non-disabled. ‘Learning difficulties’ or not. Bounded. One root. One 
reality. A place for some on one hierarchy. Deleuze and Guattari (1980/1987) 
however are not content with some sort of polyvalence, indefinite multiplicity, nor 
with not really breaking with dualism: Thankfully, nature is ahead of the game here 
and does not allow singular roots to remain. To position disability studies as a sort 
of “difficult knowledge” is to be interested in asking what might be made possible 
if it is situated as, in Foucault’s words, “a discourse that has a great ability to 
circulate, a great aptitude for metamorphoses, a sort of strategic polyvalence” 
(Lather, 2005a, p.10). Let us therefore follow Deleuze and Guattari (1980/1987) 
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with their notion of a rhizome, and perceive contemporary disability research and 
politics as rhizomatic: 
  

The multiple must be made, not by always adding a higher dimension, but 
rather in the simplest of ways, by dint of sobriety, with the number of 
dimensions one already has available – always n – 1 (the only way the one 
belongs to the multiple: always substracted). Substract the unique from 
the multiplicity to be constituted; write at n – 1 dimensions. A system of 
this kind could be called a rhizome. A rhizome as a subterranean stem is 
absolutely different from roots and radicles. Bulbs and tubers are 
rhizomes. (…) Even some animals are, in their pack form. (…) Burrows 
are too, in all of their functions of shelter, supply, movement, evasion, 
and breakout. (ibid., p.7, italics in original)  

 
In response, disability studies becomes a practice of pragmatics where ontology is 
overthrown, foundations are done away with and endings and beginnings are 
nullified (Deleuze & Guattari, 1980/1987, p.28). Rhizomatic becoming provides a 
productive site for resituating foundations for disability studies in anti-
foundational times (Van Hove, Roets & Goodley, 2005). Deleuze and Guattari 
enable us to think rhizomatically: to consider the in-betweens of us and them; to 
subvert dichotomous thinking between disabled and non-disabled; to challenge 
the researcher/researched divide. Moreover, rhizomatic ideas challenge our 
modernist tendencies to think of people, strata, society, concepts, bodies and 
minds in arborescent ways. This is a call for thinking in, of and through rhizomes. 
No more trees. Time for grass: 

 
A rhizome as subterranean stem is absolutely different from roots and 
radicles. Bulbs and tubers are rhizomes. Plants with roots or radicles may 
be rhizomorphic in other respects altogether (…)Burrows are too, in all 
their functions of shelter, supply, movement, evasion, and breakout (Ibid., 
p.7) 

 
 

The long term aim, then, as I see it – though for how long – is to continuously 
deconstruct, de- and re-territorialise the map of disability studies. Create burrows 
for shelter and eventual break-out. Activists and academia, self-advocates and 
allies, in alliance. Yet Braidotti (2002, p.118) stresses that these emerging ‘others’ – 
in my case people with the label of ‘learning difficulties’, self-advocates – were and 
are far from content with being incorporated in a variety of discourses in 
modernity. They also produce/d counter-discourses of their own and voice/d 
their increasingly visible, new and focused subjectivities which challenged His 
Master’s Voice, and let me add, the voyeuristic God’s Eye of the master narratives 
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of modernism (Haraway, 1991). Bio-power today engenders a system of integrated 
and all-encompassing surveillance, especially within the by now exploded 
boundaries of the subject (Braidotti, 2006a). Goodley & Roets (in press) note how 
‘impairments are always at risk for power takeovers. Disabled people can get 
disciplined, at any point, for example by the constitutive regimes of ultimate truth 
and bio-power at play of professional expertise. Disabled people’s rhizomatic and 
resilient character threatens to be rooted and stopped: branded as ‘tragic other’, 
reduced to the status of a disposable body and mind (Braidotti, 2006a) in an 
implicit search for (more) power, truth, hierarchy, and lack in the other’s 
difference and desire.  
 
Braidotti (2002, p.98) asserts that Deleuze and Guattari skilfully avoid the position 
of disavowal of unconscious processes, into which Foucault fails. Even quite the 
contrary, Deleuze and Guattari articulate criticisms on practices which reduce and 
destroy the assemblage of the unconscious and its desire as lack, to challenge 
blockings on flows of being, becoming and becoming (Deleuze, 1975-1995, p.79).  
 
Essential for disability studies is Deleuze and Guattari’s analysis of Canguilhelm’s 
notion of ‘anomaly’ and of Foucault’s notion of power over life (‘bio-power’) in A 
Thousand Plateaus: Capitalism and Schizophrenia  (1980/1987), and their call for a 
radical revision of ontological notions. In the, for me, very significant chapter 10 
Becoming-Intense, Becoming-Animal, Becoming-Imperceptible, they clarify the very different 
origin and meaning of the Greek word anomalous and the Latin word a-normal.  

 
It has been noted that the origin of the word anomal (“anomalous”), an 
adjective that has fallen into disuse in French, is very different from that 
of anormal (“abnormal”): a-normal, a Latin adjective lacking a noun in 
French, refers to that which is outside rules or goes against the rules, 
whereas an-omalie, a Greek noun that has lost its adjective, designates the 
unequal, the coarse, the rough, the cutting edge of deterritorialization. 
The abnormal can be defined only in terms of characteristics, specific or 
generic; but the anomalous is a position or set of positions in relation to a 
multiplicity (Deleuze & Guattari, 1980/1987, pp.269-270) 
 
 

The Latin a-normal reminds to Foucault’s notion of bio-power and ab/normal, 
deviant bodies and minds while the Greek anomalous reminds us to a political 
process ontology, to beings always in relation, in alliance with the rest of creation 
as relatives. Their illuminative idea of becoming-animal appeals for a re-
conceptualization of sexed-and-impaired bodies-and-minds that can get recast as 
social and political sites of power, discourse and action: 
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It is always with the Anomalous, (…) that one enters into alliance to 
become-animal. (…) For the whole question is: what is exactly the nature 
of the anomalous? What function does it have in relation to the band, or 
the pack? (…) It is a phenomenon, but a phenomenon of bordering. (…) 
Thus there is a borderline for each multiplicity; it is in no way a center but 
rather the enveloping line of farthest dimension (Deleuze & Guattari, 
1980/1987, pp.269-270) 

 
 
This phenomenon of bordering can be seen as a very powerful analytic resource 
for valuing the notion of bio-diversity within human kinds, that displays the social 
creation of human kinds in relation to the notion of bio-power that displays the 
social construction of human kinds into which people can be sorted.  
 
Some contemporary poststructuralist feminists have sought to adapt this strand of 
Deleuze and Guattari’s work (see 2.3.4.2. as well), because we need a new political 
ontology at the centre of epistemologies and social practices (Grosz, 2005, p.5). 
The different stages or levels of becoming trace an itinerary that consists in 
erasing and recomposing the former boundaries between self and others 
(Braidotti, 2002, p.119). Deleuze and Guattari’s theory engages with pleasure with 
these subjects-in-becoming and the ‘others’ of postmodernity – like disabled 
people - in a very creative manner: it is the Master’s discourse that takes the heat 
and this is what is at stake in a nomadic theory of becoming (Braidotti, 2002, 
p.118). The ‘real’, ‘being’, ‘materiality’, ‘nature’, those terms themselves are opened 
up to their becomings, to the temporal forces of endless change (Grosz, 2005, 
p.5), by borderings and becomings. Deleuze and Guattari propose a version of a 
multi-layered, dynamic subject, that is embodied but dynamic, corporeal and in-
process, one and multiple, that has to be built up over and over again (Braidotti, 
2002, p.99). Deleuze and Guattari (1980/1987) call ‘becoming-woman’ the key to 
all other becomings: 
 

A kind of order or apparent progressions can be established for the 
segments of becoming in which we find ourselves; becoming-woman, 
becoming-child, becoming-animal, -vegetable, or mineral ; becomings 
molecular of all kinds, becoming-particles. Fibres lead us from one to the 
other, transform one into the other as they pass through doors and across 
thresholds (Deleuze & Guattari, 1980/1987, p.300) 
 
 

Braidotti (2003, p.51) and other poststructuralist feminists re-introduce late 
psychoanalysis (see Braidotti, 2002, pp.104-105) to re-interpret the notion of 
‘becoming-woman’ as one of many possible becomings to shot through master/slave 
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dialectics, but see more of this in the next section and next chapters (see in 
particular in Chapter IV, 4.4. Becoming Femme with/out ‘Learning Difficulties’).  
 
 
2.3.4.2.  NOMADIC SUBJECTS, METAMORPHOSES, TRANSPOSITIONS 
 

I am rooted, but I flow  
Virginia Woolf quoted in Braidotti, 2002, p.1 
 

 
Deleuze and Guattari’s ideas made me suspicious of totalizing categories 

like ‘women’, ‘blacks’, or ‘disabled’, and so on (Roets, Adams, Reinaart & Van 
Hove, in press). Lather (2004, p.766) argues that charges of biological essentialism 
are, unfortunately, currently rife in social sciences. In contemporary disability 
discourse, impairment-as-biological often remains theoretically untroubled 
(Corker, 1999, 2001; Tremain, 2002; Corker & Shakespeare, 2002). This Cartesian 
vision of ‘impairment’ identifies matter and mind as ontologically separate, and 
renders bodies as biological essences and unchanging phenomena (Hughes & 
Paterson, 1997; Goodley, 2003). To transcend Cartesian dualisms and to recapture 
this lost social space, we need to establish alternative ontological and 
epistemological grounds.  
 
Locating myself in the field of disability studies, with Goodley (in Goodley & 
Roets, in press) I argue that ‘impairment’ will continue to be spoken of and enter 
our analysis, as disability studies engages more and more with the cultural politics 
of education. Turning spotlights on and exposing the interdisciplinary characters 
and boundaries of disability studies and gender studies is incredibly influential to 
question essentialist rhetoric (Garland-Thomson, 2001, 2003, 2005; Carlson, 2001; 
Tremain, 2002; Kristiansen & Traustadóttir, 2004; Traustadóttir, 2006b). 
Postmodernist and poststructuralist feminism is experienced as one of the most 
powerful analytic resources for displaying the way culture constructs categories 
and subject positions that we then assume to be pre-given, universal and 
unchanging (Parker, 2003; Grosz, 2005). In line with feminist polemics about the 
distinction between sex and gender (Butler, 1990; Braidotti, 1994; Davis, 1997; 
Witz, 2000), the impaired body risks to be the symbolic marker of the boundaries 
between ‘us’ and ‘them’ (Fawcett, 2000; Corker, 2001). Corker (1999, p.632) 
argues that, in contemporary disability theory, biological foundationalism links the 
position of seeing impairment as conceptually distinct from disability. While 
gender/disability seem to be socially constructed, the sexed/impaired body is not 
(Davis, 1997). The refusal of the mind/body dichotomy is seen as the starting 
point (Grosz, 1994; Witz, 2000) to call for the body-and-mind as a socio-political 
issue and as subject to their analysis of power relationships (Braidotti, 1991; 
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Grosz, 1994, 2005): as soon as we attempt to articulate that there is a real, 
biological, ontological reality of ‘impairment’ located in a sovereign self, then we 
enter a world of human language, power, and cultural expression and 
transformation; bodies become the bearer of social, cultural and political 
significations (Grosz, 1994). Critical, Deleuzian-inspired feminists – like Rosi 
Braidotti, Elisabeth Grosz, Claire Colebrook, Elizabeth Adams St.Pierre, 
Dorothea Olkowski in feminist theory, and Elizabeth Adams St. Pierre, Patti 
Lather in educational theory, and many others - open up possibilities for exploring 
new ways of doing theory. These feminists do not want to get entangled in 
arguments over essentialism versus social constructivism, for example Hoogland 
(2002, p.214, our italics) who argues that:  
 

If there is one thing the inevitably inconclusive debates [over essentialism 
versus social constructivism] have made painfully clear, however, it would 
be the impossibility of trying to grasp, let alone live, our embodied 
subjectivities in the necessarily reductive terms of any mode of binary 
thought. 

 
 
Donna Haraway’s imaginative cyborg myth (1991, p.154), for example, is an 
argument for pleasure in the confusion of transgressed boundaries, imagining a 
very open field, a world without end. The cyborg is not subject to Foucault’s bio-
politics: the world is translated into a problem of coding, a search for resistance to 
control and bio-power, and all heterogeneity can be submitted to disassembly, 
reassembly, investment and exchange (Haraway, 1991, p.163). These extended 
epistemologies on the body assert figurations of alternative subjectivity and a 
multiplicity of ways of knowing that start from a relationship between multiple, 
de-centred selves and others (Lather, 1991; Haraway, 1991).  
 
With the emergence of new body theory in poststructuralist feminist approaches, 
both the body and mind must be discussed in disability studies, because it 
represents an enigma that poses a conceptual challenge (Hoogland, 2002, p.214). 
So we need to take the responsibilities of social theory and social research seriously, 
to reinvigorate the debate; disability studies should not ignore ‘impairment’ but 
problematise, challenge, deconstruct, and theorise it in the register of the psycho-socio-
political; and critical educational researchers should do the same (Goodley & Roets, 
in press). Along with complicated subjectivities of disabled activists who border in 
webs of power and knowledge, embodiment is a theoretical resource for a 
corporeal epistemology in disability studies (see special issue of NWSA Journal, 
2002; Shildrick & Price, 2005/2006), to challenge pervasive power-takeovers on 
‘unable’, ‘deviant’ and ‘impaired’ beings in particular ways:  
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…in which corporeality is no longer to be thought in terms of given and 
integral entities, but only as engaged in ever dynamic and innovatory 
linkages, bodies are neither whole nor broken, disabled nor able-bodied, 
but simply in a process of becoming. And the point is that the process 
follows no set pattern, nor has any specified end. There are, then, no fixed 
hierarchies, nor predetermined limits on the nature or trajectory of the 
connections to be made. It is not that there is no distinction to be made 
between one corporeal element and the next, between one human body 
and another, or equally – for Deleuze and Guattari - between the human 
and animal, or human and machine, but rather that becoming is a process 
of ever-new and always provisional points of coming together (Shildrick & 
Price, 2005/2006, quoted in Goodley, 2007a, italics added) 

 
 
However, contemporary disability theory does not seem able to deal with areas of 
disabled people’s experience of impairment and disability which are, by their very 
nature, in a state of constant flux (Corker, 1999).  
 
Appealing for my project in disability studies is the poststructuralist feminist 
philosopher Rosi Braidotti (1991,1994, 2002, 2003, 2006a, 2006b), who provides 
an alternative for the theoretical elimination of the materiality of the body, arguing 
for the relevance of Deleuze’s legacy (see 2.3.3.1.) and his philosophical 
nomadology by cross-reading it with the late psychoanalytic Luce Irigaray. 
Braidotti (1994) introduces a new figuration of layered, embodied subjectivity 
which she calls nomadic existence, and argues that nomadism is a political project 
in which a new subjectivity is created, which blurs boundaries and makes 
transitions between constructed categories and levels of experience. She borrows 
insights from Deleuze who, in his influential oeuvre Difference and Repetition 
(1968/2004), and later with Félix Guattari in A Thousand Plateaus (1980/1989) 
perceives the raw materials of existence as a nomadic distribution of being(s) 
constantly in flux: 
 

Then there is a completely other distribution which must be called 
nomadic, a nomad nomos, without property, enclosure, or measure. Here, 
there is no longer a division of that which is distributed but rather a 
division among those who distribute themselves in an open space – a space 
which is unlimited, or at least without precise limits (Deleuze, 1968/2004, 
pp.45-46, italics in original) 

 
Nomadic subjectivity is about the simultaneity of complex and multi-layered 
identities (Braidotti, 1998). There is a need to re-name the subject as a multiple, 
open-ended and interconnected identity that occupies a variety of possible subject 
positions, at different places (spatially) and at different times (temporally), across a 
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multiplicity of constructions of self (relationality)  (Braidotti, 1994, p.158). This is 
central to the concepts of becoming that lie at the heart of Irigaray’s (1999) and 
Deleuze’s philosophical concerns (Braidotti, 2002). Like Braidotti, Olkowski 
(2000, p.89) suggests that, by folding together Irigaray’s and Deleuze’s interests in 
pragmatics, praxis and social activism, a philosophical framework and a 
transformative praxis may be created that embraces multiplicity without producing 
binaries, wherein the ‘sexed’ and ‘impaired’ body and mind are oriented toward an 
uncertain future rather than toward a fixed past. 
 
In Two Regimes of Madness, Deleuze challenges practices which reduce and destroy 
the assemblage of the unconscious and its desire as lack (Deleuze, 1975-1995, 
p79). And ‘impairment’ is always lack if we consider life’s quest as one of 
addressing human difference, and desire and the unconscious of both ourselves 
and others, as  lack. The affirmativity and creativity of Deleuzian-inspired theory 
intrigues. Deleuze introduces a logic of desire as a force of production, a 
fundamental flow of energy: 
 

You must produce the unconscious (…) The unconscious is a substance 
which must be created, placed, made to flow, it is a social and political 
space which must be won (Deleuze, 1975-1995, p.81, italics in original) 

 
 
Desire, instead, is productive: desire creates desire, through multiplicities of 
desires. The sexed and impaired subject is no longer impaired for it has lost its 
engagement with lack as an ontological premise (Goodley & Roets, in press), in a 
logic of desire as a force of production, an intense, productive and fundamental 
flow of energy (Gibson, 2006, p.189). It is a subject ever moving. A subject 
becoming. A body without organs (Markula, 2006; Goodley, 2007a). 
 
In a similar vein, late psycho-analytic feminst theory makes clear that the body and 
mind are oriented toward an uncertain future rather than toward a fixed past, 
literally written on, inscribed, by desire and signification. Classic psycho-analysis, 
for example, is contaminated by an ontology of lack and guilt  (Braidotti, 2002, 
p.97-101). In feminist psychoanalytic praxis, Freudian thought has been accused 
of ‘functionalism’ by its discontents 4; it is accepted as a theory of how women are 
                                                 
4  Nevertheless, Rose (1983) and Braidotti (2007) remind us that we need to remember, for example, 

that Sigmund Freud’s intervention in clinical practice could be called, in a sense, quite radical and 
woman-friendly at the turn of the last century. At that time, Freud was very influential in a sense 
that he did break with traditional psychotherapy that had no intentions to work with women. At 
last and at least, he started to have interests in, to recognize and analyze these ‘slips of the tongue’ 
of women…(Rose, 1983). After Freud, his significant impetus passed to Anna Freud and Melanie 
Klein, and psychoanalysis created one of our cultural institutions which does not professionally 
and systematically discriminate against women (Rose, 1983, p.6). And after all, Jacques Lacan, who 
was the supervisor of Félix Guattari in La Borde, updated Freud’s psychoanalytic legacy and made 
it relevant in the 20th century (Rose, 1983; Braidotti, 2007).  
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psychically ‘induced’ into femininity by a patriarchal culture, and is accused of 
perpetuating this process in its practice (Rose, 1983): 
 

…either through a practice assumed to be prescriptive about women’s role 
(this is what women should do), or because the very effectiveness of the 
account as a description (this is what is demanded of women, what they are 
expected to do) leaves no possibility of change (Rose, 1983, p6, italics in 
original) 

 
 
In this psychoanalytic tradition, psychoanalytic feminists, like Luce Irigaray, are 
not biological or psychic determinists and the body and mind are in no sense 
naturally or innately psychical, sexual, or sexed (Grosz, 1994): 
 

It is indeterminate and indeterminable outside its social constitution as a 
body of a particular type. This implies that the body which it presumes 
and helps to explain is an open-ended, pliable set of significations, capable 
of being re-written, reconstituted, in quite other terms than those which 
mark it, and consequently capable of re-inscribing the forms of sexed 
identity and psychical subjectivity at work today (Grosz, 1994, p.61) 

 
 
Bodies and minds are interrelated and in process, in constructing women and their 
relationships with others; “…the body is (...) a cultural construction that 
capitalizes on the energies of a heterogeneous, discontinuous and unconscious 
nature” (Braidotti, 2003, p.44). Irigaray (1999) brings the body and mind back into 
play as a mobile set of differences:  
 

You are moving. You never stay still. You never stay. You never ‘are’. 
How can I say ‘you’, when you are always other? How can I speak to you? 
You remain in flux, never congealing or solidifying. What will make that 
current flow into words? It is multiple, devoid of causes, meanings, simple 
qualities. Yet it cannot be decomposed. These movements cannot be 
described as the passage from a beginning to an end. These rivers flow 
into no single, definitive sea. These streams are without fixed banks, this 
body without fixed boundaries. This unceasing mobility. This life… 
 
 

Irigaray’s unstable ‘I’s’ and ‘you’s’ avoid fixed gendered positions and can be used 
as complementary to Deleuze and Guattari’s ‘becoming-woman’ as key to all other 
becomings (Braidotti, 2002, 2003). Irigaray (1992, 1993) is radically undoing 



THEORETICAL RESOURCES 
 

125 

binaries and essentialist thought, such as discursive/material and sex/gender by 
rendering the gendered and sexed subject in a continual process of becoming:  

 
In order to become, one needs a gender or an essence (necessarily sexed) 
as horizon; otherwise the becoming will be only partial or multiple 
without a future of one’s own leads to abdicating responsibility for this 
process, to the Other of the other. Becoming means achieving the 
fullness of all that one could be. This process is obviously open-ended 
(Luce Irigaray, quoted in Braidotti, 2002, p.65)  

 
 
Irigaray challenges ‘the old dream of symmetry’ (Irigaray, 1985 quoted in Corker, 
1999, p.635) and problematizes the foundational character of for example sex and 
impairment which requires a stable and oppositional category of ‘normalcy’ and 
binary thought.  
 
In favour of her praxis and the pragmatics and social activism of her feminist 
project, Rosi Braidotti folds these philosophical frameworks together and 
discloses, as such, a new scenario for her feminist project, creating a nomadic 
approach to sexuality and alternative patterns of desire. My engagement with 
Braidotti’s nomadic philosophy based on radical postmodernist, poststructuralist, 
and poststructuralist feminist approaches with a hint of late psychoanalysis 
enabled me to articulate (in Goodley & Roets, in press): 
 

…the relevance of disabled wo/men’s ontological desire to posit 
themselves as corporeal, sexed, impaired but social beings who are 
necessarily involved in being, becoming and acting. This brings the sexed, 
impaired ‘body’ and subject back into play as a mobile and moving set of 
differences, as a psycho-social and socio-political construction that 
capitalizes on the energies of a heterogeneous, discontinuous and 
unconscious nature, of a multiple and nomadic subject with bodily, 
rupturing roots, capable of resistance, transforming and reconfiguring the 
self in an anti-essentialist way (Braidotti, 2006a) 

 
 
In my research, through my focus on how these new subjectivities of wo/men 
with ‘learning difficulties’ can be perceived in an alternative, anti-essentialist way, I 
connect and commit myself, along with feminisms, to the production, invention 
and creation of sites of meaning that can be occupied by disability activism 
(Chanter, 2006, p.112) In Chapter III, IV and V, I de- and re-construct disability 
studies as complex terrain of political praxis in favour of a hybridized strand of 
critical disability studies, and try to read some complicated webs of power and 
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social life, with the aim to learn about new couplings and new coalitions with 
people with the label of ‘learning difficulties who ‘self-advocate’.  
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III 
 
 

Methodological Persuasions and Analytical Resources  
 

 
 

 
Sometimes I get out on the streets like a lost soul.  

I feel like a dog in the gutter.  
Some bastards dare to peep at us and fuss about us round the clock. (…) 

Folks walking down the streets sneer at us like we are worthless.  
They only see impairment.  

But they are as blind as a bat.  
They have to look beyond their own limitations.  

We are more than cast-off good-for-nothings  
in our damn great fucking society. (…) 

 
Anyway I think they have only loose talk to say.  

They can listen to us.  
Then they at least have serious tobacco to chew.  

 
They forget that dogs know how to bark seriously.  

And they do bite if necessary.  
If they think I am a lap dog, then they are missing the point.  

I am a bloody serious grown-up man. 
 

We hope our stories bite you all. So you get smart. 
 
 
 
 
 

 (leading self-advocate Danny Van de Perre with support of Griet Roets, Preface 
in Dan Goodley & Geert Van Hove (Eds.) Another disability studies reader?  

People with learning difficulties and a disabling world,  
2005, Antwerpen/Apeldoorn: Garant) 
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In this chapter, I clarify the current Babel of tongues in versions of doing 
disability research with people with ‘learning difficulties’, and expose my research 
strategy as participatory action research in 3.1. Doing Disability Research with People 
with the Label of ‘Learning Difficulties’: A Babel of Tongues. I borrow from 
postmodernist and feminist methodologies to be able to travel through the life 
worlds of self-advocates involved in my research praxis. For my analyses, I 
explore a poststructuralist approach, the drawing of cartographies of nomadic 
epistemologies; to map complicated subjectivities and asymmetrical power in self-
advocates’ everyday lives and relationships in 3.2. A Postmodernist Feminist Approach 
to Life Story Research: Mapping Political Potential.    
 
 
3.1. DOING DISABILITY RESEARCH WITH PEOPLE WITH THE 

LABEL OF ‘LEARNING DIFFICULTIES’: A BABEL OF 
TONGUES 

 
3.1.1.  EMANCIPATORY? PARTICIPATORY? COLLABORATIVE? 

COOPERATIVE? INCLUSIVE?  
 

In parallel with different theoretical influences in the perception of the 
activism of the self-advocacy movement (see Chapter I and Chapter II), the 
academic literature carries a number of approaches and examples of research 
studies useful to my study of self-advocacy. Over the last decades, disability 
studies researchers are committed to shift the focus of their research from a 
deficit perspective on people with disabilities to disabling social attitudes and 
environments (Skrtic, 1995; Barton, 1996; Ramcharan et al., 1997; Van Hove, 
1997, 1999b; Goodley, 1999; Barnes, 1996; Barnes & Mercer, 1997; Oliver, 1997; 
Clough & Barton, 1998; Moore, 2000; Chappell, 2000; Ramcharan, 2005). 
Disability studies research wants to move away from the assumption of research 
undertaken in the context of normalisation theory (see Chapter I, section 1.2.) that 
tends to focus on changing individuals to reduce deviance, stigma, and devaluation; 
and the assumption that, perhaps in the end, this will possibly produce social 
change and inclusion (see Chappell, 2000; Walmsley, 2001). I inscribe my choice 
for methodological approaches for my work with people with the label of 
‘learning difficulties’ basically in what Booth and Booth (1996), Goodley (1996) 
and Van Hove (1999b) have set out so clearly; they suggest that the guiding 
principle behind involving people with ‘learning difficulties’ in the research 
process lies within the challenge posed by inadequacies of research methods and unable 
researchers, rather than that this can be perceived as a problem of people with 
‘learning difficulties’.  
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Inherently this motive in disability studies changes the conditions of the 
relationship between the researcher and the researched. However this shift in 
focus to involve people with the label of ‘learning difficulties’ was not just set like 
a smooth changeover in research praxis, and created new dilemmas and 
uncertainties at the side of many researchers while actually doing disability 
research in the field of disability research (see my Introduction). My head got in a 
whirl of the rapid growth of terms, of the Babel of tongues, to name approaches 
to do disability research with people with ‘learning difficulties’ (see for example, 
Taylor & Bogdan, 1990; Booth, 1996; Booth & Booth, 1996, 2003; Goodley, 
1996; Van Hove, 1999b; Chappell, 2000; Walmsley, 2001; Walmsley & Johnson, 
2003; British Journal of Learning Disabilities, 2004; Gilbert, 2004; Goodley, 2004; 
Goodley & Van Hove, 2005). A first and important drive was given by the social 
model of disability that stressed a direct and politicised relationship between 
disability researchers and the radical elements of the disabled people’s movement 
(Goodley & Roets, in press), in a sense a similar development in feminism and the 
input of the strand of standpoint theory (see 3.2.1.). The central tenet of the 
research paradigm set out by the social model is that people with disabilities 
should control the research process, with the aim of research being social change 
and the emancipation of people with disabilities (Barnes & Mercer 1997, Oliver 
1997). In the beginning the adoption of the social model of disability has 
profoundly influenced the landscape of these research approaches and 
methodologies as an epistemological stance (see Chapter II, section 2.2.1.), setting 
the themes, the research agendas and formats, and determining the discussion of 
findings (Goodley, 1997; Walmsley 2001).  
 
In the context of suggested research methodology in researching with people with 
‘learning difficulties’, there arises confusion in the discourse of the social model 
that values ‘emancipatory research’ rather than ‘participatory research’ to 
distinguish between contexts where people with disabilities participate, but are not 
in ultimate control of the research process (Stalker, 1998; Chappell, 2000; Gilbert, 
2004). In the literature an endless repetition of several extended, critical reviews 
and discussions of the possibilities and limitations of these emancipatory versus 
participatory approaches of disability research methodologies, analytical resources 
and analyses (all intrinsically linked to the social model discourse, predominantly 
contextualised in the UK) can be seen. The impact and influence of the social 
model of disability on research with people with ‘learning difficulties’ has been – 
and in a sense still is present in my work, but I have tried to avoid ‘simplistic’ 
copies and translations of the social model approach that remain, in my eyes, very 
ambiguous after all. For me, exactly the tension with the social model arises with 
the insistence that people with disabilities should have ultimate control over the 
entire research process at every stage of the research process. There are several 
relevant reasons for this that I will illustrate and articulate in what follows (and see 
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section 3.1.2. and 3.1.3.). Gilbert’s paper (2004) provides a very useful overview of 
the literature which clarifies the present Babel of tongues in a helpful way; and in 
the end he doesn’t use the distinction between participatory and emancipatory 
research neither, arguing that few studies meet all the rather exclusive criteria for 
emancipatory research (and see a useful overview of these demands by Chappell, 
2000). Soon I noticed that, in parallel with these critiques, some different and 
more open-minded approaches have been developed to overcome these 
dilemma’s. Gilbert (2004), for example, remains interested in particular to look at 
research insights produced from a relatively small number of research sites, 
studied from each situation in the process of researching together and 
participation. He identifies a number of approaches that proved a particular 
relevance to research involving people with ‘learning difficulties’ (Gilbert, 2004, 
pp.301-306), mainly approaches developed from narrative methodology, more 
heterogeneous approaches with a commitment to an aim beyond the articulation 
of individual or group experiences (studies committed to action research in which 
change is central to the research process), and studies associated with quality of 
life research influenced by discourse analysis. He demonstrates the richness, 
ingenuity, uniqueness and potential of these approaches to research involving 
people with ‘learning difficulties’. I discovered a sort of blank credit and 
unexplored and hidden potential in collaborative (Danforth, 2001), inclusive 
(Walmsley & Johnson, 2003; Goodley, 2004) and cooperative (Van Hove, 1999b) 
research approaches to work with people with ‘learning difficulties’, in which 
participatory aims seem to create a smooth space to set up research experiments 
shared by self-advocates and their allies as co-educators (see my Introduction). In 
that vein, Goodley (1999) reveals these participatory tenets as quite essential aims 
and features of disability research in the terrain of disability studies, to engage in 
research ventures that can be au fond inclusive towards people with the label of 
‘learning difficulties’: 
 

At the heart of this paradigm is the maxim that research must mirror and 
facilitate, under the orchestration of disabled people, the resistance of 
disabled people in the face of a disabling society. Disability research 
should be about research with rather than for or on disabled people; “if 
research is not constructed through participation it will confirm rather 
than challenge existing social constructions” (Swain, 1995, p.92, quoted in 
Goodley, 1999, p.27) 

 
 
Atkinson and Walmsley (1999) pointed out that people with ‘learning difficulties’ 
themselves identified particular difficulties and addressed needs for support to 
face the intellectual demands to participate as partners in the research process; for 
example many of them have little or no access to either the written or spoken 
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word. Involvement in the research process of people with ‘learning difficulties’ 
means that they have to develop alliances with sympathetic supporters and allies, 
whether these peoples are academic researchers or not (Booth & Booth, 1996; 
Goodley & Moore, 2000; Walmsley, 2004; Townson et al., 2004; Chapman & 
McNulty, 2004). Chappell (2000) argues that the interest in participatory research 
(rather than emancipatory research) lies in challenging: 

 
…the exclusion of people with learning difficulties from academia where 
they could gain a foothold to do research themselves. In this sense, it 
could be said that people with learning difficulties need sympathetic non-
disabled researchers who can use their position to articulate the 
experiences of people with learning difficulties to the outside world 
(Chappell, 2000, p.42) 

 
 
Walmsley (2001, p.203) observed that few debates are raised by academic 
researchers with people with ‘learning difficulties’ (and their allies), for example to 
figure out how the research (process and product) including the making of theory 
can be shared and generated by and with people with the label of ‘learning 
difficulties. In much of the developments in these research approaches, there 
seemed to be a failure to account for the lived experiences of people with ‘learning 
difficulties’ who actually participate, or who could reflect on previous 
participation, in research processes. In that light, it was my desire to expose, value 
and recognize the continuous complexities, challenges and gains of doing research 
with people with ‘learning difficulties’ who ‘self-advocate’ in the context of the 
self-advocacy movement. I adopted and explored, in particular, the cooperative 
research approach (Van Hove, 1999b) while getting engaged as a volunteer 
supporter, ally and researcher with the projects of Our New Future (see 
Introduction and Chapter I, section 1.3.). Van Hove (1999b) introduces a Freirian-
inspired, praxis-oriented strand of cooperative research with people with the label 
of ‘learning difficulties’, that varies broadly from more participatory to 
emancipatory ways of researching together in an inclusive way. In participatory 
action research, participatory research can be viewed as a transitional phase 
towards emancipatory research. In my eyes, a rich, retrospective and creative 
account, raised out of the heart of a contextualised research site about a research 
process that gained its momentum from a close collaboration between self-
advocates and their allies and especially due to their talents and gifts to act as co-
educators for each other, could be very telling and informative for disability 
researchers, amongst others (see Ramcharan, 2005). In the next section, I shed 
light on a rich, detailed, and in my work very significant account of one of the 
projects of Our New Future, One for All, All for One! A Joint Fight for Our Human 
Rights (ONT, 2002) (see 1.2.3.1.) in order to figure out what the potentials and 
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limitations of participatory approaches could be in collaboration with self-
advocates in Flanders. Jointly with two leading self-advocates, Daniel and Robert, 
and two volunteer supporters and researchers, Geert and Elisabeth, I describe the 
rich process of the project in which I was invited by leading self-advocates to act 
as a volunteer supporter and a participant.   
 
 
3.1.2.  CRITICAL INCIDENT: THE MAKING OF THE MUSKETEER BOOK 5 
 

In this section, I will illustrate the way how leading self-advocates of Our 
New Future were very sensitive to recognize subtle signs of resistance and 
cultures of a priori resilience in this cooperative research project (Van Hove, 
1999), to release and realise the potential of people with ‘learning difficulties’ as 
self-advocates (and see Chapter I). In that light, note here that the core self-
advocates involved engaged with moving into a politically, financially and 
organisationally autonomous self-advocacy group (see the group typology 
provided by Goodley, 2000, pp.15-24) while the project was elaborated. Leading 
self-advocate Robert expresses:  
 

We want to be outside. Defend who we are. You have to put us all in the 
spotlight. Let’s throw light on people who remain hidden in the dark. I 
think it’s an absolute injustice. Yet, we can do many things. I want to be there 
for them. I am just looking at gifts. If you really want to understand my tale, 
then you’ll see: there I am, standing in the light. People can get in our 
spotlight with their gifts (president of the self-advocacy network in 
Flanders, Robert, March 8th, 2003 in Roets et al., 2005, italics added) 

 
 
Leading self-advocates began to realise that no one could advocate for themselves 
and other self-advocates as well as they could. That made an interesting 
background and consequence of the project. Here the findings of chief musketeer 
Daniel and his right-hand Robert are represented when they explored their 
relational perspective on the process of self-advocacy, empowerment and self-
empowerment in retrospect after the ‘making of’ the musketeer book (see Roets, 
Van de Perre, Van Hove, Schoeters & De Schauwer, 2004). Here, I re-present a 
handful of well-considered and –chosen accounts, based on the musketeer book 
project (ONT, 2002) and provided by leading self-advocates and their, amongst 
others academic, volunteer supporters and allies (see 1.2.1. New developments in 
disability policy and practice for an account of these resources as well). This account 

                                                 
5  Based on: Roets, G., Van de Perre, D., Van Hove, G., Schoeters, L., De Schauwer, E. (2004). One 

for All – All for One! An account of the joint fight for human rights by Flemish Musketeers and 
their Tinker Ladies. British Journal of Learning Disabilities, 32(2), 54-64. 
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offers a clear illustration of the turbulent dynamics in a group of self-advocates in 
action, since the musketeer book project had to deal with some honest ups and 
downs.  
 
Spring 2000, the book project group got dissolved by the responsible self-
advocate Daniel, who was appointed by the other self-advocates to take great 
pains over the project. His main reason was that he got fed up with a non-disabled 
expert in the project group, who was supposed to be present to only support the 
process. He kept silencing self-advocates who wanted to tell their own life stories 
and, in Daniel’s eyes, bossed about them, saying that they had to collect stories 
from outsiders, and that telling their own stories was all too subjective and 
amateurish. Daniel simply made his outraged protest against the non-disabled 
expert outsider in the book project group overt by “kicking off himself” 
(translated in Dutch “dan kuis ik mijn schup af!”). 

 
We first started up our book project with a couple of 
supporters and an outsider but this did not proceed 
thunderous. So after this difficult time, we started all over 
again with a bunch of six tinker ladies to complete our 
life’s work: a good book telling stories about people who 
have their own abilities within our big, fucking awful 
society. At the outset, when he [non-disabled expert 
outsider] was working with us, it did not proceed and I, the 
head musketeer, slope off with my packs and baggage 
because he thought that he was a pedant about how to 
compose our book in which we were supposed to write 
about our lives. But we are the wise guys (Van de Perre & 
Roets, collaborative reflecting, 12.3.2003) 

 
Previously, the role of non-disabled people in the emergence of disability politics 
has been perceived as actually undoing the potential of disabled people to organise 
their own collectives (Oliver, 1990). Such involvement is conceptualised as 
threatening to usurp the radical nature of self-advocacy, centring concerns on 
other issues rather than on the interests of self-advocates (Aspis, 1997, 1999). 
Goodley’s (1998, 2000) appraisal of practices of support in self-advocacy groups 
however highlights a number of such interventions that are appropriate and 
supportive to the development of the members’ self-advocacy, and he concludes 
that further research could follow up the role of the non-disabled supporter in 
organizations of disabled people to see if a rejection of such support is hasty or 
acceptable (Goodley, 2000, p.210). Obviously, during the musketeer book project 
in Flanders, self-advocates treated the presence of the non-disabled expert with 
suspicion as well, especially because he didn’t act in a supportive way at all. Daniel 
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dissolved the book project group and forced the non-disabled expert to make his 
exit so he could never come back: he didn’t discharge the expert in a militaristic 
way but simply disappeared, using self-defence as a way to resist his dominant and 
authoritative presence (see Braidotti, forthcoming 2007).  
 
Summer 2000, Daniel tried to pick up the thread with the book project group 
again, but it seemed as if no one knew what the project group was heading for any 
more. Daniel refused to sit down in despair and wanted to talk with his best 
comrade, Philippe, who handed in his resignation as a president of the self-
advocacy group in May 1999 very suddenly and since then left the group. At that 
moment, Philippe and his advisor finished a small-scaled research project, entitled 
Just wake up your self, your knocker-up is an advisor! (a title invented by Philippe, in: 
Lenoor & Roets, 2000), in which they explored why Philippe’s resignation really 
came like a bolt from the blue. They wanted to unravel Philippe’s motivation to 
do this, and based the research on one of Dan Goodley’s suggestions at the end of 
his in depth study of self-advocacy:  
 

This book leaves many stones unturned (…) Finding 
out why people move on from self-advocacy groups 
could help to establish the impact of group 
membership on life chances and how ex-members 
perceive group relations. Moreover, such a focus may 
well broaden understandings of self-advocacy outside 
of groups (Goodley, 2000, p.291).  
 

Lenoor and Roets (2000) learned, casting a glance back at his process of self-
advocacy through an extensive reconstruction of his life history and a joint 
analysis of his narrative, that self-advocates themselves are the most important 
people with respect to validating their sense of self and addressing concerns of 
other self-advocates, and to the development of their own, and others, 
empowerment and self-empowerment (reflected in the title Just wake up your self…). 
In one very illustrative extract of Philippe’s life story, he reveals: 
 

It’s all about support. Don’t think in terms of self-determination. Then 
people can watch you and say: “He’s the man, he holds his own!” That’s 
playing hide-and-seek with each other. That’s like humiliating terms of 
peace. That works so well that this man went down with all hands on 
board! [means what happened when he resigned] Because you have to do 
it all on your own, demonstrate that you’re independent. That doesn’t 
work out all the time, so then you have to face the facts and ask for help. 
I give you an example. My very best brother Luc and me, all we do is 
being there for each other. We philosophize about our life all the time. 
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Affirm each other. Even when our records are none of the best! What can 
we learn from reverse? We make sense of it, however. Some people deny 
that they have an impairment. But it doesn’t work. They want to be 
independent, invulnerable. In Our New Future, I figured out who I really 
am. I was forced to look at myself in the mirror. Now, I can tell the world 
that I’m impaired, and that I need support too. Just wake up you self! 
Your knocker-up is someone who supports you and respects you in that 
vein (Philippe in Lenoor & Roets, 2000, p.61) 

 
 
Philippe concluded that self-advocates appear to be a lot more able than even the 
most well-meaning advisor in promoting the empowerment of other, even ‘less-
able’, self-advocates and that support needed to be understood in accordance with 
what self-advocates can do for themselves and with their friends in the group 
(reflected in the title …your knocker-up is an advisor!, see Lenoor & Roets, 2000). 
Philippe heard about the problems and prompted Daniel to hold his head high. 
He told Daniel to ask Griet for support, because he learned her to address the 
points (see also Goodley, 1998). Soon, Daniel addressed his worries to Griet: how 
could he possibly face the problems and how could he bring the book project 
group back together again? He made clear that he required allies to do this, but he 
wanted to make sure that the integrity of the accounts of the people involved in 
the book project was safeguarded. We got the project going again by picking up 
dialogue with everyone involved, and mainly important for the new start was the 
profound awareness of power dynamics. We figured out, as a group, that it was 
crucial to discover subtle signs of resilience and power within people and 
communities: 
 

We have to try to subvert and abjure pejorative labels, provide 
opportunities for connections to their own resources, assail the victim 
mind-set and foreswear paternalism. We should trust people’s intuitions, 
accounts, perspectives and energies, and believe in people’s dreams 
(Saleebey, 1997, p.8) 
 
 

We realized and recognized that the personal stories of the core members needed 
attention. The way tales are told may be shaped by the desire to have others 
accept them as valid social accounts (Holmes, 1997, p.154). 
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At the outset, it wasn’t simple to fulfil our dream. 
Because we had no one to hold on to. I thought I had a 
dream that would never come true. The work wasn’t 
bowling along. I thought my dream was falling apart. I 
felt responsible for the group of self-advocates who were 
journalists, and their supporters. The responsibility was 
very heavy on my shoulders. Then I had to find my lady 
Griet. She had to fish up our dream and get the work on 
the rails again with me. Because our dream – to write a 
dignified book –  was busy drowning. So then, my dream 
was made true again. That was two years ago (Van de 
Perre & Roets, Press Conference, 15.10.2002) 

 
 
The group created to the best of its active power a research site wherein we 
embraced the, often disqualified, knowledge of self-advocates and created new 
and experiential knowledge in a joint ad/venture. Here, we illuminate four main 
experiences after the making of the musketeer book: (i) fair intentions to share power 
and control, (ii) high team spirit, (iii) witty tease and productive meaning, and (iv) aiming at 
tangible shifts in beliefs and attitudes in disabling society. 
 
 
(i) Fair intentions to share power and control 
 
Summer 2000. Mainly important for the new start was to question everyone’s 
location in the book project group. Drawn into dialogue with all self-advocates 
and advisors, Daniel and his tinker lady Griet actively questioned roles and 
commitments. This took time.  

 
Second time, right time. We got the feel of a pretty good 
gang of foreman. Without our fluid cooperation, our 
dream could get drowned. This time, we made up a 
strong gang of musketeers and 6 fresh advisors (Van de 
Perre & Roets, Press Conference, 15.10.2002) 
 

We figured out that we needed more time and informal space to meet each other; 
previous gatherings, Daniel complained, were like having a quickie. Over the 
period of Summer 2000 until Winter 2001, it was the head musketeer’s honour to 
organise musketeer book weekends in style. We felt like building gipsy camps; our 
gang coming from all over Flanders as real travellers. We held two-monthly book 
weekends, staying in the house of Caroline’s grandmother in Ronse and at 
Elisabeth’s parents home in Geraardsbergen as warm whereabouts. 
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Our weekends were fun and we enjoyed ourselves. The 
musketeers were charming the majority of the group. We just 
wanted to tell our own true tale. To made clear that we 
musketeers were as fit as a fiddle (Van de Perre & Roets, Press 
Conference, 15.10.2002) 
 

Next, we firmly reshuffled the group and searched for everyone someone else 
who owned the likes of you. We figured out with the musketeers and their tinker 
ladies which musketeers we could match sensitively together with their favourite 
tinker lady in small working units (for example, one group working in the kitchen, 
two groups in bedrooms, two groups in the sunny garden, one head musketeer 
sloping off to make a dangerous town and then controlling his bunch of tinker 
ladies on the work done when he returned). As Robert refers to his comrade 
Daniel with a smile. 
 
The ruling principle to compose our book? To appreciate people and their talents. 
Everyone a personal task. An own spot in the group. We own each other some 
respect. For example: Daniel needs some fresh air from time to time, which 
doesn’t mean he wasn’t a good head musketeer! (Schoeters & De Schauwer & 
Roets, collaborative reflections, 8.3.2003) 
 
Between the book weekends, musketeers further developed their creative ideas 
and told their rich stories within their moving networks. They drummed up their 
tinker ladies to meet them at home and to support them while working out their 
bright insights. Daniel reflects on the collaboration: 
 

As head musketeer, I stumbled over a stupid blonde tinker lady and I 
got grey hairs from her. But she got it fixed to develop a brotherhood-
sisterhood alliance between us and I have a fair chance that I will 
become all grizzled now in the near future. But my tinker lady is 
allowed to say something now, because we’ve managed the tough job 
together (Van de Perre & Roets, collaborative reflecting, 12.3.2003) 

 
 
Defining his supporters as tinker ladies, Daniel just paid off old debts with the 
reverses with the expert and prompted supporters to be really supportive, to have 
a sensitive alertness to address musketeers points and to be aware when silence is 
gold. Supporters were walking a high wire, supporting people by listening and 
acting in ways that challenged discourses that silence and disable as much as 
possible (Goodley, 1998, 445). Of course, musketeers and their tinker ladies took 
a nose-dive from time to time.  
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As head musketeer, I was responsible for the whole 
organisation of our weekends. For me there was loads of work 
to do. (…) Our mother Jasmine [Daniel’s tease for our former female 
President] was so tired that she tumbled out of her bed in the 
middle of the night! And then we had to get her transported to 
the nearest hospital with that bump on her head. I got terribly 
worried! But oh, my tinker ladies were not quite helpful, they 
managed to fall in love with one of the doctors in that hospital, 
head-over-heals! They were all eyes for that doctor! Luckily I 
was there to carpet them! So this were weekends that I will 
never forget for the rest of my life. For me, it was a new 
chapter that dawned in my life. In our weekends, our alliance 
got close as never ever before (Van de Perre & Roets, ONT, 
2002, p.9) 

 
 
Supporters moved from being expert interpreters of the world to being the 
servant of people with ‘learning difficulties’, putting some of their skills at their 
disposal (Walmsley, 2001, p.195) but enjoying skills of the musketeers as well. For 
example, Robert’s use of language was very precise. He interpreted the process of 
collaboration as a play of ping-pong; he deliberately used an alliteration of Vier 
V’s (Four V's) to make his insights sound winged.  
 

It’s most significant to give each other freedom of action. This relates with 
Four V’s:  
 Vrijheid (Freedom),  
 Verbondenheid (Connectedness),  
 Verantwoordelijkheid (Responsibility) which are thread through  
 Vriendschappelijkheid (Comradeship).  

These things were all happening in between us; you and me. You’re ought 
to give the other enough freedom of action to take responsibility. So 
you’re both responsible. It was like a sort of play of ping-pong across 
each other, showing your true colours. We teased each other out. We 
shared the sweet and the bitter. I could really dialogue with my tinker lady 
(Schoeters & De Schauwer & Roets, collaborative reflecting, 8.3.2003) 

 
 
At page 29 of our musketeer book (ONT, 2002), Robert introduces, proclaims 
and explains his Vier V’s to other self-advocates too, opening with the statement: 
Our movement is very much alive! Our stubborn aim to share power beyond 
someone’s particular control, and our wish to fulfil the tuff task to write a 
dignified book lead to some deliberate choices. The musketeer’s ultimate and final 
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control about everything that was done was never meant to be overtaken. 
Musketeers took the lead with support of each other and their favourite tinker 
lady, a governing principle sustained by our book project group. Our principle is 
mirrored in some realities when reflecting on our process of empowerment (and 
we forget many): 
 
 Self-advocates choose who they wanted to interview and why, how, where, 

when this was supposed to happen and what questions they had in store. 
Their supporters typed their conversations down and returned them to the 
interviewer and his comrade in the small working units. Then we did some 
further working on the tales in dialogue. 

 

 Self-advocates were free whether to draw their own life story into the tale or 
not (for example, Rob only wanted to “grill” other people and offer his 
comments and questions in the “Between Dream and Deed” pieces  

 

 Self-advocates delivered ideas for pictures to be made, see (iii) witty tease & 
active meanings 

 

 Self-advocates made choices about which photographs would be included in 
their book, see (ii) high team spirit 

 

 Self-advocates joined hands with tinker ladies in collective decisions about the 
format of the book 

 

 All the external contacts were done by self-advocates with their favourite 
tinker lady. For example, head musketeer Daniel took the lead with Griet’s 
support to charm the editor of Garant (Antwerp) which worked out 
wonderfully well; and to organize the Press Conference in Het Pand (Ghent) 
to launch the book  (15.10.2002), see also (iv) aiming at tangible shifts in beliefs and 
attitudes in disabling society 

 

 Musketeers and their tinker ladies presented their book at the well-known 
annual Book Exchange in Antwerp in the first week of November 2002, 
which attracts hundreds of people  

 

 Musketeers were most active to sell their books, see (iv) aiming at tangible shifts 
in beliefs and attitudes in disabling society 

 

 Musketeers proudly presented their book at representations and lessons at the 
University and other High Schools 

 
After all, a high team spirit started to spark people to go on. 
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(ii) High team spirit  
 

I had the devotion to turn my musketeers into a decent 
cooperation with their tinker lady. I realized: when your 
team has no spirit, then your dream to fulfil a dignified 
book will go at sixes and sevens. And there came both a 
good ploeggeest (Dutch for team spirit) and a good 
plaaggeest (Dutch for tease) into our group (Van de 
Perre & Roets, Press Conference, 15.10.2002) 

 
Wanting to keep the process of empowerment on the tracks meant that we had to 
deal with many ups and downs. Weird enough, we always found someone there to 
catch our rags together again. And if we couldn’t find someone in our book 
project group, we turned our spotlight on new sources of inspiration. But self-
advocates showed a remarkably resilient nature in solving problems, and their 
often subtle, capacities flowered as they were used to struggle with adversity 
(Booth & Booth, 1994). Resilience is the continuing growth and articulation of 
capacity, knowledge, insight and virtues derived through meeting the challenges of 
one’s world, and is inherent to all human beings (Saleebey, 1997). And while 
braving problems, our group was filled with shared laughter and tears. 

 
Our movement and our group, that’s really something 
extraordinary. How it all moves in time. Where we were 
and where we stand now. People all alter. Musketeers, 
and tinker ladies too. We did build a close group. We 
had supporters, but musketeers are supporters too! Sure 
we had problems all the time. But we always found one 
or another solution (Schoeters & De Schauwer & Roets, 
collaborative reflecting, 8.3.2003) 

 
Our group had a pretty complementary and interdependent character, as a 
dazzling display of wit. We felt that one of our most revolutionary 
accomplishments made was that we included some musketeers who couldn’t read 
nor write. But a recognition that they too had their tales to tell made them able to 
become high-spirited authors of a real book after all. We needed to rely on each 
other and on our intuitions.  

 
Advisors worked on our book too. They did. They are more 
than only wallflowers. I simply know them, they do well! It’s all 
about trust. A musketeer needs to have some faith in his tinker 
lady. To take some work on their shoulders as well. For some 
core members, to trust them is a difficult thing. But those 
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without trust have conflicts with other people too. For me, 
some people are just good to support us. And others are not 
(Schoeters & De Schauwer & Roets, collaborative reflecting, 
8/3/2003) 

 
Here we illustrate some remarkable roles of people in the book project group: 
 
 Daniel points out:  

 
I was the guy who did the shopping and provided the group 
from foods and drinks, gave a hearty welcome to everyone, 
and handed out the beds [and Daniel was always sensitive to 
made sure that a couple of self-advocates, Pat and Iris, could 
sleep in a double bed in a private room]. Every weekend, I 
appointed a chief cook musketeer who was responsible for 
the meals. One time, Pat and Iris had to support their 
supporter. And at night, I had a devotion to knock about the 
local place (ONT, 2002, p.9)  

 
Moreover, to make sure that Daniel could fulfil his role as a head 
responsible, Daniel and Griet met every week at the secretariat of Our 
New Future on Wednesdays. There they did the tuff job together to 
adjust the book project plan. For example, Daniel devoted Griet urgently 
to find funding to back up the groups activities. Summer 2000, there was 
no money left although a funding body was waiting for results (book as 
product) before making the money over to our self-advocacy group. Self-
advocates kept the cash-desk very well but really panicked when getting 
short of funds. Soon Griet abused her talent to overwhelm authorities 
with bombastic files, found some credit from the funding body and more 
funds from other authorities. Since then, we had a royal budget which 
seemed to be an absolute necessity; a lot of self-advocates got a reduced 
pocket money of a 150 €/month from their caregivers.  
 

 Pat and Iris always occupied the kitchen as their territory, as experts 
about how culinary art tastes like. Indeed, as Daniel reveals, Pat and Iris 
were brilliant chief cooks and had to support their non-disabled cook 
buddy in their kitchen. And if they were not busy composing their story, 
you could find them with their nose in the kettles.  

 
 Self-advocate Robert wanted to hold the thread (emerging themes and 

issues) of the book in his hands, which he did very well. 
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 The president of the self-advocacy group, Jasmine, who loved to 
encourage her members, found joy in telling her version of self-advocacy 
wherein she proudly puts her role as president in the spotlight in dialogue 
with Jacques, the first president and the founder of Our New Future. 
Together they highlighted Our New Future’s history and put their role in 
the spotlight as instigators of the self-advocacy network as a radical new 
social movement in Flanders 

 
 One time, Robert got stuck in cooperation with Griet to explore his 

writings about relationships. Griet questioned who he thought was best 
able to dialogue about this difficult issue with him. Soon Robert wanted 
to talk to Marie; he thought that she was rather an expert to talk about 
relationships. He felt that the conversation with her was light 

 
 One of the tinker ladies, Caroline, got pregnant during our book project. 

Proud to be pregnant and sharing this experience with self-advocates and 
advisors, she was the instigator of Marijke’s wish to hand in her 
resignation for her unwanted job in the garden. She made her staff 
members clear that she wanted to work with babies, and made them 
organize supported employment as a headstrong pioneer in her social 
service 

 
 A weekend before that her daughter was born, Caroline had to keep 

down in her bed for her baby. She couldn’t work with us, but the 
weekend was organized in her grandmother’s house where she then lived. 
Still Caroline participated, acting like a bright advisor while lying down in 
her bed.  

 
 Two tinker ladies, Elisabeth and Griet, made photographs. Dialogue can 

be found in the warm portrays, laughter and lights in the eyes of 
musketeers and tinker ladies. Using photographs, pictures and accessible 
language appeared to be a talent of many self-advocates. Many times, 
musketeers did blow a whistle on their tinker ladies for being sinful there. 
This cocktail of photographs, pictures and accessible language created 
opportunities to disseminate our book within the self-advocacy network 
in Flanders  
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(iii) Witty tease and productive meaning 
 

In a nutshell, all we had to do was swim, or sink. But this time, we made a 
strong gang of strong musketeers and 6 fresh advisors. Ever since I’ve named 
my self-advocates musketeers: we struggle for our rights as citizens. Our title 
became “One for All, All for One!” And that moment, we took our artist 
Dirk Dewitte by the arm to portray us as true Musketeers. That was really 
significant for us (Van de Perre & Roets, Press Conference, 15.10.2002)  

 
A translation of self-advocates ideas resulted in a shared development of pictures, 
and after a while we experienced that some self-advocates were cracks in 
developing imagery language. Here, I will illustrate the sparkling dialogue between 
head musketeer Daniel and artist Dirk, who did the lay-out of the book as well. In 
the cooperative process of composing lay-out and pictures, particularly while 
discussing made pictures and text formats, Daniel’s bright tease and Dirk’s witty 
mind and pen melted wickedly together in alliance, with a clear illustration at 
pp.100-101 of the book. They made a stubborn resolution, to put this piece of 
text in the book with illustrations, although Griet kept saying that she craved to 
leave it out… Give musketeers an inch and they’ll take a mile. Sending their 
supporter off to brew some coffee in the kitchen and to keep her busy, Philippe 
and Daniel laid “an elated plot” against their tinker lady (so they named it), typing 
down the following text for their book themselves, which had to be framed by 
their supporter afterwards, with a wink. 
 

Daniel looks at me with glitters of tease in his eyes. “Darling, 
is our coffee ready?” Philippe reacts: “Of course not! She’s 
lazy! She leaves us alone here, to manage the work on our 
own, without support. And we get no coffee neither. She risks 
to bring out a strike!” Daniel adds: “Get our coffee ready, 
lady! As soon as possible. Well, pack off to war with women!” 
Philippe and Daniel know each other well. In Daniel’s 
perspective, Philippe is “his best comrade”, and his ‘best man’ 
now that he got the book project going better. They typed this 
text down, helping each other.  
(Daniel) Gee, imagine our Philippe, would he sing out until he 
is a 50-year old, he’ll be a baldy and have no teeth at all any 
more?  
(Philippe) I would love to see Daniel with Griet when she’s old.  
(Daniel) Aaaargh don’t do that! She’s too foolish as a blonde to 
keep her now anyway. Besides, she’ll have a bad back and will 
be left-handed by then. What a dull woman and a good old 
thing our griet (Dutch for chick) will be (ONT, 2002, p.100) 
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(iv) Aiming at tangible shifts in beliefs and attitudes in disabling society  
 

It felt good to be responsible. On the weekends, I made 
sure that my bunch of musketeers and tinker ladies was 
on heat. I’m proud of my work. Sometimes, I had to deal 
with real problems. I thought it was impossible to find 
solutions: what are we going to do? What’s up in the 
weekends? What’s beyond my control? Now that we 
finished our book, all I have to say is that it is in my 
power. Dreams are no lies, you see. And all my 
musketeers and tinker ladies are still present here. There’s 
no odd man out (ONT, 2002, p.187) 

 
Working on their accounts, the musketeers were becoming increasingly confident 
and determined that a wide public should know about their book. With their 
collection of stories, self-advocates did hope to bring tangible shifts in beliefs and 
attitudes in disabling society (Moore, 2000). To create dialogue with a societal 
public, some well thought-out choices were made: our choice of Editor (Garand 
in Antwerp), our Press Conference (at Het Pand in Ghent, on October, 15th 2002) 
and the selling of books by musketeers themselves 

 
 our attempt to charm the editor of Garant (Huug 

Van Gompel) and our aim to spread the book this 
way wide in Flanders worked out well, our book 
can be found back or ordered in book shops all 
over Flanders, 

 at the Press Conference in style, the book project 
group managed to alert some quality papers and 
radio senders in Flanders. This resulted in some 
impressive articles and musketeers affecting the 
public on the radio that day, 

 looking at the state of the art at the end of 
October 2003, self-advocate Pat broke the 
absolute record of selling books in the area around 
Antwerp and the second record holder was self-
advocate Marie, selling books in the area around 
Ghent.  

 
Deservedly, the self-advocates were as proud as peacocks to be seen as authors of 
a real book. Again, we were encouraged to see their dignity, to which the Wolins 
(1993 quoted in Saleebey, 1997) refer  as survivors pride; a sense of 
accomplishment in having met life’s challenges (Taylor et al., 1995).  
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3.1.3. ADOPTING PARTICIPATORY ACTION RESEARCH AS  
 RESEARCH STRATEGY 6 
           

Knowledge is not something that we have,  
but something that we do 
Foucault, 1972 quoted in Corker & French, 1999, p.10, italics added 

 
 

My explorations of storied and enacted self-advocacy in this research site 
bring out that research set up with/in the self-advocacy movement can provide 
places and create discursive spaces inhabited by discourse and action (Goodley, 
1998; Roets & Goodley, forthcoming). In these processes of participation, people 
with the label of ‘learning difficulties’ and people without this label can take 
alternative roles. The mutual exchange of knowledge between self-advocates and 
their allies, researchers and co-researchers, happens in action, especially in the 
sharing of discourse and actions between people who act as co-educators in all the 
different stages of the research process. In these shared actions the continuously 
evolving, living practice and the depth of processes of empowerment and self-
advocacy was guided by notions of participation, interdependency and support, 
and not by notions of ultimate power, control and emancipation (see 3.1.1. for 
critiques on a puritanical translation of the social model of disability as an 
epistemological premise). In that vein, our research makes common ground with 
epistemological, ontological and methodological notions borrowed from action 
research (see Reason & Heron, 1997), in which the “act of knowing” must be 
examined as the crucial determiner of “what is known” (Stanley 1990 quoted in 
Corker, 2001). The experiences of researchers with the label of ‘learning 
difficulties’ and without this label who were actively involved in the project - that 
was considered as a successful joint venture (see Roets, Van de Perre, Van Hove, 
Schoeters & De Schauwer, 2004) - inspired me to identify a blueprint for my 
future research praxis in retrospect.  
 
In educational research, in particular the transformational potential of social 
science is often under suspicion by positivist scientists who defeat a practical 
engagement with people in the field as ‘fishy ideological’ (see my Introduction). 
My translation however of ‘ideological’ as experiential grounding, practical 
significance and transformational potential can be framed as a strength. Peter 

                                                 
6  Based on:    

 Roets, G., Goedgeluck, M. (2007). Daisies On The Road. Tracing the political potential of our 
postmodernist feminist approach to life story research. Qualitative Inquity, 13(1), 58-84. 

 

Roets, G., Adams, M., Adams, R., Adams, L. (in press) The Pointer Sisters. Drawing 
Cartographies of Nomadic Epistemologies of ‘Learning Difficulties’. Journal of Contemporary 
Ethnography (accepted for publication) 
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Reason and William Torbert stress these dimensions of research in The Action Turn 
(2001) and offer a strong epistemological basis for action research. The 
requirement for experiential grounding is a dimension of action research (Reason 
& Torbert, 2001) that is very applicable to disability research with/in the self-
advocacy movement. Action research honours their lived experience and aims to 
produce knowledge and action directly useful to those being ‘studied’; the quality 
of knowing lies exactly within the practical significance of the acquired knowledge 
to persons and their community (Tillman-Healy, 2003, p.733): 
 

…if one accepts that human persons are agents who act in the world on 
the basis of their own sense-making; and that human community involves 
mutual sense-making and collective action, it is no longer possible to do 
research on persons. It is only possible to do research with persons, 
including them both in the questioning and sense-making that informs the 
research, and in the action which is the focus of the research (see Reason 
& Torbert, 2001) 

 
 
The action turn in research emphasizes the participatory, relational nature of 
research and suits the disability research paradigm and its aims of doing research 
with rather than on or for disabled people (see Clough & Barton, 1998) very well. In 
order to increase the validity of social science that has practical significance and 
transformational potential, they discuss the centrality of participation as the 
essential dimension of this action science. Processes of participation are an 
ontological and epistemological ground of human knowledge production tout 
court:  
 

…since human persons are fundamentally social creatures, human 
knowing after the action turn is essentially participative, growing from 
collaborative relations with each other as co-inquirers into our world. (…) 
Research and action, even though analytically distinguishable, are 
inextricably intertwined in practice (both the practice of professional 
researchers as they conduct, analyze, and communicate research and the 
practice of any of us as we conduct our daily lives). Knowledge is, thus, 
always gained through action and for action (Reason & Torbert, 2001, italics 
added) 

 
 
In section 3.1.2., I have illustrated that our inquiry was carried on in the heat (or 
cool) of shared actions; a passionate, embodied and emotional process as well as 
an intellectual issue (Reason & Torbert, 2001). An exploration of how we engaged 
in these systematic cycles of action and reflection with ‘others’, in a contextualised 
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research site in the previous section, enabled me to expose subjectivities of all the 
actors involved as co-researchers and co-educators. In my actions and analysis I 
have tried to embrace the efforts of self-advocates to be recognized in 
interactions as resilient grown-ups with their own agendas. The nature of self-
advocacy, empowerment and resilience in that context made me able to see the 
complicated and critical subjectivities of people with the label of ‘learning 
difficulties’ and their allies in research production in the field of disability studies. 
Reason and Torbert (2001) suggest three broad strategies to expose our critical 
subjectivities, as ingredients for transformational and participatory action research: 
 

 first-person research/practice addresses the ability of a person to foster an 
inquiring approach to his or her own life. For critical educational 
researchers, this involves a self-reflexive attention to epistemological 
grounds (Goodley & Lawthom, 2005b). After his long-term 
ethnography with self-advocacy groups, Dan Goodley (1999) reveals 
that the recognition of the subjectivity of the researcher is a necessary 
thing to do. If the idea of specificity is accepted - that knowledge 
gained from research is a product of a particular time and specific 
place - then the impact of the researcher’s own subjectivity is 
necessarily referred to; researcher subjectivity is a strength of the 
research, not a weakness (Goodley, 1999, p.24). Reason and Torbert 
(2001) suggest that researchers should develop awareness of the 
existential life issues they bring to research, the opportunities and 
challenges offered to them by their gender, class, age, race, 
employment status, and the psychodynamic issues they carry which 
may colour the conduct of their inquiry. An exploration of these 
issues contributes to critical subjectivity. Further Goodley (1999, 
p.25) argues that critical subjectivity can become an analytic resource 
if attempts are made to explicitly account for the role of the 
researcher within the research project in disability studies; these 
reflexive accounts of disability researchers in working with people 
with ‘learning difficulties’ seem very fruitful to inform the research. 
My use of ethnographic field notes and critical personal narratives in 
my research projects and texts has to be seen as my way of addressing 
my critical subjectivity, covering that of others who are involved in 
the process as well (see later for a description of my analytical tools, 
and 3.2.2. Daisies On The Road for an illustration).  

 
 second-person research/practice engages a group in collaborative inquiry; 

One of the most clearly articulated approaches to second-person 
research/practice is co-operative inquiry (Reason & Torbert, 2001): 
all those involved in the research endeavour are both co-researchers, 
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whose thinking and decision-making contributes to generating ideas, 
designing and managing the project, and drawing conclusions from 
the experience; and also co-subjects, participating in the activity which 
is being researched. As co-researchers they participate in the thinking 
that goes into the research: framing the questions to be explored, 
agreeing on the methods to be employed, and together making sense 
of their experiences. As co-subjects they participate in the action 
being studied. My use of collaborative life story research as an 
analytical tool in my research projects (see later) can be seen as my 
way of accounting for the second-person approach in my work.  

 
 third person research/practice asks how we can establish inquiring 

communities which reach beyond the immediate group to engage 
with communities. Third-person research/practice aims to create a 
wider community of inquiry and may aim to speak out to a yet wider 
audience to influence and transform popular opinion, organization 
strategy, government policy etc., but it does so in a specific way: 
through mutuality, enhancing exercises of power. At the end of 
projects set up as a supporter to self-advocates of Our New Future, I 
have supported the self-advocacy group to address and bring out the 
project insights to a wider audience (see 1.2.3.1., 1.2.3.2, and 1.2.3.3.). 

 
 
In a transformational science, first-, second-, and third-person voices are 
integrated in ways that increase the validity of the knowledge used in our moment-
to-moment living, and researchers remain open to unexpected transformation 
when taken-for-granted assumptions, knowledge, strategies, and habits are 
appropriately challenged (Reason & Torbert, 2001). In my eyes this transformative 
and political potential is mirrored in the different dynamics on display in the self-
advocacy group in the previous section 3.1.2. Critical incident: the making of the 
musketeer book.  
 
Doing research on sensitive topics, like exposing hegemonic power arrangements 
and inherent silences in people’s everyday life, provides a number of honest 
ethical, political and methodological challenges (Hays et al., 2003, 181). During 
my project as a qualitative researcher who was required to document and describe 
everyday lives, events and natural contexts, and to disclose life stories in detail, I 
have carefully considered different dimensions of my research ethics (and see my 
Introduction, where I clarify my awareness of power in relationships with self-
advocates as a researcher who has, most of the time, the authority over what gets 
said, done and written in research texts, and is expected to earn prestige, power 
and perhaps a career from the research). Ellis (2007, p.4) delineates procedural 
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ethics (ethics to ensure that research deals with informed consent, confidentiality, 
rights to privacy,…), ethics in practice or situational ethics (ethics that deal with 
unpredictable, often subtle, yet ethically important moments that come up in the 
field; see for example significant in the course of events in 4.2. Feminist depths of 
storied and enacted self-advocacy), and relational ethics (ethics closely related to 
feminist ethics of care). Relational ethics recognizes and values mutual respect, 
dignity, and connectedness between researcher and researched, and between 
researchers and the communities in which they live and work (Ellis, 2007); and 
requires researchers:  
 

…to act from our hearts and minds, to acknowledge our interpersonal 
bonds to others, and initiate and maintain conversations (…), to deal with 
the reality and practice of changing relationships with our research 
participants over time. If our participants become our friends, what are 
our ethical responsibilities toward them? What are our ethical 
responsibilities towards intimate others who are implicated in the stories 
we write about ourselves? How can we act in a humane, un-exploitative 
way, while being mindful of our role as researchers? (ibid., pp.4-5) 
 

 
The traditional ‘objectivity’ of the social sciences in pursuit of which a rigid 
detachment is maintained between researcher and ‘subject’, has been replaced in 
much contemporary feminist research, by an ethic of involvement (Tillman-Healy, 
2003). Ellis (2007, p.5) argues that the bad news is that there are no definitive 
rules or universal principles that can tell you precisely what to do in every 
situation or relationship researchers may encounter, other than the vague and 
generic “do no harm”; the good news is that the research community currently 
breaks the taboo and is accumulating more and more stories of research conflicts, 
dilemma’s and experiences that can help us think through our options.  
 
As a participant in the self-advocacy group’s activities and people’s everyday lives, 
I supported the writing process of texts in collaboration with self-advocates while 
I was engaged with their projects (see Introduction). I want to raise here, in 
particular, the way how I plan to give my work back to Our New Future and the 
self-advocacy network in Flanders as my research community. Next to my 
pleasure to put my energy and support in projects and group’s activities that I was 
actively involved in as a volunteer supporter over the last ten years (and see 
Introduction), I made a consent with Marie, the leading self-advocate who turned 
up with her desire to bring more headstrong women in the self-advocacy group at 
the beginning of my doctoral research journey. We will collaboratively write down 
her life story in accessible language, including her photographs. Currently Marie 
refers to our joint future plan as “my book written with my friend Roets”. This 
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future work will include her dialogues with other leading self-advocates, Iris and 
her man Pat (see more in-depth extracts of their storied and enacted self-advocacy 
and dialogues in 4.3. Narrative in a Nutshell), Rosa (see more in-depth extracts of 
their storied and enacted self-advocacy and dialogues in 4.4. Becoming Femme 
with/out ‘Learning Difficulties’ and 4.5. Living Between Borderlands), her mother Laura, 
and her sister Rita and her brother-in-law Henri (and see more in-depth extracts 
of their storied and enacted self-advocacy and dialogues in 3.2.2. Critical Incident: 
Daisies On The Road; and in Roets, Adams, Adams & Adams, in press), that have 
been sources of inspiration for my work. 
 
Based on all these experiences, I have considered all these research ethics several 
times while I engaged in my field work and qualitative analyses for my doctoral 
research. My search to analyse the insights of this participatory action research has 
required me to inscribe my work in postmodernist feminist research 
methodologies (see 3.2. A Postmodernist Feminist Approach to Life Story Research: 
Mapping Political Potential). 
 
 
 
3.2.  A POSTMODERNIST FEMINIST APPROACH TO LIFE STORY 

RESEARCH: MAPPING POLITICAL POTENTIAL 7    
 
3.2.1.  POSTMODERNIST AND FEMINIST METHODOLOGIES: LIFE STORIES 

+ ETNOGRAPHIC FIELD NOTES + VISUAL ANTHROPOLOGY 
 

Feminism loves another science: the sciences and politics of 
interpretation, translation, stuttering, and the partly understood; the 
sciences of the multiple subject. Translation is always interpretative, 
critical and partial. Science becomes the myth of accountability and 

responsibility for translations and solidarities linking the cacophonous 
(multi-vocal) visions and visionary voices that  
characterize the knowledges of the subjugated  

Haraway, 1991, p.195 
 
 

                                                 
7  Based on:  
 

Roets, G., Goedgeluck, M. (2007). Daisies On The Road. Tracing the political potential of our 
postmodernist feminist approach to life story research. Qualitative Inquity, 13(1), 58-84. 
 

Roets, G., Adams, M., Adams, R., Adams, L. (in press) The Pointer Sisters. Drawing 
Cartographies of Nomadic Epistemologies of ‘Learning Difficulties’. Journal of Contemporary 
Ethnography (accepted for publication) 
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Collaborative approaches in disability research (see 3.1. Doing Research with People 
with the Label of ‘Learning Difficulties’: A Babel of Tongues) are consistent with 
standpoint feminist thought and action in addressing power asymmetry and other 
societal positions (Kristiansen, 2004; Lawthom, 2004). Feminist standpoint 
theorists argue that knowledge from a marginalised point of view could be more 
valuable than knowledge from a dominant position:  
 

…one can expect that the vision of each will represent an inversion of the 
other, and in systems of domination the vision available to the rulers will 
be both partial and perverse (Rose Hartsock quoted in Harding, 1991, 
p.120).  

 
 
The argument is that the oppressed have a more complete idea of society, because 
very often they not only know how things work in their own groups, but also in 
the group that is dominating them (Midden, 2007). While doing disability 
research, I opt to engage in social struggles with those who have been subjugated 
(Denzin 2002; Van Hove et al. 2005). A standpoint feminist methodology has 
major contributions to make to the field of disability studies that (still) needs to 
gain crucial knowledge from disabled people and women’s experiences (Morris, 
1991). Commenting on the way that feminist writers see the world through 
“gendered eyes”, Keith (2000, quoted in Morris, 2001, p.5) asserts, as a disabled 
women:  
 

I too look at the world differently and there are issues and ideas, 
apparently invisible to others, which are very real to me. (...) What I am 
arguing for is a recognition of the value of subjectivity, and specifically 
the value of bringing personal experience of oppression to bear on 
analysis and interpretation of the world.  
 
 

When we opt to engage in social struggles with those who have been subjugated 
(Fine in Wilkinson & Kitzinger, 1996), we probe ‘working the hyphen’; so does 
feminist psychologist Fine (1994, 74 quoted in Wilkinson & Kitzinger, 1996) 
reveal: 
 

When we opt to engage in social struggles with those who have been 
exploited and subjugated, we work the hyphen, revealing far more about 
ourselves, and far more about the structures of othering. By working the 
hyphen, I mean to suggest that researchers probe how we are in relation 
with the contexts we study and with our informants, understanding that 
we are multiple in all that relations. 
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‘Working the hyphen’ particularly includes developing opportunities for dialogue 
between ‘us’ and ‘others’, as a process between people of diverse backgrounds, 
talents and personal narratives, as a way to discover disqualified knowledge in 
disability research. Researchers can work towards relational, existential ‘truths’ 
(Krauss, 2005) and social justice from the privileged point of view of disabled 
people (Tillman-Healy, 2003, p.733).  
 
But, does this mean that the standpoint of ‘women’, or other oppressed groups, is 
always right? Do they really know always better, and is this not an essentialist 
thought? The work of Donna Haraway is an important example of such criticism. 
Donna Haraway builds on Sandra Harding’s criticism in Situated Knowledges: the 
science question in feminism and the privilege of partial perspective (1991), and takes it a step 
further (Midden, 2007). Haraway agrees with Harding (and other standpoint 
theorists) that there are good reasons to believe that ‘vision is better from below’, 
but she also warns for romanticizing the position of the subjugated: 
 

…to see from below is neither easily learned nor unproblematic, even 
if ‘we’ ‘naturally’ inhabit the great underground terrain of the 
subjugated knowledges. The positionings of the subjugated are not 
exempt from critical re-examination, decoding, deconstruction, and 
interpretation (…) The standpoints of the subjugated are not 
‘innocent’ positions (Haraway, 1991, p.191).  

 
 
Thus, according to Haraway, standpoint alone is not enough for knowledge 
production, we need ‘critical positioning’ to actually see (Haraway, 1991, p.193). 
Postmodernist feminists have brought into question those individuals and groups 
who get defined peripheral and have been relegated to the borders of society 
(Tierney, 1999, p.452); and their particular interests cover an exploration of how 
excluded minorities and silenced ‘others’ are actually the social products of specific 
power relations (Tierney, 2002). Postmodernism holds both de-constructive and 
re-constructive potential to strike a balance in Haraway’s ‘critical positioning’ 
(Skrtic, 1995; Waugh, 1998). In postmodernist feminist theory, one speaks as a 
woman; 
 

…although the subject “woman” is not a monolithic essence defined 
once and for all but rather the site of multiple, complex, and potentially 
contradictory sets of experiences (and subject positions/multiplicity of 
selves), defined by overlapping variables such as class, race, age, lifestyle, 
sexual preference, and others (Braidotti, 1994, p.4) 
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The de-constructive sentiment of postmodernism lays bare our illusions of any 
kind of certainty about ‘the human subject’. Adopting a postmodernist feminist 
climate in disability research seems to make sense to deconstruct and de-centre 
the tenets of oppressive disability cultures towards human difference. The notion 
of who and what ‘others’ are (what they are like, the attributes assigned them, the 
sorts of lives they are supposed to lead) is intimately related to ‘our’ notion of who 
and what ‘we’ are, to define ourselves (Wilkinson & Kitzinger, 1996; Marks, 1996). 
Barnes (1996) for example described different theoretical influences that have 
profoundly influenced the landscape and determined the discussions of 
experiences of doing disability research; and criticizes to some extent that a 
number have, to a greater or lesser degree, undervalued the role of postmodernist 
theory: 
 

…in addition to economic and political initiatives [he refers to the social 
model], disability research must include the construction of a culture 
which acknowledges, accommodates and celebrates human difference, 
whatever its cause, rather then oppresses it (ibid., p.57) 

 
 
A re-constructive move in disability research asks us to ‘transgress’ beyond our 
taken-for-granted assumptions, strategies and habits, with the aim to discover new 
opportunities and possibilities, to develop democratic forms of knowledge 
(Danforth, 1997, 2004; Goodley, 2001; Goodley et al., 2004). Postmodernists 
invent modes of observing, expressing, and connecting that aim at shattering the 
bonds imposed by the rules of routine discourse to foreground what 
commonplace ideas obscure or conceal (Silvers, 2002, p.228), to foreground 
voices of ‘others’ who are cast-off from society for decades (Goffman, 1961; 
Taylor, 1996; Dybwad, 1996; Gillman et al., 1997; Atkinson et al., 1997; Goodley 
& Moore, 2000; Goodley, 2001; Roets & Van Hove, 2003). Proponents of 
postmodern positions in disability studies base hope on the creation of 
conversations with these ‘others’ in which more positive personal identities, roles, 
and activities can be re-constructed (Danforth, 1997, p.94), in which opportunities 
to discover processes of de- and re-construction of alternative individual and 
collective identities are strengthened (Barron, 2004, p.166). To consider the in-
betweens of ‘us’ and ‘them’ in disability discourse through the medium of 
research might be crucial (Thomas, 1999; Walmsley, 2004; Van Hove, Roets & 
Goodley, 2005). Articulating lived experiences of oppression and resistance 
encountered by people with ‘learning difficulties’, including their activist voices, 
seems essential if we are to re/value people with ‘learning difficulties’ and their 
frequently ‘disqualified knowledge. Although the experiences of people with 
‘learning difficulties’ as ‘others’ might seem difficult or even impossible to grasp 
(Booth & Booth, 1996; Goodley, 1996; Traustadóttir, 2001), in my research I 
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wanted to learn from jointly exploring self-advocates’ personal, lived experiences 
through a gendered lens which are addressed to the political (Morris, 1991; 
Thomas, 1999). 
 
In that light, I adopt a qualitative research methodology (Bogdan & Biklen, 1998; 
Taylor, Bogdan & Lutfiyya, 1995; Ferguson & Ferguson, 2000; Baez, 2002; 
Denzin & Lincoln, 2003; Brantlinger, 2005) where qualitative researchers, 
according to Norman Denzin (1997, in Tillman-Healy, 2003, p.732), do not 
research nor write to capture the totality of social life but to interpret reflectively 
slices and glimpses of localized interactions in order to understand more fully 
both others and ourselves. Knowledge is considered as situated, local, temporal, 
historically specific, gendered and grounded in human activity (Lyotard, 1979; 
Haraway, 1991; Coffey, 1999). In what follows, I highlight the rich and 
complementary variety of methodological approaches that I have creatively 
applied in my qualitative research; to do research with people with the label of 
‘learning difficulties’. These methodological approaches seemed relevant to frame 
the activism of self-advocates and to study the social and cultural change they 
bring (Corker & French, 1999):  
 
 life story research (Bertaux & Kohl, 1984; Booth & Booth, 1996; Angrosino, 

1998; Goodley, 1996, 1998; Goodley et al., 2004; Atkinson & Walmsley, 
1999) as my attempt is to foreground hidden though activist lives of self-
advocates (Traustadóttir & Johnson, 2000; Walmsley, 2001) and their 
silent voices. People tell stories in order to live, both in the telling and 
doing of self; some would suggest that because human beings are 
storytellers (Homo narrans) life is story put into practice (Goodley, 2001, 
p.216). In order to understand the social production of life (Ferguson & 
Ferguson, 1995), we need people’s life stories which lends some insight 
into everyday realities of people with ‘learning difficulties’ as active 
human subjects (Booth & Booth, 1994, 1996; Goodley, 1996, 1998b, 
2000; Atkinson & Walmsley, 1999; Nunkoosing, 2000). Doing life story 
research into the lives of self-advocates uncovers oppressive discourses 
which masquerade as truths (Peter, 2000), and takes on explicating 
cultural, pluralist meanings and creating new ones (Smith, 1999a, 2001; 
Pease, 2002; Goodley et al., 2004, Roets et al., 2005; Ferguson, Ferguson 
& Taylor, 1992, 295). My research has parallels with cross-cultural 
research across differentiated power relationships, where the voice and 
worldviews of the “insider” (researched/oppressed) are to be foreground 
(Mutua & Swadener, 2004, p.6). What is common with disability research, 
is the attempt to re-author experiences that have historically been 
excluded in the master texts, and to rearticulate fresh and flexible, 
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diasporic modes of subjectivity through activist voices (Mutua & 
Swadener, 2004). As Somers (1994, quoted in Watson, 2002) writes:  

 
... it is through narrativity that we come to know, understand and 
make sense of the social worlds, and it is through narratives and 
narrativity that we constitute our social identity... all of us come 
to be who we are (however ephemeral, multiple and changing) by 
being located or locating ourselves (usually unconsciously) in 
social narratives rarely of our own making.  

 
To open up the field of possibility to dialogue across difference at a deep 
level of signification, is what Corker (2001, p.47) means by sensing, 
without dictating, which kind of possibilities ought to be realized. At the 
heart of doing disability research then is the motive to philosophize 
[across difference] that “comes from awe, awe at the mystery and 
complexity of human existence” (Nye, 2000, 108 quoted in Corker, 2001, 
p.42).  

 
 ethnography (Ellis & Bochner, 1996; Smith, 1999a; Taylor, Bogdan & 

Lutfiyya; 1995; Goodley, 1999; Davis, 2000; Ferguson, 2003) because it is 
not only the stories of self-advocates that may inform disability studies. 
Personal stories exist and should be seriously listened to in cultural and 
historical contexts, and I believe that shared stories, actions and events 
with self-advocates may deserve and require clarification and reflection, 
covered in ethnographic field notes in order to be understood better 
(Goodley, 2000; Kristiansen, 2004). Reflexive, dynamic and critical 
accounts by researchers are crucial to include the storied and enacted 
versions of the self-advocacy of people with ‘learning difficulties’ 
(Goodley & Van Hove, 2005; Denzin, 1996; Angrosino, 1998). 
Auto/ethnography is defined by Mutua and Swadener (2004, p.16) as a 
form of self-narrative that places the self within a social context, and 
explores intersections of gender and voice, border crossing, dual 
consciousness, multiple identities and selfhood. Somers (1994 in Watson, 
2002) argues that research is on action, rather than representations of 
being; what we do and how we do it is the result of cross-cutting 
relational story lines in which we locate ourselves. As such, I experienced 
that doing life story research catalyses revolutionary transformations in a 
subtle way; in both everyday life but in ontological and epistemological 
perspectives as well. Our relational life stories indicate that being a person 
with ‘learning difficulties’ is not an all-encompassing identity; there are 
also other differences at play, like gender issues (Walmsley & Downer, 
1997, p.39).  
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 visual anthropology methods (Collier & Collier, 1986; Banks, 1995; Booth & 
Booth, 2003b). In my research ventures and texts, photographs were 
often made by, with and for self-advocates that were used as a medium to 
dialogue and relate to self-advocates’ lives and selves, in order to facilitate 
the story-telling process. The meaningful ones for self-advocates to 
re/present themselves to the world have been included, sometimes in 
academic texts with a strict informed consent of the self-advocates on the 
photographs (see Roets & Goedgeluck, 2007), but often in accessible 
texts written with, by and or self-advocates who didn’t want to remain 
anonymous and have spread their texts in the self-advocacy network.  

 
 
A clear illustration of my patchwork of collaboratively constructed life stories and 
anecdotal ethnographic tales combined with photographs to represent my 
findings can be found back  in Roets and Goedgeluck (2007); and in section 3.2.2. 
Critical Incident: Daisies On The Road (without photographs included). In the 
following section, I illustrate how postmodernist feminist knowledge, which risks 
to be disqualified in social science, is gained in processes of ‘critical positioning’ 
(Haraway, 1991), through and for action in a shared, social life; in a rather 
turbulent research process. In what follows, I explore the doing of life story 
research in search for this political potential. I throw light on an ongoing, long-
term research relationship build in-between one self-advocate and her ally. Marie 
currently takes a respected position as a leading figure in the self-advocacy 
network. She gets, very contradictory with her born fighting spirit, defined like 
‘moderate mentally retarded’ and, by quite fickle ‘professionals’, like ‘attachment 
disordered’. For example, Marie can’t read nor write, but I consider it as our 
shared mission to create the social and political conditions which might enable 
women (with the label of ‘learning difficulties’) to speak, and to be heard in 
dignity (Wilkinson & Kitzinger, 1996, p.9). In our shared actions and discourse, 
we expose how we negotiate openness, expose inherent silences (Skrtic, 1995) and 
hegemonic power arrangements (Baez, 2002), discover secrets of oppression and 
resistance (Roets & Van Hove, 2003), and re-value knowledge which risks to be 
disqualified in current social sciences (Lyotard, 1979). I want to illustrate with 
some recent flavourings, based on a selection of extracts taken from life stories 
and my ethnographic field notes (see 3.1.3. Analytical Resourse: life stories + 
ethnographic field notes + visual anthropology); some anecdotes speak volumes. 
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3.2.2.  CRITICAL INCIDENT: DAISIES ON THE ROAD 
 

Marie worked with Carol (another advisor) and me on her life story for 
the musketeer book One for All, All for One! A joint fight for human rights (see ONT, 
2002; and reflections on the process of collaboration in Roets et al., 2004, 2005). 
When we launched the musketeer book at our press conference on the 15th of 
October, 2002, Marie - supported by Carol and Griet at her side - presented her 
experiences:  
 

Before that I joined Our New Future, I was working in the garden. I was 
worried all the time, in my bed at night. Because I did not like working in 
the garden at all. I felt like a fish out of water – there in that garden. Many 
times I've told folks. "You have to listen to me" They didn’t. Then I've put 
out feelers to start my fight. To fight to get at work with little ones. 
Because I did culture kids with my mother before. When my sister had 
two babies. My sister was off to work. The little ones couldn't attend 
school yet. Then I was there as a nanny too. Changing dirty nappies, 
babies have their bottles, put babies in bed, hit the streets with buggies. I 
really loved to do this. And when I got to know Our New Future, I 
couldn't get the idea off my mind. We were working on our book. I've 
told Robert (self-advocate) all about this, while working with my advisor 
Carol. She got pregnant with Luna.  
 
 

Carol got pregnant during the book project, when musketeers were busy with 
tinker ladies to compose their masterpiece [as they name it; see ONT, 2002]. At 
the press conference of Our New Future, Marie says:  
 

We were sharing our life experiences. We talked it all over. About what 
we really want to do. After all, I wanted to work with Carol's baby. But 
that wasn't possible. Carol lives too far away. I went to see her baby when 
she was new born. Took a pretty present with me. But I did not want to 
be sent off, to work in the garden, never again. Pretty sure. Kept my fight 
til I could go on working with little ones. Because I was holding on to my 
dream. Then I went to see my support workers, to cut this piece off the 
cake. I went there, with back up from my advisors. Together we brought 
it on the table. Then we made telephone calls. And then suddenly my 
boss said: "Will you please come over? Just you and me, we'll  wait and see!" There 
I now feel really so good. "Bakske vol! ["Plenty House!"] we have all the 
time. Now there is a new little one! I give the little ones food. Babies have 
their bottles. I change dirty nappies. Put babies into their little beds. Hit 
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the streets with buggies. I feel happy. I guess I'll never change work any 
more.  

 
 
Soon after joining the self-advocacy group and changing her work, Marie gives me 
intentionally entry to her natural network. She introduces me to get to know her 
mother at home,  Laure, who holds a radical different perspective on “my Marie”. 
She wants to taste me, from my head to my toes, since I get defined by Marie as 
“my comrade Roets, daisy on the road too.” We are invited for coffee at home at 
her mother Laura’s place. She’s a stubborn, hearty woman over her 80’ies.  
 

To pass their judgement on my Marie, that she has a feeble mind?! 
Imbecile, they say. That’s what they have always been doing, telling a 
pack of lies until they see black. I have raised my Marie just all the same, 
like my other offspring. My Marie got grown into a woman. She manages 
her life well, does she? Just like her mother, like me. True fighters we are. 

 
 
A week ago we did tackle the problems with Marie’s work. Laura made a phone 
call to thank me. Marie further frames that her sister Rita also values our joint 
venture:  
 

My sister is really pleased that you helped me out, girl. My mom really 
dished it out to my caregiver. Well I can’t get the blame for who I am, she 
said. When I was born, I just was a bit short of breath. My mom 
peppered her sharp. They have to leave me to go my own way, they can 
stuff it! Yes – buzz off!  
 
 

When Laura and Marie are washing up the pile of dishes together, I can’t follow 
their plain dialectal chatter about one thing and another, and about their canary 
birdies, named Pietje and Pierke from Ghent, which they both fancy one of them.  
 

My birdie reminds me to my Marie every day!, claims Laura with pride; 
“so do I, you know!” shines Marie complementary.  
 
 

My friend clearly takes after her mother, even their hands look alike, both rough, 
as women who worked their fingers to the bone. I am filled with respect. Marie 
takes up the thread of our conversation again: 
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Well, first we’ve made our home together, mother and me. Then, I got 
sent off to that institution. There, they locked me out again. Because I 
was too smart. I couldn’t stay there any longer. They locked me up all 
days. My mother had to fight for me, to get me back home. Mother told 
them the truth straight away: “she’s my daughter, so she lives with me”. I 
took up my quarter at mother’s home again. Never will go in there again. 
Now I back mother up too. Mother finds it very regrettable now, I don’t 
want to stay to sleep at her place any more. I have my own house now. 
Mother is getting old. “I have to let you go, it’s your life” she says. But 
she backs me up and supports me like a lion. 

 
 
Getting to know the details of her past, makes me able to frame and respect her 
lifestyle, dilemma’s, dreams and choices at present. “My mother says so too” is a 
very winged saying in Marie’s vocabulary. When she feels like getting in trouble, 
she phones her mother with her mobile, sometimes she uses this like the big stick 
to gain control over her own life (again). She developed some major strengths and 
ways to survive, taken from worldly wisdom. Marie defines herself as a straatluuper 
(“daisy on the road”). If she feels like getting in the soup - deprived in her 
freedom - she runs off, and then caregivers can just go to hell. She knows how to 
help herself out, gifted with some survival talents gained by life experiences. Marie 
introduces herself and a glimpse of our relationship. 

 
They don’t want to listen to what I have to say. Then I have to hammer 
the table. Speak frankly. It doesn’t help me out all the time! I then pepper 
them: “I quit! There’s an end to what I can take from you. I run off!” 
They do know why. I’m gone with the wind. Free like a bird to fly out. I 
can go everywhere I want. Besides, if they command that I must stay in 
my house here all the time, it’s getting my prison! Have to get out. I 
mouse away. I get on my bus. I know what I’m doing.  Yes, they hurt me. 
And when they do hurt me…they better look out for me yes Roets! 
[silence] Myriam (caregiver) says: “I love you” Well I said “I love you too, 
but you also hurt me so bare. I can’t take that!” I’ve told so to my mother 
too. She knows. All about me, she knows. I tell her on my mobile. When 
I’m fed up with them, they can wait till I am back to iron the problems 
out!”  
 
 

Marie reclaims resistant discourse as an active agent, teaching me the creative 
capacity of her free conscience; and teaches me a new vision of the world which 
contains a critique of present oppressive circumstances (Freire, 1972; Gadotti, 
1994). Apparently, a true daisy on the road arms oneself with “dangerous papers” 
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(big money), which she differs from “small money” (coins), a small phone 
booklet, and her mobile – to drum up people in her mobile network (mostly self-
advocates and advisors connected to the self-advocacy group): 

 
I take everything I need with me: my bags, my dangerous papers, and my 
mobile. When they cause me sorrows, I booze my sorrows away. I go 
from one pub to another, and end up in my hangout pub. That’s with 
Henk. Quite in the middle of Ghent City. There I always find a cup of 
comfort, and my friend Beagle. He’s always at my side. When I really 
panic, then I phone other daisies on the road. They are of my nature. 
They grasp me at least very well. I just take my telephone booklet, and 
use all the numbers from top till down. Till I strike another daisy on the 
road who can help me out. I know my booklet inside out! Yes, that 
booklet and me have been living through quite a misery (extract from 
Roets & Goedgeluck, 2007) 

 
 
Over the past five years, meeting up in and out of the self-advocacy group makes 
our choice to openly and critically write ourselves into each others life (story) as 
subjects in dialogue (Tillman-Healy, 2003; Goodley et al., 2004). 
 

Roets is a daisy on the road too. Well I have to take care for her and her 
cat Fury. If I don’t pop in with her, Roets can’t sleep at night of course. 
Lying in your bed, brooding; that’s what daisies on the road do! En plus, 
her cat has no good manners. I am her godmother, however. When she 
was a baby cat, she got burned. Sitting on the stove, her tail got burned 
into thousand pieces. And her ears burned off. Well, Fury is a crazy cat. 
But our cat is of equal value! The mother cat run off. So I had to raise our 
baby cat. She’s a rascal, just like Roets is. Now I lecture her, when she’s 
scrawling the carpet into raffle. And lecture her she can’t entice the tom-
cats here. How Fury dares to keep Roets awake! I’ve told her: “Well, that 
those tom-cats come back later! You are still a green leaflet. Wait till 
you’re grown up at least!” She’s really riff-raff, you know. Luckily, Roets 
has me as her friend. 

 
 
I define the richness of joining each other, like daisies on the road, as discovery 
science, a discovery of new (life) worlds, more crucial for researchers than 
assuming that we know what we are going to find in the field (Shakespeare, 2005, 
p.301). Foucault (1975, 1982 quoted in Tremain, 2005, p.6) remarked that the goal 
of his work had been to write a history of the different modes through which 
human beings are transformed into subjects (see also Galvin, 2003), which can 
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help us “to discover how it is” that (disabled) subjects “are gradually, 
progressively, really and materially constituted through a multiplicity of organisms, 
forces, energies, desires, thoughts [and so on]”. We got grooved into each other’s 
heart and soul as we entered into a natural alliance, in a joint (ad)venture of one 
activist with her ally (Goodley & Moore, 2001).  

 
One dull Thursday in February, it’s yet raining cats and dogs all day long. 
I mope at the copy machine at work, always a dull leftover. My day 
passed dry as dust at the university. Gee, someone did phone me 5 times 
at my mobile, seems like someone needs me urgently?! I can guess 
who…. my comrade Marie makes my smile, as she is always “in” to jazz 
things up. “Roets! It’s me! Well do you come down town to take a pint 
with me?” She obviously burns to get up to some adventure in town. 
Okay, now only definitely no more reason to stay here. I ask, where can I 
find her now? In search for new diversion she is, as she just takes her 
hangout pub as read. “I had to say hello from Henk (the patron of her 
hangout pub, knows me well yet) and my comrade Beagle (the dog). He 
asked when we come over to take photographs from us all together 
there?” Today I can’t get it done, a pity - it’s too dark yet, I tell her. 

 
I ask her if she’s finished at work yet, that’s early for her comings and 
goings. “Of course, Roets”, she gives back, “what do you think then?! I 
took a leave for today and tomorrow”. I promise I’m on my way to have 
a glass together, as soon as possible. Going there, she rings me several 
times with her mobile again, to affirm she’s still hanging around that 
waffle stall in the centre, every time passing on the “big waffle stall’s 
boss” so he must explain how I can go there. That’s something Marie’s 
always worried about, so she has ascertain that you won’t miss her. Her 
habit gives me more the impression that she’s afraid people won’t show 
up at all. It is as if people often dropped her like a ton of bricks.  

 
When I see Marie for the first time, I stand there in silent joy for a 
moment – to keep the sight in my mind. Our drenched alley cat is safely 
sitting high and dry away from the drizzle under the awning of the waffle 
stall. She reigns over the conversation on a high bar stool, lounging in 
high-class style on the counter of the stall, with three boozy, chuckling 
male customers around her, hanging on her words. She tickles my 
laughter, I always think of her as a born femme fatale. The boss of the 
stall can’t hide his amusement, his big smile from one ear to another 
shines under his big moustache. Suddenly, her eye is falling on me. “Ha 
Roets, there you are at last! Come here for a beer then!” 
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On the road, surprisingly openness was created in confidential tones between us. 
In my experience, our knowledge is particularly gained in that informal space 
created in-between us. The process of joint reconstruction of postmodernist, 
feminist knowledges is unfolding in the articulations of our everyday lives.  
 
 
3.2.3.  MAPPING CARTOGRAPHIES OF NOMADIC EPISTEMOLOGIES:  
           POLITICS OF LOCATIONS AS ANALYTICAL TOOL 
 

When we look at a topic in a fresh way, the implications are often far 
reaching (…) qualitative researchers can paint new, subtle, and nuanced 

pictures of what were once familiar topics and areas  
Shank & Villella, 2004, p.50 

 
 

In the previous section, I illustrated that my shared research ventures 
with self-advocates are inherently coupled with, often underground, action and 
social change. As a researcher I had to deal with an extremely turbulent research 
process and with confusing findings that covered processes in which our sense of 
self is constantly evolving depending on different times, places and moments. 
Especially Marie made me aware of the multiplicity of fluidly, ever-changing 
subject positions that we all temporarily occupy (in research processes as well), 
and of her diasporic modes of subjectivity in her storied and enacted self-
advocacy (Deleuze & Guattari, 1980/1987; Braidotti, 1994, 2003; Mutua & 
Swadener, 2004). Identities appeared as never fixed, cohesive and unitary 
phenomena, but as sites of on-going social regulation and contestation rather than 
accomplished social facts (Seidman, 1993 quoted in Tierney, 1999, p.452).  
 
Denzin and Lincoln (2003) point to deteriorating foundations of research 
methodology in particular: if there is, for example, no means of correctly 
matching frozen text to an ever-changing world (Belsey, 2002, p.71), then 
researchers are left to critically question the role of the analytical tools they use 
(Tierney, 2002). I attempted to analyse the complicated and multiple subjectivities 
of Marie as a women with the label of ‘learning difficulties’ involved in self-
advocacy and interactions with others. This led me to an exploration of how we 
can analyse the power of discourse which is at work in elusive, silent ways in all 
our identity transformations. Gergen and Gergen (2003) argue that post-
foundational, postmodern and poststructural theoretical debates produced 
profound challenges and turbulent transformations to the ways in which 
qualitative inquiry is understood and practiced. Poststructuralism in particular 
makes a science capable of grasping this continual interplay of agency, structure 
and context in analyses of subject-centred, pluralist discourses. This brings forth a 
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better understanding of why some voices have been silenced or marginalized to 
destabilize the complex of social meanings (Tierney, 1999, p.452). Developments 
in poststructuralist theory have stimulated bursts of creative energy to set up fresh 
and catalytic dialogues between researchers and their communities (Mutua & 
Swadener, 2004), and poststructuralist analyses entertain alternative forms of 
representation, and the ability to reflect the complexities of action, human 
experience and participation in living revolution (Markula, 2006). Rosi Braidotti 
(1991) has commented that contemporary French philosophers such as Foucault 
and Deleuze offer ‘tools of analysis’ which invite us to make intellectual border-
crossings full of dangerous encounters, to address the multifarious and complex 
ways in which things are happening around us in this ‘run-away’ world which tied 
to a praxis of the representations we give to ourselves of ourselves: 
 

…a “counter-science” that “unmakes” us as it “traverse[s], animate[s], 
disturb[s] the whole constituted field of the human sciences” (Foucault, 
1970, p.381). Here is where we learn to think again, “in the process of 
disappearing” (Foucault, 1970, p.385), opening ourselves to a future 
thought of the knowledge of things and their order (Foucault quoted in 
Lather, 2005a) 

 
 
Yet Foucault locates the human sciences in sometimes slippery intermediaires in the 
space of knowledge: the complex epistemological configuration in which they 
find themselves is essentially unstable and uncertain (Lather, 2005b). In my 
research, I hope to extend the possibilities of social constructivism in relation to 
concepts like ‘learning difficulties’ (see Chapter II). I value the social constructivist 
paradigm which reveals that it is not possible to give any final, absolute account 
of what there is, but Heron warns us that “the idea that realities are just 
constructions within individual minds raises the problem of solipsism, (…) 
leaving the social constructivist paradigm in a stand of wobble” (quoted in Heron 
& Reason, 1997). In-between the extremes of solipsism, in which “I make it all 
up”, and a purely external reality, in which “I cease to exist”, there is:  
 

… a region where you are partly blown by the winds of reality and partly 
an artist creating a composite out of inner and outer events (Bateson 
quoted in Heron & Reason, 1997)  

 
 
Deleuze and Guattari’s (1980/1987) participatory, rhizomatic worldview is 
oriented towards an experimentation in contact with the real and goes beyond any 
social constructivist ‘myth’ of knowledge (re-)production (Braidotti, 2002, p.73). 
In my work, I want to explore Deleuze and Guattari’s promising efforts in 
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particular to analyze the phenomenon of ‘learning difficulties’ and to represent the 
complicated subjectivities of people with ‘learning difficulties’ in all their 
complicated and contradictory meanings, in the context of the lives of self-
advocates and their grassroots self-advocacy community. Deleuze and Guattari’s 
perception of the rhizome as a map seems promising. Deleuze and Guattari (1087, 
pp.7-16) enumerate certain approximate characteristics of the rhizome: principle 
of connection and heterogeneity, principle of multiplicity, principle of a-signifying 
rupture, principle of cartography and decalcomania. I experiment in particular 
with the idea of cartography and decalcomania, as a tool to analyze these 
complicated processes and transformations in my research:  

 
All of tree logic is a logic of tracing and reproduction. (…) Its goal is to 
describe a de facto state, to maintain balance in intersubjective relations. 
The tree articulates and hierarchizes tracings, tracings are like the leaves of 
a tree. The rhizome is althogether different, a map and not a tracing. Make a map 
not a tracing. (…) What distinguishes the map from the tracing is that it is entirely 
oriented toward an experimentation in contact with the real (Deleuze & Guattari, 
1980/1987, p.13, italics added) 

 
 
In disability research, to map and to make cartographies seems useful as a critical 
tool of renewed conceptual creativity in research analyses: 
 

Perhaps one of the most important characteristics of the rhizome is that it 
always has multiple entryways. (…) A map has multiple entryways as opposed 
to the tracing, which always goes back “to the same”. The map has to do 
with performance (Deleuze & Guattari, 1980/1987, pp.13-14, italics added) 

 
 
The idea of a map having multiple entryways creates the opportunity to work with 
contradictory meanings; dependent on the time, place and relationality of the 
nomadic, disabled subject speaking. Remember that Rosi Braidotti (1994, 2002, 
2006) proposes nomadism as a project of alternative figuration of human 
subjectivity and of its political expressions (see Chapter II). The notion of nomadic 
subjectivity makes sense as the multiple subject with bodily, rupturing roots that 
transforms and reconfigures her self in an anti-essentialist way:   
 

The subject is not a substance (…), the subject is a process, made of 
constant shifts and negotiations between different levels of power and 
desire, constantly shifting between wilful choice and unconscious drives. 
Whatever semblance of unity there may be is no God-given essence, but 
rather the fictional choreography of many levels into one socially 
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operational self. It implies that what sustains the entire process of 
becoming-subject is the will-to-know, the desire to say, the desire to 
speak, as a founding, primary, vital, necessary and therefore original desire 
to become (Braidotti, 2002, pp.75-76).  

 
 
For the subject, situated in a multiplicity of shifting contexts wherein 
differentiated dimensions of space, time and relationality are all important, and 
narrativity is a crucial binding force. To speak contributes to the making of 
significant figurations of the kind of subjects we are in the process of becoming 
(Braidotti, 2002, p.22). It becomes evident that each individual participant of the 
research process is a poly-vocal subject with multiple selves. Braidotti (1994, 2003) 
proposes the drawing of a cartography which depicts the different layers of 
subjectivity involved in these nomadic processes as a politics of locations in 
analyses; to map cartographies of power rests on embedded and embodied 
accounts which illuminate and transform knowledge of ourselves, others and of 
the world (Braidotti, 2002, p.12).  
 
As a researcher, this perspective on analyses and representation – to map politics 
of locations of power and subjectivities - makes me feel able to engage with the 
way how ordinary people, like self-advocates, express and articulate the 
interpretive theories that they use to make sense of their lives (Denzin, 1996, 
pp.25-26). As such, drawing cartographies of nomadic epistemologies allows me 
to embrace the political significance and the transformational potential of the self-
advocacy movement and all the self-advocates involved, and to represent the 
richness of their social worlds (Lincoln & Guba, 2003). Accounts of “experience” 
covered in their activist voices need to be understood as the outcome of a 
particular cultural history in which people learn to tell stories of their lives to 
themselves and others (Bruner, 1990). Research becomes a site wherein multiple 
selves are involved in meaning-making processes of phenomena as social and 
relational creations. In this climate, Lather (1993 in Denzin, 1996, p.14) argues 
that a representation of non-linear texts with multiple centers (of knowledge) in 
which multiple voices of poly-vocal subjects speak and articulate their definitions 
of situations has rhizomatic validity.  
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IV 
 
 

Connecting Activism with Academia 
Hybrid Cross-Fertilizations for Self-Advocacy 

 

 
 

Now, in some way, everyone is their own boss and they all have  
their own responsibilities. It’s like working together in an ants’ nest.  

We are all working ants now. An ants’ nest needs a leader too –  
a president, if you will. Yet, everyone is their own master and  

they all discover their own qualities. They discover that they are strong 
and that they can carry a lot of responsibility. It is my goal  

to fight for a better future for us all. I want to be a good chairman  
for our movement in Flanders. Our New Future needs to have goals  

and things to look forward to. You shouldn’t dwell on things.  
I really want to make our goals come true.  

This empowers us. 
 

(Robert, the current President of the grassroots self-advocacy network 
in Flanders, in Schoeters with support of De Winne & Roets, 

The Journey of Our Lives, 2007) 
 
 
 

The point is that a rhizome or multiplicity never allows itself  
to be overcoded, never has available a supplementary dimension  

over and above its number of lines . . .  
A rhizome may be broken or shattered at a given spot,  

but it will start up again on one of the old lines or on new lines.  
You can never get rid of ants because they form an animal rhizome  
that can rebound time and again after most of it has been destroyed. 

 
(Gilles Deleuze & Félix Guattari, in  

A Thousand Plateaux, 1980/1987, pp.9–10) 
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4.1. POSTSTRUCTURALIST DEPTHS OF STORIED AND  
 ENACTED SELF-ADVOCACY 8 
 

In what follows, I will take up my call for a poststructuralist appraisal of 
the depths of storied and enacted self-advocacy in Flanders by working on three 
analytical nodes. In 4.1.1. Regimes of Power: Challenging Hidden Discourses which 
Masquerade as Truths, I will shed light on power-knowledge relations studied from 
‘local centres’ (bodies-and-minds-in-process and activist voices), and illustrate 
processes of individualizing power in which people with ‘learning difficulties’ are 
objectified, labelled and pigeon-holed by classifying them into 
normality/abnormality. In 4.1.2. Apple Tree of Knowledge: Technologies of self-advocates’ 
self; I will illustrate processes of individualizing power, totalizing bio-power and 
resistance in which people with ‘learning difficulties’ turn themselves into subjects 
(again). In 4.1.3., Deleuzoguattarian Flavourings of Political Practice as Intensifiers of 
Thought, I introduce my way of including the activist voices and acts of resistance 
of self-advocates in my work – in a sense, to connect activism with academia - by 
engaging in a Deleuzoguattarian praxis.  
 
 
4.1.1. REGIMES OF POWER: CHALLENGING HIDDEN DISCOURSES  
 WHICH MASQUERADE AS TRUTHS  
 

Foucault (1980, 1984) points out that power and 
knowledge are interrelated after several extensive 
investigations of this nexus, analyses embedded in 
historically built systems and existing bodies of knowledge 
about human beings in different contexts. The main goal 
of his work has been to “create a history of the different 
modes by which, in our culture, human beings are made” 
(Foucault, 1982, p.208 quoted in Midden, 2007) into 
objects (objectification) (Braidotti, 2006). Discourses emerging from this 
complicated power-knowledge nexus, from these regimes of power, create a gaze 
that masquerades potentially productive human subjectivities of certain members 
of minority groups (Parker et al., 1999). One example is Foucault’s socio-political 
and historical analysis of the emergence of a psychiatric gaze and its panoptic eye 
in Madness and Civilization (1961), in which people were classified as 

                                                 
8  Based on:  
 

Roets, G., Van de Perre, D., Van Hove, G., Schoeters, L., De Schauwer, E. (2005) Apple Tree Of 
Knowledge. Activist Tales As Theoretical Discourse, in: Goodley, D., Van Hove, G. (eds.) Another 
Disability Studies Reader? People with Learning Difficulties and a Disabling World. Garant: 
Leuven/Apeldoorn. 
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normal/abnormal. According to Foucault (Midden, 2007), there appears to be a 
relationship between subjects, power, discourse and agency: there’s repressive 
power of discourse on subjects and productive power of subjects, or agency, like 
counter-histories to resist what these discourses and knowledges have spawned 
(Foucault, 1978b). Human subjects are socially constructed effects of power, 
discourse, history and culture. Foucault (1978b) proposes to study these power-
knowledge relations from ‘local centres’ under surveillance in repressive 
environments, for instance I would propose from the subject and the object of 
‘learning difficulties’ as impaired bodies-and-minds in process. Poststructuralists 
who adopted his work are interested to interrogate local circuits and mechanisms 
through which power circulates (Tamboukou & Ball, 2003; Midden, 2007) and 
creates conflicting, subjugating and institutionally founded discourses; where 
regimes of bio-power are at stake to control and govern minority groups and 
individuals with its identity in the definition of ‘self’ and ‘others’ (Goodley et al., 
2004; Midden, 2007). Foucoult (1978) tells us not to look at who has (not) got the 
power and uses it, instead we should look at overall strategies. Discourse should 
be seen as “a multiplicity of discursive elements that can come into play in various 
strategies” (Foucault, 1978, p.100 quoted in Midden, 2007). Above that, the power 
of discourse works in a tricky way, particularly silently and unconsciously 
(Foucault, 1980), as outlined by Sidell (1989, p.268 quoted in Goodley et al., 2004, 
p.114): 
 

…through individuals who become its carriers by adopting the forms of 
subjectivity and the meanings and values which it propounds. This theory 
provides an understanding of where our experience comes from and can 
explain why so many of our experiences and opinions are sometimes 
incoherent and contradictory. 

 
 
Midden (2007) asserts that this doesn’t mean that we should completely exclude 
subjects; we should examine what these processes of the social construction of 
subjects are in certain discourses. How are certain subject positions in- and  ex-
cluded, how are people classified as normal/abnormal? (Midden, personal 
communication) 
 
In a sense, in the lives of people with ‘learning difficulties’, repressive regimes of 
power are likely to be more present in environments like total institutions, 
sheltered workshops, social services, sometimes families. In those environments, 
people with ‘learning difficulties’ are easily regulated, closely observed and 
controlled as subjects and objects by others who have the power to define and 
decide – and most of the time in unintentional and elusive ways – for and about 
them. Their lives are particularly open to unconscious forms of governance and 
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subjectification, due to their label (Goodley, 2001), and it has been observed that 
these practices soon tend to result in voyeurism and intrusions in their lives by 
powerful others, like for example expert professionals and educators (Peter, 2000; 
Tremain, 2005). People with ‘learning difficulties’ risk to have their 
epistemological versions and realities, their particular truths embedded in time and 
place and a sense of agency denied (Tamboukou & Ball, 2003). As such, people 
with the label of ‘learning difficulties’ are made and become invisible as persons in 
a culture and – being inserted in a circle of supremacist knowledge - their 
humanness gets buried under ‘toxic truths’ constructed around the coding of 
‘learning difficulties’ as a form of abnormality (Foucault, 1961).  
 
In Our New Future, self-advocates often trouble their head about the meaning of 
their label as related to versions of their embedded and embodied self as people 
first, that posits particular versions of their personhood and subjectivity. Self-
advocates Jacques and Robert, respected and referred to as ‘our great brains’ in 
the group, decided to write their opinion about this issue down for one of the 
dialogues in the musketeer book (ONT, 2002) and seriously tackled what it meant 
to them, at that moment in time, to have been labelled with ‘learning difficulties’. 
Let’s listen to one version of Jacques’s storied self – an extract taken from the 
book One for All, All for One! (ONT, 2002) that mainly mirrors a defective view in 
the process of daily interactions. Strangely enough, in this version his sense of self 
seems to rest precariously on the validation or rejection of his performance by 
others in asymmetrical power relationships (Gerschick, 2000, p.1264; Ryan, 
Bajorek, Beaman & Anas, 2005).  

 
I do realise that I have an impairment. I have a brain damage, I guess. 
They declared that I am impaired for 70 % in accordance with my brain 
damage and according to my IQ. They determine this, based on IQ 
points. They told me that my brains work very slow, so am I, compared 
to another human who is twice as swift. They pinned the status of my 
impairment down, looking at the rate of my thinking process and my 
reactions. Well, I need some more time for that, yes. My memory isn’t so 
infallible all the time. A small example? When I was a 10 year-old boy, I 
couldn’t read all the stuff in my school books. At that time, my brother 
got 4. One day, I got some housework: to read the things out loud that we 
learned at school. While I managed to do some words, my brother could 
rattle off the whole text. He knew it inside out. Well, I have agonized over 
the acceptance of my mental impairment. You know, they make you work 
to the bone but you never manage to be as normal as they want you to be. 
We are people with a computer defect, I suppose. A crack in our head, 
sure. Brain damaged we are (ONT, 2002, p.105) 
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‘Learning difficulties’, in this version of Jacques’ self, is a matter of abnormality, 
hard existence, a fixed category, static, predicament, real, neutral and arbitrary in 
that it is pinned down by IQ points in a rational way. Jacques is abnormal, 
computer defect, brain damaged. Remarkably seen, in his dialogue with Jasmine 
(see ONT, 2002, pp.64-65), another leading self-advocate, Jacques adds some 
subtle though crucial elements to this extract of his life story. Here, Jacques goes 
back to his distant past. His experiences breath a bitter undertone, and frame his 
sense of self in the present. Note how he notices, now, the many unnoticed, 
thoughtless moments that other people made up a fixed version of his self, and 
many times made decisions about him; he was perceived as ‘one big problem’, ‘a 
dummy’, ‘badly impaired’ by practitioners linked to the system of special 
education in order to label and categorize him; some of his peers didn’t learn to 
give meaning to his difference and laughed him in the face, calling him names like 
‘Flap Ear Moron’, and so intervened in his life in a thoughtless and often 
unintentional way: 
 

When I was 7 year-old, I went to the first class of junior school. One 
month later, they sent me off to kindergarten class again. Too immature, 
they said. There I was one big problem. I couldn’t follow regular school. 
One year later, they dispatched me to the first class of junior school again. 
Huge problems again. And then they addressed me to special education. 
But that was a wrong answer again. Sell a dummy... I had to read out loud 
my book. I had to exercise at home. But my brother, then a 4 year-old, 
knew my book inside out soon. I couldn’t manage that. And I had to put 
up with the consequences too. The teacher spanked me. That old 
creature. She wanted to become head of the school but she wasn’t that 
lucky. She cooled her rage down on me. They sent me off there. When I 
was 9, I couldn’t read nor write yet. My parents decided to sent me to L. 
with help from the GP (doctor), an observation and treatment centre. 
They wanted to find out how able and disabled I was. They tested me all 
along. Tests on me. To see how badly impaired I am, they were chasing a 
percent. They just put a stamp on my head, nothing more. Then, they 
found an appropriate place for me. I had to go to segregated boarding 
school. Special education they call it. So I have been submitted to three 
different schools. They were cracks to sent me from pillar to post. (…) 
Until I was 14, I had to stay as an inmate at that peculiar, segregated 
boarding school. Isolated. Then I could go on to the technical school. I 
felt lonely. Going there with my bike, until I was 19. At technical college, 
where I had to learn my profession, I got entangled again. I couldn’t 
follow because I couldn’t write properly. There, they jeered at me. 
Because I have big ears. They ridiculed me with a nickname – sarcasms 
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like Flap-Ear Moron and Jumbo. They came to pull my ears They laughed 
me in the face (ONT, 2002, 64-65) 

 
 
Jacques’s bare experiences leave one with a bitter taste. In Jacques’ story, we can 
read how professional systems and present discourses of special education, 
produced by its actors - and vice versa, its actors, their discourses and decisions 
produced by these taken-for-granted customs and practices with long-standing 
historical roots – define and as such, create massive socio-political implications on 
the way how they treat people with ‘learning difficulties’, here on Jacques and on 
his future which looked dark. Some mind-sets from others in society, for example 
professionals, are consciously held. But more typically, such individual beliefs 
reflect the broader and collective mind-set of one’s culture and time, of a present 
and totalizing discourse, a regime of bio-power, which tends to be deeply 
embedded and complexly entangled in society’s present and past ways of thinking, 
to a bourgeois capitalism (Foucault, 1978a). Such societal mind-sets are 
particularly difficult to unveil and challenge, because of their complexity and 
because they operate unconsciously, in elusive and hidden ways. But regimes of 
bio-power can impose pervasive, degrading effects and wounds on children who 
are turned down from education as soon as they are labelled. However, now 
Jacques criticizes this defective, ‘ultimate truth’ made up about him by 
practitioners of the system of special education, drawing attention to the many 
power takeovers in his life. In a sense, he deconstructs the existing and taken-for-
granted grand narrative (Lyotard, 1979) which claims to represent universal truths 
about ‘learning difficulties’, a master discourse that has been responsible for the 
creation of his oppression (Galvin, 2003, p.681). Perhaps, one of the most 
pervasive ways to marginalize and alienate people with ‘learning difficulties’ is to 
deny their resistance, is to deny them a role in the (re)construction of knowledge 
about a shared world (Nunkoosing, 2000, p.53).  
 
 
4.1.2. APPLE TREE OF KNOWLEDGE:  

TECHNOLOGIES OF SELF-ADVOCATES’ SELF 
 

Foucault’s attempt is, together with other poststructuralists, to free 
degraded human subjects (and knowledge systems about them) from its hold by 
deconstructing these systems of knowledge, by exposing its inherent 
inconsistencies, contradictions and silences (Skrtic, 1995, p.37). This politicised, 
radical postmodernism shifts the debate:  
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…to a questioning of what it means to know and be known, how and 
why discourse works to legitimize and contest power, and the limitations 
of totalizing systems and fixed boundaries (Lather, 1991) 

 
 
Foucault (1978b) refers to ‘technologies of the self’; specific and complicated 
practices by which subjects constitute themselves in a very constraining as well as 
productive way (producing, modifying and affecting the self after all) through 
historically situated systems of power (Braidotti, 2006). Midden (2007) asserts that 
here the notion of agency of subjects or their possibilities to resist 
discourse/power come upon the scene of Foucault’s project, to embrace the 
possibility to achieve social change:  
 

our struggles should therefore not (only) be about liberation, instead we 
should ask ourselves how we can bring freedom into practice (Foucault 
quoted in Midden, 2007) 

 
 
Foucault’s answer is that we need to notice ethics in which subjects take care of 
their self because, while getting to know their self, they automatically take care of 
others too (Foucault, 1984). However, simultaneously in the context of the self-
advocacy movement, self-advocates and their supporters seem to engage in the 
creation of shared conversations and actions in which they re-invent and 
reconfigure their selves in a multiplicity of ways and contexts. More positive 
personal identities, roles, and activities are constructed and re-created that fling 
out pathological assumptions (about self-advocates, amongst others!) in the minds 
of powerful others (Erevelles, 1996; Corker, 1998; Corker & French, 1999; Silvers, 
2002), in which we: 
 

….embrace creative interpretation, questioning, wondering, multiple 
truths, partial understandings and a process of discovering with the aim to 
produce many empowering possibilities (Biklen, 2000, p.384) 

 
 
In the dialogue with Jacques in the musketeer book, Robert rejects the defective 
version of Jacques’s self. Robert obviously doesn’t want to portray as computer 
defect in the head. He experiences ‘learning difficulties’ as a long and vital 
philosophy of life, not insanity, not being  inferior. His worldly wisdom unravels. 
 

I can’t believe that the mission in my life is facing my brain impairment. 
My life work is getting to know myself, personally. That means something 
significant to happen. Everyone does it that way. We all discover our 
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selves. And more, you don’t have to set foot on the landmarks of your life 
on your own. You can join hands with other people, particularly with 
those people about who you feel you’re able to trust them. People who 
don’t think that you are insane. People who think that you’re not inferior 
(ONT, 2002, p.105) 

 
 

Robert discloses an alternative discourse, and releases this from his storied and 
enacted self-advocacy to empower Jacques, with hope that the last one can re-
write his feeling of being insane, inferior, brain damaged, computer defect (see 
4.1.1.).  
 
To illustrate that these processes can be present in self-advocacy groups on a 
more collective level as well, here I will illustrate experiences and expertise of 
more self-advocates of Our New Future. In 1997, self-advocacy explicitly and 
radically appeared in Flanders and its political aims soon became crystal clear (see 
Chapter I. Setting Out The Context). That moment, Geert Van Hove, a researcher 
fascinated by this exciting new social movement, drummed up his old mate and 
artist Dirk Dewitte. His sharp yet spiteful pen surprisingly flavoured self-
advocates’ sense of humour, their ideas, aims and especially their resilient culture. 
Some brainstorms took place with all the self-advocates who were involved in 
setting up the group; a joint venture that resulted in a number of imaginative 
drawings of a transformative apple tree, further developed with and given to the 
self-advocacy group in Ghent to get interpreted and used by self-advocates (see 
also www.ont.be - who are we?). Self-advocates’ gift to pluck up courage as 
creative problem-solvers has been touched in this series of drawings of the Apple 
Tree of Knowledge (‘Appelboom van Kennis’, in the words of Robert the 
president of the group). Until today, further refinement of the Apple Tree of 
Knowledge within our self-advocacy group takes place. The group works with the 
apple tree tales to explore the storied sense of selves of activists, as a political 
discourse that enables inciting forms of social action (Bochner, 2001, p.141). On 
big meetings with the whole group  (organized by the core group every 3 months 
by core members and advisors for all the members), veteran and experienced self-
advocates use the drawings to philosophize with new members about self-
advocacy; to enable the new-comers to tell their life stories about who they are, 
where they come from, about their past, hopes, fears, dreams and desires, about 
what they wish to change in their lives. As such, the apple tree is used as a tool to 
point self-advocates into a collective consciousness that often, in response, leads 
to new individual revolutions in activist lives. While working on the musketeer 
book project, five core members - Robert, Daniel, Philippe, Steve and Jacques - 
used the apple tree drawings as a tool to make an imaginative and joint analysis of 
the life stories of many members of Our New Future that were collected during 
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the book project (see ONT, 2002, pp.31-49, and Chapter I. Setting Out The Context). 
Their analysis is based on six analytical nodes as proposed by the imaginative 
drawings of the transformative apple tree and refined by the collective of self-
advocates: (i) getting jammed; (ii) acting like a ventriloquist’s puppet; (iii) what about myself?; 
(iv) what about all of us?; (v) cooking up action plans together; (vi) true self-advocacy in action. 
Here, I will disclose some of the collaborative life stories made by core members, 
members and advisors in the musketeer book project (see Chapter I. Setting Out The 
Context  and Chapter III. Methodological Persuasions and Analytical Resources). Clearly, 
self-advocates in action use language and dialogue as a discursive field, in which 
they engage critically and playfully with oppressive meaning systems and create 
imaginative systems of meaning to revalue their humanness.  
 
 
(i) Getting jammed  
 
When I was 21, they got me inside an institution. Had 
never been somewhere else than with people at 
home. I arrived there and thought “What a            
hell of all places is this?” But I couldn’t get out any 
more. Now I’m living there for 45 years yet. I have 
to leave it. I will simply never get over it” (a member, 
in ONT, 2002, p.37, emphasis added) 
 
Last night, I had a dream in my bed. Never want to leave Our New Future. I feel 
good here. I like to come. Before that I met you all, I had nothing left. If I didn’t 
find you… Life was all too complicated. I was deeply down, depressed. Here, I 
have true comrades (a new member, Marie, in ONT, 2002, p.37) 
 

 
(ii) Acting like a ventriloquist’s puppet 
 
We were living in a group of 10 retards. When we 
asked them something, they said: “You have to wait. 
Today, we have no time”. You could ask it 10 or 15 
times, over and over again. But when I have 
something in my head, then I have to get it out. I 
have brains you know. I think. Although they 
always tell me what to do. I need to tell someone. 
But they refuse to listen to us. The staff members 
say: “Can’t you see we’re all busy?!” Make some time 
for us? They’ll never do” (a member, in ONT, 
2002, p.39) 
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(iii) What about my self?  
 
I was so glad to get to know Our New Future. 
Because over there, we have nothing to hold on 
to. When you try to grasp someone, doesn’t 
work out. I’m just glad to be here. Here I really 
see and learn a lot. Sometimes they try to fool 
me with all sorts of crap. But I don’t get trapped 
in it any more. I want to put it aside. I’ve made a 
promise to myself: I have to go on. And here I am: 
a survivor. And that’s my way (a member, Marie-
Louise, ONT, 2002, p.41) 
 
I think the word mentally retarded is a word full of pity. It’s made up by them, to 
put a stamp on our head – you’re simply not supposed to do anything any more. I 
don’t think they are right. I figured out for myself that it is only is a label. To keep 
us docile, where we are (Jacques, in ONT, 2002, p.41) 
 
At some point, strengthened by more collective politics of resistance (Aspis, 1997; 
Goodley, 1997), people start to understand how ‘truths’ and realities have been 
socially constructed, and develop the ability to see beyond the dominant tragedy 
perspective that serves to govern and control their relationally embedded self.  
 
 
(iv) What about all of us? 
 
Sometimes they’re just not quite aware, who we really 
are, that we really are here. We first have to pull them 
on our ground before they will be able to discover 
who we are, in the end. Most people think we’re 
worthless. I’ve experienced this at school too. They 
were making a mockery of me. Bastards they are. 
They said: “We can do it all and you can’t do a thing” I 
keep some wisdom in my pocket. Good to be here. 
Here stories are told – open on the table. I can cope 
now, alone at home. To tell you honestly: my parents 
never thought I could realise this. Do never say  
“Let’s imprison them in institutions!” You should simply 
listen to what we have to tell. But now, I still have 
many questions. “Could I ever get married? Could I     
have kids of my own?” It’s just wrong to treat us like 
eternal children (a new member, in ONT, 2002, p.43) 
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(v) Cooking up action plans together  
 
They sometimes name us ‘people with 
impairments’. We just want to open eyes 
and tell you, they can name us in all 
different ways. We thought about another 
wise word, it sounds like ‘people with  
abilities’ (self-advocates Steve & Robert, 
ONT, 2002, p.45) 
 
Now I’m used to be tuff with these nuns, where my home is. You have to be quite 
stubborn. But you have to see life from the sunny side. You have to be an 
optimist in your life. Doesn’t work all the time, of course. Sometimes I’m deep 
down. But I keep on the rails (a member, in ONT, 2002, p.45) 
 
 
(vi) True self-advocates in action 
 
As a brainy person, I claim, together 
with my comrades from Our New 
Future, that we need to have freedom. 
We feel significant enough to support 
each other as core members. To have 
some personal support at your side, 
someone who’s worth your trust. Our 
New Future is our movement at last, of 
core members & members (Daniel, in 
ONT, 2002, p.47) 
 
It’s related to how people show out in society. People need to see us from our 
good sides. Not always cling to the bad ones. Hitler did the same to us before. Mijn 
volk eerst. [My folks first; this member borrows the current slogan of “The Flemish 
Block”, the extreme right side in current politics in Flanders] I’m frightened we’ll go 
the same road down. Take care. We’re not meant to provoke racism. Now you 
hear it everywhere in society: “Me and myself… and others can choke” People need to 
be committed to us. Now they cut short our wings. Isolate us. It really makes me 
fuming (self-advocate Guido, ONT, 2002,  p.48) 
 
People illustrate here that they de-construct and re-create, re-cultivate and re-
values plural and multiple truths and versions of their selves, cultures and life 
histories, give birth to alternative interpretations of life with ‘learning difficulties’ 
and inscribe new identities (Braidotti, 1994). These insights from activists and 
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their allies can take us beyond taken-for-granted truths to journeys of discovering 
new, complex and plural knowledges and meanings (Ferguson & Ferguson, 2000; 
Smith, 1999b, 2001; Goodley, 2001). The potentials of self-advocacy for disabling 
society can be affirmed by engaging in the creation of this multiplicity of cultural 
and particular versions of selves, personhoods and subjectivities. By establishing 
historical accounts of subjugated knowledges and opening space for the future 
performance of these knowledges, societies are more able to appreciate self-
advocates’ unique history of struggle (White & Epston, 1990, quoted in Gillman et 
al., 1997). I believe that a joint discovery of alternative epistemological 
perspectives and new and positive dimensions to the selves of members of a 
disadvantaged group, in a creative dialogue with subjects like self-advocates, 
challenges the political forces that nurture a disabling environment (Ryan et al., 
2005, p.129). Self-advocates, allies, supporters, parents, friends, colleagues, 
disability studies researchers - amongst others - can expand discursive space by 
supporting these conversations with people with ‘learning difficulties’, create new 
discourses and knowledges deviant from available master narratives. The 
experiences of people with ‘learning difficulties’ involved with the politicised new 
social movement of self-advocacy clearly constitute a body of knowledge that is in 
dire need of recognition (Goodley, 2001, p.210), so that alternative versions of 
selves can better circulate, empowering experiences of self-advocacy can get 
articulated and enacted, and social change can potentially take place. In a sense, we 
can all learn to embrace each other’s “….variety, confusion, colour, hotchpotch, 
kaleidoscope, medley, motley and harlequin of patchwork selves” (Galvin, 2003, 
p.681, italics added) to support the rebellious nature of activism.  

 
 

4.1.3. DELEUZOGUATTARIAN FLAVOURINGS OF POLITICAL PRAXIS AS 
INTENSIFIERS OF THOUGHT  

 
The Foucauldian lens of looking at regimes of power and bio-power, and 

technologies of the self with/in the self-advocacy movement has served me as a 
tool for my analyses (see Chapter III, in 3.2.3. Mapping Cartographies of Nomadic 
Epistemologies: Politics of Locations as Analytical Tool), to look at the way how self-
advocates re-invent, reconfigure and change their sense of self in relation to those 
of others, how they reveal a counter-narrative towards dominant and oppressive 
disability discourses (Ware, 2002). Their narratives construct a space in the 
margins of hegemonic discourses and allow for a discovery of their spaces of 
resistance towards what modernist knowledges have spawned (de Lauretis, 1987, 
p.18). Throughout the previous re-appraisal of processes of self-advocacy and this 
display of self-advocates’ politics of resistance and resilience, it did strike me how 
self-advocates re-define and re-configure the social construction of their 
‘impairment’ – the label of ‘learning difficulties’ – more as a social creation. In their 
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play of questions and answers, a metamorphosis of taken-for-granted knowledge 
about them takes place, in which we can see new and socially created meanings and 
versions of their selves, of their embodied and embedded truths (Tamboukou & 
Ball, 2003; Roets, Goodley & Van Hove, 2007). Self-advocacy is a dynamic 
process of discourse and action. In a sense, to be able to frame these living 
processes of self-advocacy enabled me to search for a more flexible notion of 
praxis (see Roets, Adams, Adams & Adams, in press). How could I include their 
activist voices, their (often hidden) (re)actions of resistance in my research? To get 
a grip on these elusive and diffuse centres of power and resistance, Foucault 
already argues that we need those who cease being submissive in an electric way:  
 

I’m very careful to get a grip on the actual mechanisms of the exercise of 
power. I do this because those who are enmeshed, involved, in these 
power relations can, in their actions, their resistance, their rebellion, 
escape them, transform them, in a word, cease being submissive 
(Foucault, 1980, pp.294-295 quoted in St.Pierre, 2004, p.293).  

 
Shildrick and Price (2005/2006) emphasise the submissive body as one that is 
completely incapable of submitting to command. Following Hardt and Negri (2000, 
p.216), this requires a body that is incapable of adapting to family life, to factory 
discipline, to the regulations of a traditional sex life, and so forth. Deleuze (1986) 
observes that Foucault writes about the political impetus for Deleuze and Guattari’s 
project in that they use this kind of political practice as an intensifier of thought, 
and analysis as a multiplier of the forms and domains for the intervention of 
political action. In Roets and Goodley (forthcoming), I assert with Dan Goodley 
that - unlike social constructivist philosophies in which we remain prisoners of 
what Foucault called the ‘episteme of man’ - in a Deleuzoguattarian take on 
discourse and knowledge openness is achieved and created by making the world 
depend on shared human interpretation and an asymmetrical becoming (De Landa, 
1999). My motivation was that I didn’t want to dismiss self-advocates activism and 
their surprisingly refreshing experiences, their processes of transformation and 
metamorphosis. Deleuze’s approach achieves this by making the world into a 
creative, complexifying, problematizing cauldron of becoming (De Landa, 1999, 
p.41). Deleuze believes in transformative praxis; in practice we are above all 
interested in what discourse enables us to do, to make, more than, or beyond, what 
it says;  
 

discourses are modes of action, practices we perform to facilitate or enable 
other practices, ways of attempting to deal with and transform the real 
(Grosz, 2005, p.158)  
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As such, theory does not express, translate, or serve to apply practice; “[theory] is 
practice” (Deleuze, 1986) as an instrument that multiplies potentialities. 
Transformative praxis can be situated as a particularly fertile site for educational 
researchers given its investment in political concerns (St. Pierre, 2004). Shaped by 
the interplay of power, language and meaning, these micro-politics of knowing and 
being known, in line with the current disability studies paradigm where scholars are 
doing disability research with rather than on or for disabled people (Clough & 
Barton, 1998), take on urgency in social praxis (Lather, 1991, p.86). In that vein, my 
research (text) was growing out of intersecting lives, journeys and relationships with 
self-advocates; out of my desire to smooth and shift the terrains of disability 
discourse with allied others (Roets & Goedgeluck, 2007). In the next section, I will 
illuminate one of these events.  
 
 
4.2. FEMINIST DEPTHS OF STORIED AND  
 ENACTED SELF-ADVOCACY 9 
 

In this section, I will address my call for a feminist appraisal of the depths 
of storied and enacted self-advocacy in Flanders by working on three analytical 
nodes: 4.2.1. Challenging Stereotypes of Self-advocates as A-sexual Beings: affirming the 
cultural status of adulthood; 4.2.2.  Challenging the Monologue about Silent Sterilization: 
implications for self-advocacy?; and 4.2.3. The ‘Other’ Becoming ‘The Same’ or the Right to Be 
Different? The notion of a-symmetrical power and difference. 
 
 
4.2.3. CHALLENGING STEREOTYPES OF SELF-ADVOCATES AS  

 A-SEXUAL BEINGS: AFFIRMING THE CULTURAL STATUS OF 
ADULTHOOD 

 
How a culture recognizes and respects the status of adulthood has 

implications for the available cultural rituals and status that are made available to 
citizen subjects by that society; a sense of adult status occurs and is recognized by 
accepting the underlying, although often hidden, discourse and assumptions that 
create a set of beliefs to which a society adheres (Jordan & Dunlap, 2001, p.287). 

                                                 
9  Based on:  
 

 Roets, G., Goedgeluck, M. (2007) Daisies On The Road. Tracing the political potential of our 
postmodernist feminist approach to life story research. Qualitative Inquity, 13(1), 58-84. 

 

Roets, G., Adams, M., Van Hove, G. (2006) Challenging The Monologue about Silent 
Sterilization. Implications for Self-advocacy. British Journal of Learning Disabilities (BJLD) Special 
edition on The History of Self-Advocacy for People with Learning Difficulties: International 
Comparisons, 34(3), 167-174. 



CHAPTER IV 
 

182 

In that light, Jordan and Dunlap (2001, p.287) raise an important issue: today’s 
climate and discourse surrounding people with ‘learning difficulties’ causes that 
they almost automatically dismiss their social rituals and roles implicated with the 
status of adulthood. For Ferguson (2003, p.140) the main feature of disability 
rights and self-advocacy is looking at how contingent the cultural status of 
adulthood of people with ‘learning difficulties’ seems on events that are largely out 
of their control with a critical eye: 
 

It is the cultural status of adulthood that seems fragile, not whether Ian 
(his 28-year old son) is an adult or not. Being an adult and securing the 
symbolic status of adulthood within the dominant culture are two very 
different achievements. In many ways, it is precisely in the gap between 
the two where cognitive disability [sic] rests.  

 
 
This fragile status of adulthood risks to reduce people with ‘learning difficulties’ to 
powerless and story-less objects (Traustadóttir & Johnson, 2000, p.14); they have 
in the past been denied as politicized citizen subjects, and still are in the present, 
as they have commonly been perceived as ‘eternal children’ (Phillips, 2005). Very 
illustrative here are existing stereotypes of disabilities that are often based on a-
sexuality: just as children are assumed to have no sexuality, disabled people are 
subject to infantilization; therefore an assumed a-sexuality as well (Shakespeare, 
1996, p.199). Internationally seen, for example, the phenomenon of parenting 
with ‘learning difficulties’ has been seen as a threat to the health of the nation, and 
the majority of responses to it has done so by means of institutionalization, 
sterilization politics, and invasive control over the lives and sexuality of men and 
women with ‘learning difficulties’ (May & Simpson, 2003; Booth, 2003). Setting 
goals for sexual expression for people with ‘learning difficulties’ still remains a 
very controversial issue and a taboo (Brantlinger, 1995; Booth & Booth, 1994; 
Giami, 1998; Lesseliers & Van Hove, 2001). This line of thought did not 
constitute people as having an internal life or desires (Braidotti, 2003). In my 
research praxis, I often witnessed and experienced a view of women with ‘learning 
difficulties’ that  objectifies and validates them as ‘not quite women’ (Phillips, 
2005); they were infantilized and, above that, feminized just like many women, 
and forced to live down in the ‘household of emotions’ (Hughes et al., 2005a, 
p.268). In the present, this makes women with ‘learning difficulties’ still 
vulnerable, at risk of being denied recognition as citizen subjects (Gerschick, 2000, 
p.1264), and has often tied them into conventional, often subordinate, roles 
(Walmsley & Downer, 1997, p.39). Lorber (2000) argues that both women and 
men have benefited from the successes of the disability rights movement, but that 
gender issues have not been so squarely faced (see also Sigurjónsdottir & 
Traustadóttir, 2004). This gender-blindness denied women with ‘learning 
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difficulties’ access to a knowledge of the disability rights movement and, above 
that, of feminism as well. Lorber (2000) analyzes, for example, how the social 
disparities women with disabilities face do affect their political activism, and 
concludes that disabled women are even less likely than men with disabilities to 
participate in several political activities. Experiences of exclusion loom large in 
many disabled people’s lives, but perhaps even more in those of women with 
‘learning difficulties’ (Walmsley & Downer, 1997). Condemned by the toxic label 
of ‘learning difficulties’ (disability) along with their gender, these women have 
been placed in a disadvantageous position as a multiple minority group 
(Traustadóttir, 1990; Traustadóttir & Johnson, 2000; Brantlinger, 1995).  
 
In Chapter II. Theoretical Resources, I introduced a strand of postmodernist and 
poststructuralist feminist disability studies, that pioneers in addressing critiques – 
in both practice and theory – about how a research climate can be set in which 
researchers are concerned with systems of representation and situations in which 
citizen subjects, and in particular women, are objectified and silenced as ‘other’ 
(Wilkinson & Kitzinger, 1996, Lather, 1991; hooks, 1990). Beginning from the 
point of view of the ‘impaired’ and ‘female other’, postmodernist and 
poststructuralist feminism asserts that we must take experience into account that 
has previously been ignored, forgotten, ridiculed and devalued (Corker 1999, 
2001; Lather 1991; Wilkinson & Kitzinger 1996), and is interested in how disabled 
women can occupy and engender significant and new positions as politicized 
citizen subjects in social and cultural life (Corker & French, 1999; Kittay, 
Schriempf, Silvers & Wendell, 2001, pviii). However, at the core of the politicised 
and radical self-advocacy movement are people first, who challenge pathological 
discourses associated with their personhood and with views that objectify and 
validate them as eternal children. Listen to self-advocate Daniel, an engrained self-
advocate of Our New Future, who reflects on the making of the musketeer book 
project (see Chapter I), and reveals the chief ingredient of the process of radical 
self-advocacy in the introduction of the book as follows: 
 

Although we are people with ‘learning difficulties’, we are no minors. We 
want to show ourselves in the wide world. We do have an aim in our lives. 
We hope to be seen as grown-ups in a shared world. And so they do not 
watch at us any more as if we were kids within our great rotten society 
(Van de Perre & Roets, ONT, 2002, p.19) 

 
 
The space that self-advocates take and experience to critically question their 
exclusion from ordinary life experiences as adults seems crucial. In a sense, with 
their claim to be taken seriously as adults, self-advocates want to affirm the 
cultural status of adulthood in their lives (Mitchell, 1997; Ferguson, 2003). It can 
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be observed that, doing so, they want to radically re-cognize, re-think and re-
territorialize the interaction of self, culture and disability (Allan, 2004).  
 
In my research these issues sensitized my queries, even more, in particular, after 
living through a very significant event with self-advocate Marie and her mother 
Laura (see introductions previously in Chapter I and Chapter III) that was very 
influential for my recognition of the gendered nature of oppression and self-
advocacy in my work. In the next section (4.2.2.), I will illustrate this event, that 
has documented in detail how Marie turned down a sterilization which was 
imposed on her as an absolute, ineluctable necessity with my support in 2002. The 
research findings and analysis presented here, are based on hours of taperecorded 
conversation between Marie and Griet, from 9th May 2002 until 15th May 2002, 
supplemented by Griet’s ethnographic field notes. During my work with Marie 
and Laura, while going through this, I witnessed how their voice and opinion got 
silenced, and their actions disqualified. Obviously, different mechanisms of 
professional and oppressive powers were at work, although often in a tricky and 
hidden way; just like Foucault asserted (see 4.1.) professionals were acting like 
carriers of taken-for-granted discourse and practice in unintentional ways, and 
professionals involved didn’t question their apparent wish to control Marie’s 
sexuality (and much more) critically. To document this, I explicitly choose not to 
represent the perspectives of professionals and/or the gynaecologist involved. 
Booth (1996) reveals that the views of people with ‘learning difficulties’ have been 
subordinated to other people’s purposes; and that common stereotypes have 
helped to shape thinking and attitudes within the research community as surely as 
in the wider society. People with ‘learning difficulties’ have mostly been treated as 
objects (of study) rather than credited with any integrity as people (Booth 1996, 
p.238). During the incidents, we (Marie and her mother, later joined by me) 
repeatedly and respectfully tried to strike up a conversation with the professionals 
involved. However they collectively turned down our questions for consideration, 
even when we seriously asked and pressed them to explain to Marie and her 
mother what a sterilization meant, and to listen to their point of view about this. 
Eventually, we needed the ultimate veto from an authoritative gynaecologist in 
Belgium to prevent the sterilization, because the procedure was due to be carried 
out without the clear informed consent from Marie and her mother. In section 
4.2.2., I will disclose in detail the recording of our jointly constructed, lived 
experience that is situated locally, temporally, and historically specific, gendered 
and grounded in human activity (Denzin, 1996; Tamboukou & Ball 2003); this 
event represents only one clear example of self-advocacy agency of activists and a 
temporary consensus about the complicated subject matter of un/voluntary 
sterilization, made up with support of an ally.  
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4.2.2.  CHALLENGING THE MONOLOGUE ABOUT SILENT STERILIZATION:  
IMPLICATIONS FOR SELF-ADVOCACY? 

 
Marie joined hands with activists and allies of the self-advocacy group to 

compose the musketeer book (see Chapter I), which is a disclosure of oral accounts 
of self-advocates in dialogue (see ONT, 2002; Roets et al. 2004, 2005). She had 
been working with Kate and Griet (advisors) on her life story to compose her life 
story. Kate got pregnant while self-advocates were busy composing their book. 
Marie often felt Kate’s belly for her baby’s little kicking feet. When Kate’s 
daughter was born, Marie went to admire the baby girl immediately. It was 
amazing to hear Marie’s wise advice about how to handle babies. Marie told us 
about where she acquired the experience and wisdom to reflect and make choices, 
and about how she thought about having a boyfriend and kids:  
 

My mum gave me two canary cock-birds. They now live with my mother. 
But when my mum will be gone, then our cock-birds will come to live 
with me she said. Then my boyfriend and I will take care of them. We 
would come to Our New Future2, and go home together. And would 
have a pint on the way home, and do some shopping together. For our 
bunnies, our cat and the canary cock-birds. I would want to make dinner 
myself. Will my boyfriend say ‘I would love to have little ones’… Then I’ll 
say we would have plenty of worries and never be done with kids. You 
have to buy clothes and shoes, and layettes. Where would we get the 
money? And what about kids growing up? I know all about that. I did 
bring up little kids with my mother before. It takes time, and plenty of 
energy. And when they get grownups, they want to have a boyfriend too. 
What are we gonna say then?  

 
 
Alongside Marie’s views about relationships and children, Griet had previously 
listened to Marie’s life-story and had got to know the details of her past. This 
knowledge made her, and other allies, better able to understand and respect 
Marie’s lifestyle, dilemmas, dreams and choices in the present:  
 

I was scared stiff of my stepfather. He was creepy-crawly with another 
woman in OUR bed! Don’t have to see that drunk ever over again, even if 
he was still alive and kicking. He did beat my mom up with a brown 
bottle of whiskey, and smashed my head too. I just run off, terrified. Well, 
I don’t take myself a man anyway. I’ve had more than enough from men. 
If I take a man in, into my life, then I just can’t go out working any more! 
That’s what blokes do! You could bring in any argument, won’t move me 
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into other thoughts now. That’s what mother says: I do know what I 
want.  

 
 
At that time however, rumours from the social service circulated around. Initiated 
by the psychologist (‘Tina’), who was connected to the local social service 
department, it was claimed that Marie was buying babies’ clothes, teddies and toys, 
and hiding them in her room. Tina interpreted this as very destructive and 
alarming, because Marie would be ‘obsessed by wanting to get pregnant herself’. 
The psychologist instructed the caregivers to keep a careful eye on her, so that she 
could not meet men (anymore). On a Monday in 2002, Marie made a lot of phone 
calls to Griet, sounding really panicky and confused. On the phone, she said:  
 

I’m going to commit suicide. I’ve told that gynaecologist frankly: ‘If you 
continue to act like this, then I just will have to kill myself’. She told me I 
can’t do this. I think I won’t do it for my mother. Not refrain from doing 
that for that silly doctor. Anyway, all that gynaecologist does is put me 
deep down in the dumps, and all the others let me down too.  

 
 
Apparently, Marie and her mother were told by her personal supporter, the 
psychologist, the director of the service on which she depended to organize her 
housing, and the gynaecologist, that a sterilization was a strict necessity and had to 
be done as soon as possible. That week, Griet asked Marie if she wanted to figure 
out what the possible dilemmas and consequences were concerning a sterilization, 
instead of just giving consent in an uninformed way:  
 

(Marie) I have to wait for the results of my blood. I said: ‘Doctor, how 
does it come that my raffle [her word for menstruation] keeps back?’ She 
answers ‘Well, your hormones are ruffled. The sterilization will help’. 
‘Hormones!?’ I said, ‘what the hell is that?’  
(Griet) And do you know yet what hormones are?  
(Marie) (silence)  
(Griet) Hormones are substances in your blood, which for example make 
your raffle come through.  
(Marie) Yes! Well, if I go to the hospital next week, the doctor said, my 
raffle will never get through any more. I almost can’t get out of my bed, 
when my rotten raffle is there. My belly hurts then.  
(Griet) But is that the reason to sterilise you?  
(Marie) My mother had the same question. My caregiver said so to my 
mother. And I did speak to her about that, that I don’t want to let it 
happen. But the gynaecologist says I can’t make a decision.  
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(Griet) And do you know what a sterilization means then, Marie?  
(Marie) (silence)  
(Griet) You have to ask Pat and Iris in a minute. They have imposed a 
sterilization on Iris. We will ask her.  
(silence)  

 
 
On Thursday that week, we went to Antwerp to seriously talk through this 
contentious issue with Pat and Iris (two self-advocates connected to our group). 
After the collaborative writing of the book, Marie was very well aware of the 
devastating impact of Iris’s unwanted sterilization on Pat and Iris’s life (reflected 
in the couple’s life story as disclosed in the Musketeers’ book). In conversation 
with Pat, Iris and Griet, Marie gives us an inside view of how the system works:  
 

(Griet) But do you think it necessary to be sterilised therefore? Isn’t that 
your decision to make?  
(Marie) Yes…well, but in fact, if I must do it as they say?! Then I have to, 
you know! I know a couple. Living in our service, in their house. They did 
it too. Annie living together with her man, happy. But she got a baby in 
her belly. Just thrown out of house. Caregivers. Removed they are. Told 
so to Myriam (personal caregiver) I don’t want to be kicked out of my 
own house here! But I don’t want to get cut in my belly neither. I had to 
go to the big boss from us. To get reprimands. And if a shady bloke rapes 
me, well I have to find out myself. Tina [psychologist] says. Reprimands I 
get. All the time!  

 
 
That Sunday evening, Marie met up with Griet and her cat at home, with the 
completed consent form in her pocket, signed by herself (although she is unable 
to read or write) and her mother, which she had to deliver on Monday morning. 
We spent hours with each other. Soon, Griet realized that those professionals had 
not even tried to explain to Marie what it meant to be sterilized although Marie 
showed in our conversation that she was someone  
who had thought and talked about these issues before:  
 

(Marie) Tina claims I must sign urgently. I can get pregnant right now, she 
maintains. In between us, Roets, I like little ones very much. But raise kids 
myself, I can’t do that. Won’t regret it. I will never do that Roets. If 
someone asks me to take care for the little ones, no problem. But have 
them myself, and raise them? Not my cup of tea, Roets!  
(Griet) But Marie, how can you right now get pregnant then? From the 
Holy Spirit then? You don’t sleep with a man right now, do you? You can 



CHAPTER IV 
 

188 

only get pregnant having sex with a man anyway. You can only have a kid 
in your belly if you had been sleeping with a man. You know that, do you?  
(Marie) I even don’t know how to do that! I don’t want to have sex. Not 
now, and not tomorrow!  

 
 
Later, Marie made clear that she definitely knows how kids and kittens are 
procreated, talking with my cat:  
 

(Marie) ‘Hello puss, do you know what Roets and your godmother will 
do? We are going to find a boyfriend for you, to play with him’. Are we 
going to search for a tom-cat or a girl, Roets?  
(Griet) I think, a good-looking tom-cat then, so she can trifle him!  
(Marie) (laughter) Roets! Yes, to play with your friend, not to scratch him 
or to bite his head off. Well Roets, one thing we’d better be aware off: 
those tom-cats can mate with her.  
(Griet) Yes I know. But then she will have kittens, what do you think?  
(Marie) Oh yes, deal! A tom-cat it is then. Well you will have a fat belly 
then, puss! And your Marie will take care for your little ones.  

 
 
Further, Marie’s story reveals that the caregivers and gynaecologist involved were 
offering misinformation (if they did indeed offer her any information at all). By 
telling lies to reduce Marie and her mother to silence, it appeared that the 
professionals involved were abusing the trust implicit within the care-giving 
relationship. They were putting pressure on Marie and threatening her by playing 
on the fears she had about her capacity to cope. They were taking away her 
opportunity to make a considered and informed decision, just to get the consent 
form signed. The professionals had told Marie that the sterilization was going to 
prevent her from having trouble with bladder inflammations, a high amount of 
cholesterol in her blood, and her menstruation would stop (which she defines as 
‘having my rotten raffle’).  
 

(Griet) I don’t grasp it really: why did you have to go to the gynaecologist 
you said?  
(Marie) For the sterilization on me. She says: your cholesterol is too high. 
You have to be careful with cholesterol. But don’t worry, she says, you’d 
feel better if you come down here to the hospital soon. I can’t go on like 
this, she maintains. And if my bladder will sink more, then I will have 
only serious trouble. My mother thinks that my bladder fails. That’s why I 
have to go to the hospital, my support worker claims. I always lose my 
water all the time. My belly is also always coming down [shows belly]. It 
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bothers me when I have to stoop. I don’t like to be fat. It’s quite the nail 
in my coffin!  
(Griet) But I have developed a little paunch too! Look, what a paunch I 
have! A bit of a pot-belly too! Well, your paunch won’t move an inch 
from that operation, lady! You know, I know what to wear to hide this! 
It’s like a trick. You want me to help you with clothing?  
(Marie) Oh yes Roets! When can we go shopping then?  

 
 
Marie was advised that by going ahead with the sterilization she was never going 
to have trouble with ‘shady blokes who want to rape you’ any more. This was, and 
is until today, one of her major fears:  
 

(Marie) In Ghent, there was a shady bloke who wanted to rape me. He 
had been dragging me along. Well, I am terrified, to get pregnant and so 
on. He got me in the bushes, in the park. I was thrashing about, and 
yelling at him, ‘let me go, you rotten bastard’. But they won’t  
believe me at all! That gynaecologist said, that isn’t possible anyway. I’m 
worried sick, to get pregnant from that bloke. But she says I go beyond 
my limits. And that if she will do that intervention, that it won’t happen 
ever again. That she will make the decision about what’s happening with 
me.  

 
 
The professionals threatened that if she or her mother refused to sign the consent 
form, they would declare her to be a ‘person under age in an extended way due to 
moderate mental retardation’. This would involve forgoing the right to her own 
money and to make her own decisions:  
 

(Marie) I’m deep down. My brother-in-law was angry with me again. He 
said: ‘You little squirt, switch off that mobile!’ I was fuming! I can make a 
phone call to my friend whenever I want, sure?  
(Griet) You know that, I’m here for you. But you shouldn’t be so 
terrified…  
(Marie) Well there you have a point Roets. But they threaten me, to make 
me a person under age. Then I can’t use my own money any more. And I 
can’t go out then. I’m afraid, that they will deprive me from my freedom. 
They say I might do something to myself.  

 
 
They also told her that they would make sure she could not go out and about any 
more:  
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(Marie) Tina has been grabbing at me, Roets! She snapped my head off, 
that I couldn’t go out any more. My colleague Mira doesn’t want to talk to 
her for six weeks any more. My mother says that Tina should be more 
careful! If she’s doing that ever again, she will send the police to her! My 
mother is afraid that Tina will snatch the signed consent out of your 
hands, Roets. Mother said that you have to burn the consent.  
(Griet) Yes, but well, I’m not going to take the consent with me, I’m not 
that stupid. Tell your mother she doesn’t have to be afraid.  

 
 
Eventually, we jointly decided to announce to Marie’s caregivers on the Monday 
morning that Griet had intercepted the consent form signed by her and her 
mother. That morning, Marie phoned me:  
 

I’m really stupid, Tina says. By signing that paper, I can’t get pregnant any 
more. But I don’t know… What is actually stated on that paper again, 
Roets?  

 
 
That Monday morning, after consulting Geert [Van Hove] about what to do next, 
Griet made a phone call to a well-respected gynaecologist, to work out which 
rights and claims Marie and Griet could make. In Flanders (Belgium), the medical 
association officially declared that sterilization can only be done where it is strictly 
necessary and requires informed consent (Denekens 1992). The recognized 
medical association only allows gynaecologists the power of decision making 
based on criteria which gives rise to a ‘situation of necessity’ (Denekens et al. 
1999). Ultimately this framework comes down to deciding whether the benefits of 
sterilization outweigh the drawbacks, and whether efficient contraception is better 
than involuntary, irreversible sterilization. Hearing our story, the gynaecologist 
told us in plain terms to ‘kidnap’ Marie if necessary.  
 
Also on that Monday, Marie was overtly taking up her freedom. She was shaking 
off the yoke of the regulated, closely observed and controlled professional 
intrusion and voyeurism. Griet got a hostile phone call from the psychologist, to 
tell us that she was unhappy about us retaining the signed informed consent. She 
described Griet as ‘irresponsible’ and ‘un-professional’, discrediting our advocacy 
agency as ‘ignorant’ and ‘idealistic’ compared with her expert professional 
knowledge. Griet was told to keep her distance from Marie, who needed a ‘safe 
and structured environment’ because she would become ‘very sticky’. Griet was 
also asked whether she realized that Marie was ‘attachment disordered’. We 
interpreted this as a final, disrespectful attempt to discredit Marie’s point of view. 
It was at that moment that we defined each other as comrades. Later, Griet was 
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called to account for her actions, and was again reprimanded by the professionals. 
Griet met with them, listened to all their arguments again, and handed them the 
publications and phone number of the authoritative gynaecologist. Marie and her 
mother soon pulled the strings again. The tables had clearly turned:  
 

(Marie) My mother made a phone call to my support worker. They are 
furious at you, Roets, and at me and my mother. My mother says: that’s 
nothing to wonder about, we spoiled their plans. Those doctors just have 
to keep their hands off my body. My mother agrees right down the line. I 
don’t give my consent. And my mother doesn’t neither. They can stuff it!  

 
 
4.2.3.  THE ‘OTHER’ BECOMING ‘THE SAME’ OR THE RIGHT TO BE 

DIFFERENT? ADOPTING THE NOTION OF ASYMMETRICAL POWER 
AND DIFFERENCE 

 
A position of resistance can never be established once and for all,  

but must be perpetually refashioned and renewed  
to address adequately those  

shifting conditions and circumstances  
that are its ground  

Solomon-Godeau, 1988, p.204 quoted in Lather, 1991, p.3 
 
 

Since this event, the complicatedness of Marie’s activism, rebellion, 
resistance and resilience have fascinated me, and have been a source of inspiration 
for the rest of my research queries and travels. Since then I learned to see that 
claims to equality and social justice in the disability movement are extremely 
complicated; they need very nuanced interpretations in disability theory and 
provide disability studies with conceptual challenges for which we can learn from 
similar developments in the feminist movement and feminist theory. Here, I will 
identify some implications for interpretations in the milieu of academia and as 
Marie’s ally to illustrate this.  
 
While addressing implications as a disability studies researcher and as a supporter 
of practices of self-advocacy, my first interpretation was to compare what 
happened with an international, critical human rights discourse (Rioux & Bach, 
1994), in particular with the United Nations Standard Rules on the Equalizations of 
Opportunities for Persons with Disabilities (1994). These rules, while not legally binding, 
seek to provide guidelines for efforts by governments to further opportunities for 
equal participation of people with disabilities in all aspects of society. Rule 9, 
‘family life and personal integrity’ prescribes (and I represent some extracts here):  
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States should promote the full participation of persons with disabilities in 
family life. They should promote their right to personal integrity and 
ensure that laws do not discriminate against persons with disabilities with 
respect to sexual relationships, marriage and parenthood.  
 
Persons with disabilities must not be denied the opportunity to experience 
their sexuality, have sexual relationships and experience parenthood. 
Taking into account that persons with disabilities may experience 
difficulties in getting married and setting up a family, States should 
encourage the availability of appropriate counselling. Persons with 
disabilities must have the same access as others to family-planning 
methods, as well as to information in accessible form on the sexual 
functioning of their bodies. 
 
States should promote measures to change negative attitudes towards 
marriage, sexuality and parenthood of persons with disabilities, especially 
of girls and women with disabilities, which still prevail in society.  

 
 
Clearly, mirroring these guidelines with what happened with Marie and Laura, I 
could say that Marie’s human rights – and especially the opportunities to actualize 
them - were not safeguarded. It would be even more effective to indemnify 
Marie’s human rights against professional powers at work on the level of legal 
justice, if the international human rights declaration(s) were legally binding 
(Cautreels, 2005).  
 
It did strike me, however, that any sense of symmetrical power and reciprocal 
dialogue was given up for lost by all the actors involved during the events. We all 
tended to end in hostile reactions against other actors, the ‘solution’ of the 
impasse appears as clear evidence of this. Some difficult questions remained: 
could we, at some point, justify this? Our re/actions, and especially mine as an ally 
and a researcher, can be perceived as being too close to a critical conception of 
ideology; re-creating a system of (theoretical) domination which reverses the 
master/slave relation, justifies militaristic responses of resistance and re-creates 
oppressive social relations in a vicious circle in everyday life (Braidotti, 2007). 
Structuralist, ideology-inspired brands of the disability movement and disability 
studies inspired by the critical paradigm have been criticized for a limited 
exploration of the complicated dialectics of freedom and constraint as well 
(Hughes et al., 2005a). My educational praxis does not really benefit from a 
simplistic translation of the pure structuralism of the critical paradigm that easily 
recreates dualistic and hostile subject positions (taken, from example, from strands 
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in disability studies like many versions of the social model of disability in its 
Marxist version, and critical pedagogy that continues to believe in ultimate 
reciprocal dialogue).  
 
In that light, it was essential to frame my critical educational work and 
transformative action with Marie and Laura in a conjunction with feminism and 
post-structuralism as well, to be able to complement my attempt to engage in both 
empowering practice and transformative theory (see Lather, 1991; Skrtic, 1995). 
For example, feminists have questioned the meaning and value of the notion of 
the ‘Human’ that is implicit in the practice of human rights, with a close link to 
postmodernist critiques and deconstructions of (new) master discourses about 
human subjects in our culture (Braidotti, 2006a). I want to fully acknowledge and 
support disabled people’s struggle for human rights, but I want to account for the 
subtleties and ambiguities in the experiences of the disability studies community in 
my actions as an educator involved with self-advocates and in my analysis on the 
level of disability theory as well. Self-advocates have shown – and so did Marie 
and her mother Laura - that they need interdependent, supportive and inclusive 
relationships to be able to exercise their citizenship: support was redefined as a 
gift and inclusive relationships as redolent of positive properties such as 
generosity, trust, confidence, interdependency, comradeship, commitment, delight, 
esteem, humour, tease and love. Self-advocates coming together present an 
affirmation and celebration of common humanity and differences (Taylor, 1996). 
In the light of Marie and Laura’s achievements and insights, traditional notions of 
independence, self-determination and autonomy, pervading branches of the 
disability movement, current versions of disability studies and modernist notions 
of the human subject, appear to be deeply problematic. The need for a 
postmodern break with totalizing, universalizing ‘meta-narratives’ and the problem 
with the humanist view that underlies them in the context of feminist research and 
pedagogy is brightly expressed by Lather (1991): 
 

Humanism posits the subject as an autonomous individual capable of full 
consciousness and endowed with a stable ‘self’ constituted by a set of 
static characteristics such as sex, class, race, sexual orientation [and let me 
add, impairment]. Such a subject has been at the heart of the 
Enlightenment project of progress via education, reflexive rationality and 
human agency (ibid., p.5) 

 
 
Often, the disability rights movement has embraced the male imaginary of a 
citizen that finally gets equal opportunities, defined in terms of the ‘other’ who 
needs to become socially, culturally and economically the ‘same’ (Hughes et al., 
2005a, p.263). However disabled people chasing to be the absolute master of their 
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own destiny reverse the master/slave relation and close off the possibility of an 
ethic of support, in line with a feminist ethic of care (see Shakespeare, 1997; 
Hughes et al., 2005a). The self-advocacy movement models a social movement par 
excellence that abrogates the dominant master/slave relation, a turn in which 
feminists place much hope to re-articulate, redefine and affirm human 
commonalities and asymmetrical differences as a feature of a social movement 
(see Braidotti, 1994, 2002, 2006a; Garland-Thomson, 2003).  
 
I articulate a number of different questions to inscribe my work – and this event 
(see 2.2.2.) – in a poststructuralist feminist turn, I raise but a few: On what basis 
have we made up that social construction of normality/abnormality in our past 
configuration of interrelated power, discourse and knowledge? Can we accept the 
historical trajectory of citizenship and fulfilment of human rights for subjects with 
‘learning difficulties’; so that it is possible that ‘they’ can be treated as distinct from 
other people in the present (Carey 2003, p.411)? On what basis have we 
constructed dualities between us and them, so that it is taken-for-granted that some 
‘normal’ subjects do and some ‘abnormal’ objects are done to (Perry & Whiteside 
2000)? In my discussion, I dealt with these questions. In my experience, the 
violation of human rights of people with the label of ‘learning difficulties’ often 
happens as a more hidden, dark and silent action through disciplinary powers at 
work - what I termed dark secrets of oppression (Roets & Van Hove 2003) - in 
which pathological understandings of different bodies and minds are 
unconsciously reproduced (Goodley, 2001, p.210). As a consequence then, I would 
suggest, human rights can get violated. Perhaps the most significant period and 
illustration of rights restrictions for people with ‘learning difficulties’ in history is 
the eugenics era (Baroff, 2000). The influence of biological determinism and 
essentialism in the eugenics movement (Kerr & Shakespeare 2002; Köbsell 1987; 
May & Simpson 2003; Park & Radford 1998), the desire for a pure human race, 
led to conscious, repressive, and formal measures to control the fertility and 
sexuality of people with ‘learning difficulties’, who were perceived as rampant and 
dangerous to any kind of marriage, sex and parenthood. Perhaps, these 
enthusiastic excursions into biological determinism may sound humorous and 
totally irrelevant when viewed from our current perspective, but I just want to 
stress here that those ideas were not simply temporary in nature; they continue to 
be powerful in their social implications in the present (Wehmeyer, 2003). Arguably 
genealogies of eugenic policies have culminated in contemporary reproductive 
technologies (Tremain 2005, p.2) like sterilization politics (Mitchel & Smith, 2003). 
These ‘stories’ are still intrinsic performers in our language, action and thought. In 
the present, disabled people are often denied the capacity for sexual feelings or 
opportunities to express them (Shakespeare 1996, p.199).  
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This is how my actions, my desire to advocate for an opinion opposite to that of 
other actors involved in this web of asymmetrical power relationships and social 
life, have to be read and understood. Respecting Marie’s right to be different 
addresses her need for a translation and conversation over the pros and cons of a 
sterilization before the decision is made for her. In my eyes, ‘being sterilized’ has 
implications for her ontological status of being. I do consider sterilization as a 
matter of human rights – indeed the right to be different - that needs to get jointly 
discussed and seen as a grounded choice made with all the actors involved. The 
event, documented in 4.2.2., illustrates that it is possible to talk about this choice 
in an understandable, accessible way with women with ‘learning difficulties’ (to 
challenge another stereotype). These women should be involved as much as possible, 
and a sterilization cannot be forced on someone because they have been labelled 
as having ‘learning difficulties’. We did not take an extreme stance, saying that 
sterilization cannot happen anyway. We did inscribe our actions in what the 
recognized medical association in Belgium officially declares about this issue; that 
an involuntary sterilization can only be done where it is strictly necessary, and that 
this requires a legally binding informed consent (Denekens 1992). This only allows 
gynaecologists the power of decision making based on criteria which gives rise to 
a ‘situation of necessity’ (Denekens et al. 1999). Ultimately this framework comes 
down to deciding whether the benefits of sterilization outweigh the drawbacks, 
and whether efficient contraception is better than involuntary, irreversible 
sterilization. That is why the gynaecologist involved, hearing our story, told us in 
plain terms to ‘kidnap’ Marie if necessary and to claim her human rights (and let 
me add, to claim her right to be different and to talk through this with her) until a 
consensus was made with all the actors involved.  
 
Lather (1991) argues that change-enhancing advocacy approaches to inquiry have 
much to offer as we begin to grasp the possibilities of knowledge deconstruction 
and production that are structurally located and historically situated. Lather 
conceptualizes “scholarship that makes its biases part of its argument arises as a 
new contender for legitimacy” (ibid., p.3), and “ideology as the stories a culture 
tells itself about itself” (ibid., p.2). Various feminists and poststructuralists have 
become social theorists informed by identification with and interest in counter-
hegemonic social movements, and take the self-clarification of people involved in 
these social movements, and their struggles and wishes, in relation to changing 
historical conditions as a charge (ibid., p.3). Patti Lather (1991, pp.2-3) deals with 
the value-ladenness and openly ideological approach of transformative actions, 
inspired by Sandra Harding’s feminist standpoint approach:  
 

…ideology is viewed as something people inhabit in very daily, material 
ways and which speaks to both progressive and determinant aspects of 
culture (…) Harding (1986, p.249) distinguishes between “coercive values 
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– racism, classism, sexism – that deteriorate objectivity” and 
“participatory values – anti-racism, anti-classism, anti-sexism – that 
decrease distortions and mystifications in our culture’s explanations and 
understandings (Harding quoted in Lather, 1991, pp.2-3) 

 
 
In that light, my critical educational work with Marie and Laura needs the self-
reflexivity of feminism and poststructuralism. In a sense, these events with Laura 
and Marie reminded me strongly to poststructuralist feminist politics of sexual and 
ontological difference, in which is argued that: 
 

…the transformation of the negative into life-affirming alternatives that 
not only empower the marginal but also change the structures of the 
social order, is the key to the politics of human rights in the third 
millennium (Braidotti, 2007) 

 
 
Since then, I believe that there was (and is) still much to learn from this feminist 
strand of research in disability studies, in disability theory and in the disability 
movement. In the analyses following, I will bring this need for a poststructuralist 
feminist appraisal of the depths of self-advocacy further under notice, to be able 
to think through self-advocacy with the concepts of difference, asymmetrical 
power relationships and interdependency.  
 
 
4.3.  NARRATIVE IN A NUTSHELL: SHARING HOPES, FEARS AND 

DREAMS WITH SELF-ADVOCATES 10 
 

In this section, I throw light on the life stories and interpretive theories of 
self-advocates, which usually remain hidden between the story-lines of life, and on 
the way how self-advocates’ existential challenges moved me together with Dan 
Goodley and Geert Van Hove as theoretical allies towards deeper conversations 
about disability theory. We were in search for a useful theoretical framework to 
support the circulation of self-advocates’ wisdom and knowledge. Here I will 
represent how we experimented, in particular, with some of the notions of 
Deleuze and Guattari’s (1980/1987) rhizome, in 4.3.1. Narrative in a Nutshell: a 
multiplicity of interpretations; 4.3.2. Rhizomatic Circulation of Self-Advocates’ Knowledge: 

                                                 
10  Based on:  

 

Roets, G., Goodley, D., Van Hove, G. Narrative in a Nutshell. Sharing Hopes, Fears and Dreams 
with Self-advocates. Intellectual and Developmental Disabilities (previously Mental Retardation), 45(5), 323-
334.  
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sharing hopes, fears and dreams with self-advocates; and in 4.3.3. Articulating Interpretive 
Social Theories of Self-Advocates: micro-politics of resilience. .  
 
 
4.3.1.  NARRATIVE IN A NUTSHELL:  

A MULTIPLICITY OF INTERPRETATIONS  
 

Working as an ally with a group of self-advocates on several projects (see 
ONT, 2002, 2005, 2007), one of which was the composition of their book One for 
All, All for One! A Joint Fight for Human Rights (ONT, 2002), I got to know leading 
and respected self-advocates within and across Our New Future (the first self-
advocacy group in Flanders, the Dutch speaking part of Belgium) through 
volunteering as an advisor over the past 10 years (see Chapter I for context and 
Chapter III for methodological approaches). This could be seen as a very natural 
way of discovering everyday life in collaboration and comradeship. In this book, 
self-advocates articulated their life stories and disclosed their worldly wisdom in 
dialogues. Sharing stories, hopes, fears, laughter, tears, dreams, deeds, and bitters 
and sweets, a fresh and intensely felt participation of the present in self-
advocates’ grassroots network, they invited us to map the multiplicity of their 
powers and resistances (Roets, Van de Perre, Van Hove, Schoeters, & De 
Schauwer, 2004; Roets, Van de Perre, Van Hove, Schoeters, & De Schauwer, 
2005). Our research activity created many empowering possibilities and provided 
us with opportunities to better understand individual and collective politics of 
resilience and resistance of self-advocates (Goodley, 1999, 2001; Taylor, 1996). 
Here, I will lay bare some of the storied dialogues with Pat, Iris, and Marie 
(pseudonyms), extracts from One for All (ONT, 2002), and encounters with People 
First. I hope that our plain stories, in a nutshell, have the detailed complexity to 
spin webs of connections and catch people’s hearts. In A Thousand Plateaus, 
Deleuze and Guattari (1980/1987) inspired me to create plateaus, flows of 
energy, and intensities in the simplest of ways. As they noted:  
 

The multiple must be made, not by always adding a higher dimension, 
but rather in the simplest of ways, by dint of sobriety, with the number 
of dimensions one already has available (ibid., p.7) 

 
 
Stories are able to stir up a multiplicity of interpretations (Ferguson, Ferguson, & 
Taylor, 1992; Ferguson & Ferguson, 1995) as fragments of knowledge to make 
sense of and link together. Some might surprise you as small and shy, like a 
nervous child that suddenly breaks into laughter or tears when you least expect it, 
some might bully you into submission, some might knock you out straight up. 
Once you let stories go, they might lead lives of their own. Pat and Iris, a close 
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couple who were self-advocates, sprightly told us stories about their everyday life. 
Pat and Iris share the sweet and the bitter with each other.  
 

(Pat)Now I fear not any one any more!  
Iris bursts her love into laughter: ‘‘Oh you boaster!’’  
(Pat, serious) Yes, sometimes am frightened. They’ll plunder me. My 
home. My chopper. My money. When I get up to something. When I’ve 
spent much money, they’ll rob me.  
[They had fought for a life together. About caregivers, Pat said he did 
throw three of them out of his house. They acted like ‘‘big boss.’’ He 
even had to fight one of them to the bitter end.]  
(Pat) Yep! One, had to dust ’er down. Had to get her by the short hairs. 
Well yes, did not listen to me! Not with me! Not in my house. There I 
am big boss. I’m not to get crushed! I just tell them where to stay. They 
can get lost! (ONT, 2002, p.171)  

 
 
However, Roets, Goodley & Van Hove (2007) are painfully aware that it might 
be a risky adventure to leave these precious stories up for grabs and power 
takeovers, open for inter-pretations of any kind. Deficit and pathological thinking 
surrounds people with ‘learning difficulties’ (Goodley, 2007a). The ways that tales 
are told and translated may be shaped by the desire of influential gatekeepers to 
accept or reject them as ‘‘true’’ and ‘‘valid’’ accounts (Chappell, 1998). Self-
advocates here gave voice to lived knowledge, which tends to not be observed, 
silenced, discredited, disqualified, and/or excluded in current social sciences 
(Booth, 1996; Booth & Booth, 1996; Goodley, 1996; Roets & Goedgeluck, 2007). 
This might be why the raison d’être of people with ‘learning difficulties’ is stifled; 
why they might feel like alienated and brainwashed ‘Others’, not belonging, 
caught in a politics of segregation and exclusion (Taylor & Bogdan, 1989). In our 
eyes, Pat and Iris highlight the politics of professionalization that tend to control 
their everyday lives. In this frame of reference, it might be impossible to discover 
the subtle sense of self-advocates’ creative social worlds and nomadic subcultures 
(Braidotti, 1994; Roets, Reinaart, & Van Hove, in press). Too often, we have 
experienced that the wisdom of self-advocates is buried under expert truth, 
power, and knowledge, and disappears in a power nexus that operates through 
taken-for-granted systems of professional discourse (Tremain, 2005). Here, I 
map, illustrate, and critique some socio-political effects of the politics of 
professionalization in the present time. The shared lives and story of Pat and Iris, 
however, reflect just some of the personal harms that existing grand narratives 
have visited upon them (Silvers, 2002).  
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Pat and Iris live in a small village near Antwerp. The bus stops 
underneath their belfry. Pat stays await, a bear of a fellow in full swing. 
He holds my arm: ‘‘Come home with me!’’ In the shopping street he 
stops before a store-window. They sell baby clothes and layettes. ‘‘Lovely 
cradle,’’ he longs. I have to ponder over a conversation between Rob 
[leading self-advocate] and me [Griet, advisor] with those two people. 
Rob had a question in store for them while dialoguing about ‘‘human 
rights.’’ Rob got a surprising response. I wrote it down because I got 
crushed with the injustice done to Pat and Iris.  
 
(Rob) Tell me about something related with what you want, but you can’t 
have.  
(Pat) Children.  
(Rob wants to bone this out) But when is Iris going to have children?  
(Pat) Caregivers say we’re not ought to. And her father’s grumbling 
about us.  
(Iris confirms) I’m not ought to says me dad. That’s it.  
(Rob turns to Iris) Yes well, but who must have that little one? You or 
your dad?  
(a profound silence reigns - Iris tries to hold back her tears)  
(Pat reacts) I can not have any more children, as her womb is gone.  
 
Iris gives us a warm welcome at home. They invited me - dinner and a 
bed is waiting for me. They love to foster someone - as a talent of both 
of them (ONT, 2002, p.153)  

 
 
The very idea of what it means to be human but to be labelled with ‘learning 
difficulties’ is thrown open to questioning. This focus on the social threat that 
people with ‘learning difficulties’ pose for society through their capacity to have 
children objectifies self-advocates and denies them to be grown-ups with dreams 
and desires (Braidotti, 2006a). The cult of professional expertise compels people 
to believe the voices of authority unquestioningly, as a totally coherent system of 
necessary knowledge within a precise territory. The human psyche itself has 
become a possible domain for systematic government in these vocabularies (van 
Drenth, in press). In the same vein, the process of professionalization resulted in 
forms of institutionalized care in Flanders. Pat and Iris jointly escaped a life in a 
cold institution and have chosen to share warmth in their own house (Johnson & 
Traustadóttir, 2005; Traustadóttir, 2006). They live in a cluster of little connected 
houses that offer supported living:  
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(Pat, who has some black pages in his past, holds some bitter memories 
about a time when he was a little lad) I went to special school from the 
outset. Always special. Only special kids. Impaired kids. Special school 
passed. But then big lads teasing me. That was difficult. Man! I was 
terrified. Really terrified. They frightened me. I ran out of school.  
(Iris is familiar with his past. She complements with hers) I was 21 and 
quit special school. And then, had to move into institution. And work 
into a day care centre. Also working in institution, in the groups. A whole 
caboodle it was! Well we raised the devil there! We couldn’t cook our 
own dinner. We were only allowed to brew some coffee! And there we 
met. I had an affair with someone else first, for 2 years. But he was not 
my true love! Lived in the same group. Didn’t work out. I wanted to live 
together. But his father said no. I couldn’t get over that! And then got to 
know him. That’s a rogue! I love him with all my heart. (Iris smiles). Yes 
dear? We were dating and went steady soon. And then moved out!  
(Pat, who fosters his memories - how he lives together now with his 
woman means sharing warmth in their own house; life suits him well) 
Makes a big difference compared with life before! Feel fine now. Love 
living together with her. I’m a free man. I have all what I long for. Eat 
what I want to eat. No compulsory hours of in and out institution. Just 
our own house. We decide for ourselves. And above all: I live with her!  
(Iris smiles) And I live with my Pat. Living together for twelve years 
now! Before we were living in a big institution. Both there. Getting to 
know each other over there. Cold place there. That was a tough time for 
me! But let them boss about me? No way!  
(ONT, 2002, p.156)  

 
 
We believe that these chilling realities, such as silenced sterilization and 
institutionalization, are not simply artifacts of the past but should be relevant for 
both present and future (Johnson & Traustadóttir, 2005; Roets et al., 2006; 
Traustadóttir, 1990). 
 
 
4.3.2. RHIZOMATIC CIRCULATION OF SELF-ADVOCATES’ KNOWLEDGE:  

SHARING HOPES, FEARS AND DREAMS WITH SELF-ADVOCATES 
 

However we read and translated their stories in a different light. 
Through the turbulent process of composing the life stories (Roets et al., 2004, 
2005), we believe that I (Griet) had captured glimpses of the often hidden and 
resilient culture of people with ‘learning difficulties’ (Goodley, 1999). We 
experienced self-advocates as active social agents through the production of new, 
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hybrid discourses and the creation of discursive and cultural change (Corker & 
French, 1999; Phillips & Jorgenson, 2002). We believe that the personal, even 
intimate stories of my comrades deserve to be seriously listened to in their 
cultural contexts. Their life stories may well deserve and even require reflection 
and theoretical analysis in order to avoid misinterpretations and objectification in 
professional discourse. Furthermore, living processes of transformation of self-
advocates’ selves - here cloaked in Pat and Iris’ multiple sites of oppression and 
resistance - expressed the necessity to refigure epistemological configurations and 
to reinvent theoretical practice (Braidotti, 1994, 2002). How can we, as theoretical 
allies, possibly support and strengthen self-advocates’ scope for epistemological 
innovation? 
 
In search for a useful theoretical framework to capture these processes, we found 
ourselves experimenting with concepts of poststructuralists and feminists as lines 
of possibility. The work of the French poststructuralists Deleuze and Guattari 
(1980/1987), in particular, may help us to understand the life worlds of adults 
with ‘learning difficulties’ (Grosz, 1994, p.165). To do so, we will analyze some of 
their concepts, most notably the rhizome: (i) multiplicity and meaning, (ii) heterogeneity 
and rebellion, and (iii) a-signifying rupture and power takeovers.  
 
In what follows, we have disclosed in detail the recording of the jointly 
constructed, lived experiences with Pat, Iris, and Marie. Marie is a born ‘‘femme 
fatale’’ and defined herself as straatluuper (‘‘daisy on the road,’’ see Roets & 
Goedgeluck, 2007). Just like her friends Pat and Iris, she mastered breaking rules, 
norms, and stereotypes and pushing her plans through. At that time, Marie was 
threatened by professionals who wanted her to have a forced, nonvoluntary 
sterilization. Marie made a lot of phone calls to me (Griet), reporting that her 
mother was told by her personal supporter, the psychologist, the director of the 
service on which she depended to organize her housing and the gynaecologist 
that a sterilization was a strict necessity and had to happen as soon as possible 
(see 4.2.2.). The first author asked Marie whether she wanted to figure out what 
the possible dilemmas and consequences were concerning a sterilization instead 
of just giving consent in an uninformed way. The first thing we decided to do 
that week was to go to Antwerp to have a serious discussion with Pat and Iris. 
After the collaborative writing of the book One for All, All for One! (2002) with 
Our New Future, Marie was very well aware of the devastating impact of Iris’ 
unwanted sterilization on Pat and Iris’s life (also see Roets et al., 2006). These 
encounters shed light on possibilities for epistemological rebellion illuminated by 
some of Deleuze and Guattari’s (1980/1987) concepts.  
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 Multiplicity and Meaning  
 
Deleuze and Guattari (1980/1987) opened up possibilities by stating that the 
system of modernist, binary thought has never reached an understanding of 
multiplicity. In terms of modernist binaries: 
 

…what we have before us is the most classical and well reflected, oldest, 
and weariest kind of thought. Nature doesn’t work this way: in nature, 
roots are taproots with a more multiple, lateral, and circular system of 
ramification, rather than a dichotomous one (ibid., p.5)  

 
 
Lather (2005) provided background for the value of multiple discourses to 
destabilize master regimes of truth and knowledge (Denzin, 1996, p.14). To get a 
grasp of ‘learning difficulties’ in all its complicated and contradictory meanings 
on the level of social theory and to consequently counter the grand narrative of 
deviance, lack, tragedy, and repressive professional practice, we found the 
rhizome a helpful visual metaphor:  
 

The rhizome operates by variation, expansion, conquest, capture, 
offshoots…The rhizome pertains to a map that must be produced, 
constructed, a map is always detachable, connectable, reversible, 
modifiable, and has multiple entryways and exits its own lines of flight. 
In contrast to centred systems with hierarchical modes of 
communication and pre-established paths, the rhizome is an a-centred, 
non-hierarchical, non-signifying system…defined by a circulation of 
states (Deleuze & Guattari, 1980/1987, p.25)  

 
 
Following Lather (1991, p.112) the development of a mutual, dialogic production 
of a multi-vocal discourse can be used to challenge the cast-iron formation of 
expert power exercised by some professionals and to vivify the interpretation of 
certain phenomena, such as ‘learning difficulties’ as a social, relational 
construction (Bogdan & Taylor, 1992; Klotz, 2004; Taylor & Bogdan, 1989). The 
notion of the rhizome allows us to discover subtle senses of resistance, 
contradictory values, political impulses, and moments of desire. We are sensitized 
to the multiplicity of accounts instead of claiming one ultimate, universal truth 
about people with disabilities (Corker, 1999; Watson, 2002). Is sterilization 
indeed such a strict necessity for people so-labelled? Pertinent to this question is 
our non-linear discourse with multiple centers of postmodernist knowledges in 
which multiple voices speak and articulate their definitions of a situation (Lather, 
1993, cited in Denzin, 1996, p.14):  
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Pat orders diet cokes for everyone in his favorite restaurant where he has 
taken us; he knows that I (Griet) have diabetes.  
 
(Marie) Well doctors. For me, it’s misery! Am in bad trouble too now! 
That women’s doctor I must go right now. You know, Roets.  
(Griet) Do you want to tell Pat and Iris about it then?  
(Marie mumbles, turns introvert, as usual when something is at her mind: 
silence reigns.)  
(Griet) Can I introduce your troubles somewhat please?  
(Marie) Yes Roets.  
(Griet) Well, Marie was forced to go to the women’s doctors by 
caregivers and Tina [psychologist of social service]. Because they fear 
she’ll be pregnant one day, they say.  
(Iris) Aye! No!  
(Griet) And now caregivers claim to Marie she must have a sterilization. 
Yes Marie?  
(Marie) Yes. I must do it, she says.  
(Iris) Me… too… sterilized. Forced. You know.  
(Pat complements—sounds fuming) Marie…cannot be done! You 
cannot let this happen to you! They keep away from you. Keep their 
hands off you! Your belly it is!  
(Marie keeps silent)  
(Griet) See Marie? Well at least, you don’t have to fear what they say. 
You can think for yourself?  
(Pat comforts) Don’t be afraid baby. Don’t let them do that to you. 
Cannot. No. You boss your body. Told Iris too: boss about your own 
body you are! Yes Iris?  
(long heavy silence)  
 
 

In speaking of sterilization, these rhizomatic dialogues open the discourse:  
 

…a rhizome has no beginning or end; it is always in the middle, between 
things, inter-being, intermezzo… the rhizome is alliance, uniquely 
alliance... the fabric of the rhizome is the conjunction, ‘‘and… 
and…and... (Deleuze & Guattari, 1980/1987, p.27)  

 
 
Following Deleuze and Guattari (1980/1987), theory happens in transit, moving 
on, passing through, creating connections where things were previously 
disconnected or seemed unrelated, where there seemed to be nothing to see 
(Braidotti, 2002). They are interested in what theory enables us to do. Discourses 
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are modes of action, practices we perform to facilitate or enable other practices, 
ways of attempting to deal with and transform the real (Grosz, 2005, p.158). The 
dialogue can be understood as critical knowledge and epistemological 
conversations (Haraway, 1991, p.191): theory-making in terms of the capacity to 
draw connections, stress sensitivity, and share differences (Braidotti, 2002). 
Theory does not express, translate, or serve to apply practice; theory is practice 
(Deleuze, 1986; St. Pierre, 2004) as an instrument that multiplies potential. 
Gergen (1994) argued that ‘reality’ can be seen as approached and constructed 
through the interplay of different territories of knowing. Further, he spoke of 
‘good action theory’ as ‘generative theory,’ which offers new epistemological 
perspectives. Reason and Torbert (2001) advocated a ‘turn to action’, in which we 
study our multiple selves in relation to others, with a focus on inquiry into the 
present relationships among the ‘in-here’ (subjective life worlds), the ‘among-us’ 
(inter-subjective, inter-actional life worlds) and the ‘out-there’ worlds we take as 
our reality. In conversation, self-advocates work out epistemological grounds on 
which to base reactions to professional discourse and fuel new forms of social 
action (Bochner, 2001, p.141). Critiques that are wisely taken into serious analysis 
on a continuous basis invite people to look for more than the answers offered by 
the dominant, professional discourse.The following dialogue is a good 
illustration:  
 

(Griet) Are you afraid, Marie?  
(Marie heavily): Yes! But what is that women’s doctor going to say to me 
again? Yes am worried sick. For one thing I’m terrified. One thing. A 
dubious bloke wanted to…he wanted to…intimidate me. Threaten me 
to…to rape me. (becomes silent)  
(Griet) But do you think it necessary to be sterilized therefore?  
(Pat heavily): No! Just stop! Caregivers threaten you too. Caregivers no 
boss about you!  
(Griet) I agree. Certainly caregivers can’t boss about you. That is your 
decision to make. Marie?  
(Pat) Yes! They did it on Iris too. Caregivers done. No Iris asked. They 
decide. They can’t!  
(Marie) Yes but in fact, if I must do it? They say so! Then I have to, you 
know! I know a couple. Living in their house. She had a baby in her 
belly. They got just thrown out of their house. Caregivers did this. 
Because she got pregnant. I don’t want to get kicked out of my own 
house because I get pregnant! But I don’t want to get cut in my belly 
neither [she was referring to the sterilization]. I had to go to our big boss. 
The director. To get reprimands. And if a shady bloke rapes me, well I 
have to find out myself. So says Tina [psychologist]. Reprimands I get. 
All the time!  
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(Pat who would like to make the sparks fly): No! Caregivers are no big 
boss about you!  
(Marie) I know. But I know two girls [she names no grown-up ‘‘women,’’ 
we experience that self-advocates actually use to refer to themselves as 
‘boys’ and ‘girls’] that had to do it. Our big boss said so. So the women’s 
doctor did. If not, the director will fire them out! (silence)  

 
From this multiplicity comes further possibilities, as we shall see.  
 
 
 Heterogeneity and Rebellion  

 
Although the rhizome is multiple, it also follows the principle of heterogeneity:  
 

Language [knowledge] is an essentially heterogeneous reality. There is no 
mother tongue, only a power takeover by a dominant language within a 
political multiplicity. Language [knowledge]… evolves by subterranean 
stems and flows, along river valleys or train tracks; it spreads like a patch 
of oil (Deleuze & Guattari, 1980/1987, p.8)  

 
 
Knowledge, as St. Pierre (2004) favors, is springing up everywhere, often 
unrecognizable to the old rules, emerging in the middle, ‘‘where things pick up 
speed’’ (Deleuze & Guattari, 1980/1987, p.25). A heterogeneity of meanings gets 
circulated like a patch of oil through interactions between self-advocates and their 
supporters. These different actors interrogate positionings, expose power 
takeovers (Haraway, 1991), and choose different and often contradictory 
epistemological perspectives (Tamboukou & Ball, 2003, p.10). Deleuze and 
Guattari’s preoccupation with heterogeneity alerts us to those who are enmeshed, 
involved in these power relations who can, in their actions, their resistance, their 
rebellion, escape them, transform them, in a word, cease being submissive 
(Foucault, 1980, quoted in St. Pierre, 2004, p.293).  
 

(Griet) I grasp you comrade. But no one can boss about you and say you 
must do that Marie? Did they really explain to you what it means to have 
a sterilization?  
(Marie) No.  
(Pat) Well, the mother gets all cut. Cut. You can’t have children any 
more. Never mom. And not dad too. Never becoming mom. Or dad. Me 
and Iris, we have it. All cut out. Or they give you pills. Better.  
(Griet) That was what they suggested to you too Marie?  
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(Marie) Oh, yes. Yes first they want to prick me that pill. First intent. But 
first we have to wait what the women’s doctor says next, Tina said. And 
up to it now. Friday. Tomorrow yes. They  
say what I have to do. That’s what I fear.  
(Griet) But . . . well Pat? If they force you to a sterilization. You didn’t 
decide this for yourself then? And it means you can’t have little ones any 
more, yes Pat?  
(Pat) Yes! The father of Iris decided for us!  
(Griet) Your father decided it for you then Iris?  
(Iris) Yes. Father and caregiver. Must be done, they say.  
(Pat) We were not saying one thing! Not allowed! Father and caregiver 
bossing about us! You shut up, they say. Tuff you know. Happened. Still 
happened. Down on me too. I went with Iris to the hospital. Been there. 
(he sounds bitter - silence) Marie! Don’t let them do that to you!  
(Griet) Hmmm. (silence) Maybe you really should think over this, Marie? 
Because they can only let you do that if you make that choice?  
(Pat) Yes! I agree! No one big is boss about you. Don’t be scared baby.  

 
 
Such discussions can be understood as critical agency that emerges from the 
margins of power (Butler, 1997), which makes the subversion and redefinition of 
oppressive social structures possible. The experiences and wisdom of Pat and Iris 
prompted Marie’s rebellion. After the conversation with Pat and Iris, Marie made 
me (Griet) intercept the consent form for her sterilization. She overtly challenged 
the cast-iron formation of expert professionals, took up her freedom, and shook 
off the professional intrusions in her life (see Roets et al., 2006). Multiplicity of 
ideas created possibilities for self-empowerment.  
 
 
 A-Signifying Rupture and Power Takeovers  

 
Understanding these conversations we cite as rhizomatic discourse provides 
space for the development of paradigmatic shifts in relation to disability 
(Goodley & Van Hove, 2005; Skrtic, 1995) and might be situated as ‘‘a discourse 
that has a great ability to circulate, a great aptitude for metamorphoses, a sort of 
strategic polyvalence’’ (Lather, 2005a, p.10). Deleuze and Guattari (1980/1987) 
themselves stressed that once a rhizome has been obstructed,  
it risks to be all over, to loose its lines of flight:  
 

The notion of unity appears only when there is a power takeover in the 
multiplicity… or a corresponding subjectification process. This is the 
case for the pivot-unity forming the basis for a set of bi-univocal 
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relationships between objective elements or points, or for the One that 
divides following the law of a binary logic of differentiation in the 
subject. Unity always operates in an empty dimension supplementary to 
that of the system considered (overcoding). (ibid., p.10)  
 
 

The point is, do we allow ourselves to be the One with a professional master eye, 
that constructs binaries between us and them so that individuals without the label 
of disabilities do and that individuals so-labelled are done to? If you believe in 
ultimate professional knowledge and truth, then you might create a power 
takeover. The relevance of connecting activism with poststructuralist feminist 
disability theory lies, for us, in our belief that knowledge and truth exist, but only 
as they apply to specific situations with a focus on micro-operations of power 
and a sensitiveness to local struggles (Tamboukou & Ball, 2003). Foucault said: 
 

I believe too much in truth not to support that there are different truths 
and different ways of speaking the truth (Foucault, 1986, quoted in 
Tamboukou & Ball, 2003, p.14) 

 
 
A rhizomatic view opens space for raising doubts about possible interpretations 
and, consequently, provides a rich array of perspectives. It gives way to the 
positive potentials of multiplicity, acknowledges the creativity and resilience of 
people first. Deleuze and Guattari (1980/1987) inspire with their idea of the a-
signifying rupture:  
 

The point is that a rhizome or multiplicity never allows itself to be 
overcoded, never has available a supplementary dimension over and 
above its number of lines . . . A rhizome may be broken or shattered at a 
given spot, but it will start up again on one of the old lines or on new 
lines. You can never get rid of ants because they form an animal rhizome 
that can rebound time and again after most of it has been destroyed. 
(ibid., pp.9–10)  

 
 
The self-advocacy stories we cite are resistant because they refuse to be 
overcoded into discourses of prevention, sterilization, and medicalization. We 
can live with the idea of comparing self-advocates with worker ants and their 
groups with extremely resilient ants’ nests. Pat and Iris have to live with the idea 
that professionals tainted their dreams and deeds to have children. Moreover, 
they forced Pat and Iris to abort their little baby cat that even was no longer a 
cold comfort. However, Pat and Iris illuminate, no matter what history and 
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present discourse prescribes, that people do not always inscribe the discourse 
(knowledge) about them (Roets & Van Hove, 2003). Now it is Pat’s turn; he is 
the boss now and he will have chickens and more ground for a henhouse. Their 
words and worlds resonate to live on and invite us to revel in their courage 
(Danforth, 1999).  
 

(Pat nods and tells his tale seriously) Get trampled by supporters. They 
don’t allow us to hold a dog. Here we would wish to hold a little doggy. 
Poke their nose in my house they do.  
(Iris joins Pat) Keeps me busy too. I had a kitten, too. Am forced to 
clean my house. And then control whether house is tidy. Then get a 
black cross [behaviour therapy]. Forced to clean, otherwise my kitten 
gets thrown out of doors.  
(Pat) Yes, got kitten from my brother. We were forced to throw our 
kitten out of our house!  
(Iris) We delivered kitten ourselves. Supporter said must do so. Did not 
grant permission to us before she said. Our baby cat. Just doing no harm. 
Just sitting on our bed. We have fierce resistance. Me, my Iris, just simply 
called den Ben [familiar - den Ben is the head of the social service where 
Pat and Iris have their home]. Told him. Our kitten’s gone! Supporter’s 
guilty! He asks. Why do you want to hold it? Said: To take care. Kitten is 
my sweet baby.’’  
‘Pat’s still fuming when reminded to it all) I snapped that busybody’s 
head off. Yes! We live here, we. Iris, she was in tears. Her kitten gone. 
Little baby kitten. But I told the caregivers: I am the boss here. I’ve asked 
permission to keep chickens. They said okay, when the boss wants to 
give me some ground for a henhouse.  
(Iris always has the last word) Hey, I do not take care for hens! Not my 
job! That’s men’s work. Yes dear?’’ (ONT, 2002, p.172)  

 
 
The dialogues continue. No beginning, no end; and the resistance to disablement, 
the rhizomatic reaction to the over-coding of disability, goes on. 
 
 
4.3.3.  ARTICULATING INTERPRETIVE SOCIAL THEORIES OF SELF-

ADVOCATES: MICRO-POLITICS OF RESILIENCE 
 

Self-advocates shared and shaped their own life wonderfully in between 
their hopes and fears and poignantly pointed out they had to fight against multiple 
oppressive, modernist knowledge systems every day (Walmsley & Downer, 1997). 
They were pressing me to face up to their existential challenges and to reconsider 
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our theoretical resources. Expressions of self-advocates’ activism and knowledge 
challenge the very meaning of modernist knowledge systems that create both a 
crisis and an opportunity (Skrtic, 1995, p.25). For me, the opportunity lies in the 
idea that there is no single, ultimate reference for interpreting the social world 
(Ferguson, 2003; Ferguson & Ferguson, 1995, 2000; Ferguson, Ferguson, & Taylor, 
1992). As researchers, our frozen texts are limiting the multiplicity of resistant 
actions and meanings of activists; their micro-politics of resilience. The 
poststructuralist feminist Lather (1991, pxix) writes in the register of transformative 
work in educational sciences:  
 

I am keenly aware that I write in a time when the formerly unsaid/unheard 
are becoming increasingly visible and audible. Historical ‘others’ move to 
the foreground, challenging and reshaping what we know of knowledge; 
centers and margins shift (hooks, 1984) 

 
 
Explicitly encapsulating the activist voices of self-advocates, I want to give a warm 
response to their counter-discourses and desire to challenge modernity. Let’s 
explode modernist discourses about them, and develop discourses that are attuned to 
these emerging subjectivities of ‘others’ who voiced their increasingly visible and 
focused subjectivities while becoming-minoritarian (Braidotti, 2002, p.118). This 
creates an open-mindedness that makes us able to re/value self-advocates and their 
non-disabled allies who are involved in active states of being and different lines of 
becoming (Braidotti, 2003), as interdependent performers in a web of rhizomatic 
connections in new social movements (see Hughes, McKie, Hopkins, & Watson, 
2005; Gibson, 2006).  
 
A bricolage of interdisciplinary resources, allows me to create border-crossings and 
hybrid cross-fertilizations of political praxis in which the activism of a new 
community needs to be engendered. So we can cut across the larger divide that 
separates science from other endeavours, like for example community based action 
(Braidotti, 2006a, p.208). Haraway (1991, p.191) argued that it is precisely in the 
politics and epistemology of partial perspectives that the possibility of relational 
inquiry rests, which privileges contestation, deconstruction, passionate 
reconstruction, webbed connections, and hope for transformation of systems of 
knowledge. This partiality makes it possible for previously unrecognized 
connections to occur in both research and theory (Tamboukou & Ball, 2003).  
 
In the next sections (4.4., 4.5. and 4.6.), I will use Deleuze’s and Braidotti’s theory 
of subjects-in-becoming that develops, so argues Braidotti (2002, p.118) 
alongside the discourses and practices of some ‘others’ of postmodernity, 
alongside an encounter with these “different, non-unitary, dynamic and multi-
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layered subjects” (ibid., p.118), to explore more potential for disability studies in a 
creative manner.  
 
 
4.4.  BECOMING-FEMME WITH/OUT ‘LEARNING DIFFICULTIES’ 

LOOKING AT LIVED EXPERIENCES OF SELF-ADVOCACY  
THROUGH GENDERED EYES 11 

 
In this section, I will look at lived experiences of self-advocacy through 

gendered eyes and explore the process of becoming-subject (becoming-woman), 
inspired by Deleuze and Guattari’s (1980/1987) anti-essentialist notion of devenirs-
particules. I will analyze relational story-lines of real-life women with and without 
‘learning difficulties’ who are connected to our self-advocacy group in positions of 
discursive subjectivity to do so. I intersect  the interdisciplinary characters of 
disability studies and gender studies, to embrace a multiplicity of differences 
between and with/in people first and their self-advocacy group in 4.4.1. ‘Devenirs-
particules’: the raw materials of existence as being(s) constantly in flux; 4.4.2. Embracing a 
multiplicity of differences between and with/in people first; and 4.4.3. Becoming-Femme 
(Fatale?) with/out ‘learning difficulties’. 
 
 
4.4.1. ‘DEVENIRS-PARTICULES’:  

THE RAW MATERIALS OF EXISTENCE AS BEING(S)  
CONSTANTLY IN FLUX 

 
In the past, the disability rights movement has often been presented as a 

homogenous and unified movement along with the feminist movement; in which 
many people involved appear to speak for all women and/or for all disabled people 
(Fawcett, 2000, p.39). Ryan, Bajorek, Beaman and Anas (2005) assert that, as such, 
disabled people are believed to possess homogeneous characteristics and get 
labelled in very specific terms, although there is inevitably a great heterogeneity 
among the members of the minority group. Stereotyping people with disabilities 
rigidly into certain minority groups can lead to minimizing differences within the 
‘group’, and even exaggerate that deviance of that ‘group’ again. 
 

                                                 
11 Based on:  
 

Roets, G., Reinaart, R., Adams, M., Van Hove, G. (2007) Looking At Lived Experiences of Self-
Advocacy Through Gendered Eyes: Becoming Femme Fatale with/out ‘learning difficulties’. 
Gender & Education: accepted for publication.  
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The able-bodied often accept the illusion of homogeneity, communicating 
in fixed ways with [and about] “the disabled”, rather than responding to 
their varied backgrounds and abilities (ibid., 2005, p.121, italics added) 
 
 

With Dan Goodley, I have recently argued that, when we (see Goodley & Roets, 
in press) are discussing people who have the ascribed identities of ‘disability’, for 
us:  

…such an identity term includes various people who have been 
historically situated in a whole myriad of ‘impairment’ groupings including 
physical and sensory impairments, learning difficulties and people with 
mental health issues. As befits a British disability studies stance, however, 
we endeavour not to embrace ‘impairment-specific’ considerations – as 
have many charities and organisations for disabled people – but instead 
consider disabled people as a heterogeneous group, with many 
‘impairment’ labels who face a number of overlapping experiences of 
exclusion or disablement (quoted from Goodley & Roets, in press) 

 
 
In his recent research into self-advocacy groups, Dan Goodley (2000) explores 
deeper organisational dynamics of self-advocacy groups as a context to broaden 
practices while supporting the self-advocacy movement and theoretical 
understandings of the dynamics of self-advocacy. He points to a number of 
analytical connections, and leaves us with unanswered questions for future 
research. One issue seems very relevant in our eyes (see Roets, Adams, Reinaart & 
Van Hove, in press): are we paying attention to hierarchies that appear to exclude 
some self-advocates within the movement? Do we value the variation and subtle 
complexity in the self-advocacy movement? (questions raised in Goodley, 2000) 
In that light, Walmsley and Downer (1997) suggest, reflecting on self-advocacy 
through gendered eyes, that men tend to dominate (in) self-advocacy groups. The 
well-known English activist Jackie Downer endorses this view from personal 
experience: 

 
In all the groups I go to, men are shouting the loudest (ibid., p.45) 

 
 
Further, Walmsley and Downer (1997) argue that there is thus an existing danger 
that, as the self-advocacy movement grows in importance, its leading figures will 
tend to represent the interests of the majority and the most often heard - white 
men - and that other groups of people with learning difficulties will not be seen or 
heard. They make a plea for single interest groups, such as women’s groups or 
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black people’s groups, as an important stage in the development of a truly 
comprehensive self-advocacy movement. As Jackie puts it:  
 

At some stage, everybody needs their separate groups (ibid., p.45) 
 
 
But do people really have to choose whether their primary identity is with women, 
[or] black people or disabled people? (as argued for by Walmsley & Downer, 1997, 
p.45, italics added). At first glance, the idea of making up separate self-advocacy 
groups is surprisingly in sharp contrast with Jackie Downer and her particular 
identity politics, saying that she can’t split herself like this: 
 

My view is that I can’t separate my blackness or my disability or being a 
woman, because I’m all of these. I can’t separate them. This is me. I relate 
to them all in different ways (Walmsley & Downer, 1997, p.45, italics 
added)  
 
 

As we have learned from the feminist movement, the fragmentation within the 
‘group’ of women is endless (see Hughes & Paterson, 1997). The field of 
postmodernist feminism(s), par excellence, plays out its very pluralism in its multiple 
and contradictory acts of resistance, as it searches for alternatives to the idea that 
there is one leading ‘truth’ or perspective (Parker, 2003, p.5). I explicitly aim to 
bring work on ‘disability’ to bear on ‘gender’ so that these intersecting axes of 
oppression can each be re-conceptualised without reducing one to the other 
(Tremain, 2002; Kristiansen & Traustadóttir, 2004).  
 
Poststructuralist feminism is a form of attention, a lens that brings into focus 
particular questions, with a focus on the distribution of power, privilege and 
knowledge (Lather, 1991). Commenting on the way that feminist writers see the 
world through “gendered eyes”, Keith (2000, quoted in Morris, 2001) asserts, as a 
disabled women:  
 

I too look at the world differently and there are issues and ideas, apparently 
invisible to others, which are very real to me. (...) What I am arguing for is 
a recognition of the value of subjectivity, and specifically the value of bringing 
personal experience of oppression to bear on analysis and interpretation of the world 
(ibid., p.5, italics added) 

 
 
Here, I particularly aim to question essentialist rhetoric in both gender studies and 
disability studies, with essentialism being the idea that some core of the real stands 
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free of cultural and historical conditions (Parker, 2003). In that sense, Deleuze and 
Guattari’s ideas make us suspicious of totalizing categories like ‘women’, ‘blacks’, or 
‘disabled’, and so on.  Lather (2004, p.766) argues that charges of essentialism are, 
unfortunately, currently rife. Lather (2004) refers to Deleuze and Guattari 
(1980/1987) who call ‘becoming-woman’ the key to all other becomings. Deleuze 
and Guattari’s (1980/1987) A Thousand Plateaus: Capitalism and Schizophrenia is 
composed as a collection of themes which they call Plateaux;  and could be read in 
any order (Deleuze & Guattari, 1980/1987, p.8). Here, we borrow insights from 
Plateau 10: “Ce qui se passe – les devenirs et les intensités” (pp.284-380): 
 

A kind of order or apparent progressions can be established for the 
segments of becoming in which we find ourselves; becoming-woman, 
becoming-child, becoming-animal, -vegetable, or mineral ; becomings 
molecular of all kinds, becomings-particules. Fibres lead us from one to the 
other, transform one into the other as they pass through doors and across 
thresholds (Deleuze & Guattari, 1980/1987, p.300) 

 
 
I rather tend to interpret, together with the poststructuralist feminist Rosi Braidotti 
(2003 p.51), the notion of ‘becoming-woman’ as one of many possible becomings. 
The reference to ‘woman’ in this process of transformation and nomadic, 
rhizomatic consciousness, does not refer to empirical females, but rather to socio-
symbolic constructions, degrees and levels of intensity, affective states (Braidotti, 
2003). Poststructuralist feminists, in particular, challenge the way culture constructs 
categories and subject positions that we then assume to be pre-given, universal and 
unchanging (Parker, 2003):  

 
…while it is impossible to thoroughly be[come] a woman, it is also 
impossible never to be[come] one. On such shifting sands feminism must 
stand and sway (Riley, 1988, in Lather, 1991, p.121, italics added) 

 
 
While rejecting biological and/or psychic essentialism, the poststructuralist 
feminist Rosi Braidotti (1994) emphasizes the situated, specific, embodied nature 
of the feminist subject. In line with feminist polemics about the distinction 
between sex and gender (Butler, 1990; Corker, 2001; Tremain, 2002; Kristiansen 
& Traustadóttir, 2004), we question the dichotomy disability/impairment (Corker 
& Shakespeare, 2002; Shakespeare & Watson, 2001). I argue for an anti-essentialist 
take on gender (see Butler, 1990), which troubles notions of naturalised sex; and 
with Goodley (2000, 2001) and Goodley and Rapley (2002) for an anti-essentialist 
take on disablement, which troubles notions of naturalised impairment. ‘Learning 
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difficulties’ has been naturalised as impairment by constitutive modernist 
mechanisms of truth, power and knowledge (Goodley & Rapley, 2002).  
 
Braidotti (1994, p.156) reveals that what lies at the heart of the redefinition of 
gender as the technology of the self and other, is the notion of the politics of 
subjectivity in terms of a network of simultaneous power formations. Theorists 
who are working along the lines of a multiplicity of variables of definition of 
female subjectivity count race, class, age, sexual difference, lifestyles – and let me 
add: impairment and disability – as major axes of identity (Braidotti, 1994, p.156). 
This perspective on gender and disability emphasizes that our insight into 
multiplicity and difference comes from the assemblages that produce minoritarian 
groups; those outside the rules rather than from biology (Braidotti, 1994; Lather, 
2004; Roets, Adams & Van Hove, 2006). Braidotti (1994, p.158) argues that there 
is a need to recode and rename the female feminist subject as a multiple, open-
ended and interconnected identity which occupies a variety of possible positions, 
spatially and temporally. The space of becoming is one of affinity and symbiosis 
between particles (Braidotti, 2003, p.48).  
 
In the next section, I try to address how the becoming-subjectivity of women and 
men with and without ‘learning difficulties’ can be perceived, enacted, lived and 
reconfigured while mapping the present, as disabled activists with one (academic) 
ally. Braidotti (1994, 2003) perceives identity as a site of (positive) difference to be 
the central issue of feminist analyses. In (re)presenting people with/out the label 
of ‘learning difficulties’ and their lived knowledges, I are partial to a narrative turn, 
trying to capture self-advocates’ life stories, which highlight issues associated with 
labelling, interdependency, identity and resilient selves (Goodley, 2000). Rosi 
Braidotti further proposes a working scheme which deals with the structures of 
this complex feminist subjectivity at the centre of the project of feminist 
nomadism (Braidotti, 2002, 2006). Understanding that biological conditions make 
contributions to our lived experiences which are constituted in and through social 
interaction, I will turn to exploring embodied subjectivities (Corker, 2001, p.36; 
Peters & Fendler, 2003, p.114). In collaboration with another academic ally (one 
man without the label of ‘learning difficulties’, Geert), we jointly explored the 
relational world views of Marie, Rosa, Griet and Geert on current interpretations 
and dynamics of self-advocacy, with the aim to support its further development 
(see Roets, Adams, Reinaart & Van Hove, in press). In the analysis, the lived 
experiences are written down by Griet, and lived by Marie, Rosa and Griet; 
reflections are raised from the side of Marie’s and Rosa’s academic allies, by 
myself and Geert Van Hove. Inspired by Deleuze and Guattari’s (1980/1987) 
anti-essentialist notion of devenirs-particules, we find our multiple selves involved in 
cross-cutting relational storytelling, as such destabilizing essentialist, biological 
determinism towards women with/out the label of ‘learning difficulties’. Providing 
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a rich array of perspectives that raise doubt about possible interpretations gives 
way to the positive potentials of multiplicity (Gergen & Gergen, 2003, p.580).  
 
 
4.4.2. EMBRACING A MULTIPLICITY OF DIFFERENCES BETWEEN AND 

WITH/IN PEOPLE FIRST 
 

Braidotti (1994) divides the project of feminist nomadism into three 
phases. She stresses that, in daily life, these layers in the process of becoming-
subject co-exist and cannot be easily distinguished. It is exactly the art and the 
capacity to travel from one level to another, in a flow of experiences and layers of 
signification, that is the key to this nomadic existence. Here, the three levels of 
feminist nomadism are linked to sexual difference in an attempt to draw a 
cartography that depicts the different layers of complexity involved in a nomadic 
epistemology (Braidotti, 1994, p.158). As Braidotti (1991 in Tamboukou & Ball, 
2003, p.2) has commented, the work of Deleuze allows work to be done across and 
between traditions of research, and to address the multifarious and complex ways 
in which things are happening around us in the ‘run-away’ world. This complexity 
defies the simplicities of singular perspectives and invites interdisciplinary 
approaches to the analysis of the historical and social conditions that define and 
constitute the lives of human subjects. In this analysis, we attempt to intersect 
gender studies and disability studies, and link the three levels of feminist nomadism 
to the social creation of ‘learning difficulties’, with a focus on relational aspects: (i) 
differences between men and women with/out ‘learning difficulties’; (ii) differences among women 
with/out ‘learning difficulties’, and (iii) differences within each woman with/out ‘learning 
difficulties’. We document  some events that happened in the shifting networks of 
activists and their allies in the self-advocacy group. An established activist, Marie, 
and her ally, Griet, started to spend time with Rosa, who was only just, very 
hesitatingly, doubtful and unsure, and unnoticed, entering into joining the group 
activities. In that light, we refine collective and more individual politics of 
empowerment at play (at the level of Marie, Rosa, Griet and others, both women 
and men; see differences between men and women with and without ‘learning difficulties’; at the 
level of Marie, Rosa, Griet and other women; see differences among women with and 
without ‘learning difficulties’; and for more individual politics of empowerment at play 
at the level of Rosa’s lived experiences; see differences within each woman with and 
without ‘learning difficulties’).  
 
 
Differences between men and women with/out ‘learning difficulties’  
(Braidotti, 1994, pp.159-160)  
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The central issue at stake at this level of analysis is the critique of universalism of 
the subject as being male-identified and of masculinity as projecting itself as a 
pseudo-universal. This accompanies the critique of the idea of otherness as 
devalorization. In a poststructuralist perspective, Luce Irigaray evaluates women’s 
“otherness” as that which remains unrepresentable: woman as the other remains 
outside the phallogocentric framework that conflates the masculine with the false 
universalist position. Irigaray stresses the need to recognize as a factual and 
historical reality that there is no symmetry between the sexes and that this radical 
asymmetry has been organized by the phallogocentric regime. The feminist project 
attempts to redefine difference in terms of positivity. The starting point for the 
project of sexual difference remains the political will to assert the specificity of the 
lived, female, bodily experience. What is at stake, is the definition of woman as 
other-than a nonman.  
 
Since Marie joined our group, her perspectives changed. Before, Marie was too 
easily interpreted as ‘a poor mentally retarded girl’. Strengthened by other self-
advocates and her allies, she counts as a leading self-advocate, in and out of the 
self-advocacy group. 

 
When I see Marie for the first time, I stand there in silent joy for a 
moment – to keep the sight in my mind. Our drenched alley cat is safely 
sitting high and dry away from the drizzle under the awning of the waffle 
stall. She reigns over the conversation on a high bar stool, lounging in 
high-class style on the counter of the stall, with three boozy, chuckling 
male customers around her, hanging on her words. She tickles my 
laughter, I always think of her as a born femme fatale. The boss of the 
stall can’t hide his amusement, his big smile from one ear to another 
shines under his big moustache.  
 
Suddenly, her eye is falling on me. “Ha Roets, there you are at last! Come 
here for a beer then!” She sounds a bit tipsy, but takes me at once into the 
company. I smile, and say no, but thank you anyway. The big boss of the 
stall winks at me. Just then he’s wisely putting a hot coffee in front of her, 
saying to her: “That’s on me, love.” Then looking at me: “Yes, we have to 
look after our Marie – she’s our very best customer”. I assume that, 
having seen his somewhat inquiring, meaningful look in my direction, he’s 
waiting for my comments on the collectively drunk situation. I am just 
filled with silent laughter, and keep quiet.  
 
One of the customers gets too curious, wants to figure out who exactly I 
am, and gives it a try: “Well, that caregiver who picks you up is quite 
pretty, with her lovely dimples in her cheeks”. Marie shuts him up as 
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quick as lightning, sounding scandalized as she trumpets in his ear: 
“Hoooo man, that’s not my caregiver! That’s my friend! Aren’t you, 
Roets!?” I nod only to affirm. Sounds like she’s speaking nothing but the 
truth to me too. Moreover, I couldn’t have let this pass myself. I do not 
want to identify as “caregiver”. If there are toxic labels, that would be one 
for me.  
Now, Marie introduces me. “Have you known each other for a long 
time?” I ask both Marie and the boss of the waffle stall. “Of course, 
Roets”, she replies with pride, “I am his very best customer, remember!” 
The boss adds seriously: “And the customer is always right. You are 
always welcome here, lady. Her friends are mine”. I say thank you, and 
ask her if she’s ready to leave. The blond man helps her off the high bar 
stool, she almost falls off. Of course, he claims three loud kisses for his 
help; and then takes my hand too: “Hmm, I need to give your friend 
some smackers too!” That’s my right as Marie’s friend, so there we go... 
(field notes by Griet) 
 
 

Marie gained a respected position in the group, getting acknowledged for her gift - 
knowing how to resist official ‘advice’ which her caregivers don’t explain to her. 
Doing so she is reviving the group’s dynamics. Because she’s short and round, 
another leading self-advocate, Daniel, calls her “our cool little elf!”. He has great 
respect for her, valuing her: “She speaks as she finds!” (our translation). 

 
Ha! There we have our cool little elf again!” Our tease Daniel brightens 
up, discovering Marie who enters the pub. She tumbles in panting with 
the heat and the weight of her two backpacks, handbag, body warmer on 
top of her sweater and a cool cap topping it off. This time, the lady in 
question can’t get her magic smile to pass over his bit of teasing. She flops 
into a chair, grumbling at the waiter: “bring me a beer please”, bad-
tempered if you ask me.  
 
I look her in the eyes, she’s straight in there: Sumatra, one of her 
colleagues at work, insisted that Marie couldn’t leave work before 4 
o’clock. I try to look at it from both sides, assuming that Sumatra didn’t 
mean badly towards Marie. Rather, it’s quite understandable that she 
wants Marie to stay, knowing very well that everyone counts on Marie as a 
colleague of equal value to manage the work. Marie comes round to this 
idea, though rather reluctantly. Probably, Marie has a point not about what 
Sumatra said, but the way how she communicated – sounds like old news 
to me,  they don’t really hit it off together. Apparently, their cat-and-dog 
relationship gets more explosive now and again. “Well, I told her where to 
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get off! I am a volunteer, don’t get paid and they do! Sumatra said she was 
only teasing me, “Hey, with all respect, you are a retard, you can’t get 
paid”. She can boil her head; a joke isn’t harassment, you know! I’ll get 
her tomorrow, she can count on me then! I got permission from my boss, 
to leave, to have coffee over here with you. And Sumatra started to 
slander you too. I can’t have that, I replied “Ho, don’t you meddle in my 
life! It’s my life, what do you think?”.  
 
Joking apart, Daniel’s bitter silence speaks volumes. I’ve learned to keep 
my mouth shut and respect his bittersweet gravity over the years of close 
collaboration with him. Now, again, Daniel offers Marie a shoulder to 
lean on. He encourages his comrade, cool little elf: “Just knock them 
down. Smash her face. Yes – it’s the same at my workplace too, in the 
activity centre. Then they announce that I am quite an aggressive 
character – a dangerous type. Right they are. If they provoke me, they can 
get what they need – knock the living daylights out of them, yes”. Daniel 
is apparently in a strop with the guys at work again. But Marie calms 
down, listening to how he tackles work troubles. (field notes Griet) 

 
 

Self-advocates clearly divide their loyalty between different forms of power, and 
join hands to struggle against multiple sites of oppressive discourse. Marie 
intentionally started to tag along with Rosa, a mother with ‘learning difficulties’. 
Later, Rosa started to tell her life story to Marie and Griet (see level 2 and 3). 
Now, Marie and Rosa come up with surprising bright ideas which the men in the 
self-advocacy group don’t really tend to think about. 

 
When I first heard about Our New Future, well I was thinking about it... I 
was inclined to come. We are all people who are up for making change 
happen in our lives. We want to have our place in our society. We want to 
express our opinions, about things that concern our interests. That’s what 
we aim for, one for all and all for one. That was the title of our first 
masterpiece [book, see ONT, 2002). I like the collaboration in our close 
group. And I do like to work with the men in our group too. Those 
women’s group where I went, they’re rather boring and old-fashioned. 
Our topsy-turvy acting like men and women, that’s inspiring! To 
collaborate, I like a man or a woman as a partner as well. We are just 
colleagues. Only-women’s groups, they tend to wallow in pointless gossip. 
I like Marie a lot. She’s my buddy! We share many things, like we both 
collect handbags. We would like to smuggle some more headstrong 
women into our group! Perhaps women whom I know from supported 
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living. Mothers with ‘learning difficulties’ have no opportunities to come 
to pressure groups. We should invite those women. (Rosa’s life story) 

 
 
Differences among women with/out ‘learning difficulties’  
(Braidotti, 1994, pp.162-165) 
 
The analysis of the first level of sexual difference came to be challenged because 
of evolutions internal to the feminist movement itself. Feminists grew frustrated 
with generalisations about “women” (as the “second sex”); and the emphasis has 
been shifting from asymmetry between the sexes to an exploration of the sexual 
difference embodied and experienced by women. The issue at stake is how to 
represent a multiplicity of alternative forms of feminist subjectivity. As the starting 
point to feminist consciousness, female identity pertains simultaneously to a 
deeper and more discontinuous sense of time – as one of transformation, 
resistance, political genealogies, and becoming.  
 
Marie takes us into the heart of her insider’s perspective on the world. She enables 
us to discover and respect surprising activism, which commands respect in 
reciprocal (research) relationships. 

 
Marie is very sensitive to whether getting the feeling that people are 
supporting her, or not, and understand what she’s living through. “Well, I 
was crying in bed, Roets. ‘Don’t you get nervous about that woman,’ my 
mother said, ‘that’s not good for your heart’. My mother assumes that 
Sumatra’s just jealous that I am a famous woman now. She has to shut up, 
calling me a ‘retarded girl’. My boss always gives Sumatra a piece of her 
mind: ‘Marie is my very best co-worker. Take that from me, I am the boss 
here’. I hope that my home caregiver doesn’t hear about that mess.” The 
circle is round: when she stands on her dignity at work, she gets the blame 
at home from caregivers for being a disturbance at work, putting her 
down for not being up to the work.  
 
Marie and I know and trust each other, we can put things in perspective, 
without turning the gravity down. Airing our views without being blind to 
mistakes we make, it often helps us to put them in perspective again. I 
have to think about what Marie said to me some months ago. At that 
time, I was gloomy because I was unemployed. I had been telling this to 
Marie, in between one trivial thing and another. Surprisingly, sometime 
later that day, she backtracked very seriously: “In fact, I am angry with 
that boss of yours. How’s that possible, he’s just taking your job away? 
How are you gonna manage your life? How are you gonna pay for food, 
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for you and our cat?” [silence – suddenly she turns to me with an arch 
look] “Hope you gonna suspend your work for that bloke forever, 
Roets!” (field notes Griet) 
 

Marie and I discovered that Rosa couldn’t attend the self-advocacy meetings, 
couldn’t fully participate in political activity, and engage actively as a core member, 
because it was too difficult to find a babysitter for her two children. 

 
Single women do want to have a good job. But I‘ve experienced that you 
simply cannot always combine this with taking care of your children. If 
you don’t have any support from family, then you have to pay a lot for 
day care. Or you have to pay for a babysitter. So, with the small amount 
of money that a mother earns; she has no money to burn!” (extract from 
Rosa’s life story) 
 
 

With/in the self-advocacy group, these women figured out – advocated by Marie 
for her “blood sister” (as she calls Rosa) – that Rosa could bring her children with 
her to core members’ meetings and meetings with all our members; now they are 
warmly welcome in the group too. In exchange, this creates an opportunity for 
mutual enrichment. We experience dialogue (Freire, 1972) as a process of mutual 
understanding between people of diverse backgrounds, talents, personal 
narratives, disability, race, class, gender (and other differences). For the outsider, 
“they” are people who always have been, and always will be, living at the margins, 
where – surprisingly for insiders - forbidden languages and hidden lifestyles of 
survivors subvert hegemonic combinations of taken-for-granted, often toxic 
truths about “them” (De Sousa Santos, 1995; Pease, 2002; Roets & Van Hove, 
2003).  
 
 
Differences within each woman with/out ‘learning difficulties’  
(Braidotti, 1994, pp.165-167) 
 
The third level of analysis highlights the complexity of the embodied structure of 
the subject: a play of multiple, split and fractured aspects of selves. The idea of 
“differences within” each subject is tributary to psychoanalytic theory and practice 
in that it envisages the subject as the crossroads of different registers of speech, 
calling upon different layers of lived experience.  The ‘self’, meaning an entity 
endowed with identity, is relational, anchored in living matter, endowed with 
memory, pure flows of energy, capable of multiple locations. The female feminist 
subject/identity is linked to desire in that it is not one conscious subject, but also 
the subject of her unconscious. In this respect, feminism also encourages us to 
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deal with our own internal contradictions and discontinuities – if possible with 
humour and lightness.  

 
My name is Rosa. Actually, I was baptized Maria-Rosigna. I have been 
changing my own name since I was 24. My mother pickled me with that 
religious name. I managed to escape from the nuns, and wanted to turn 
over a new leaf – to have my own life. Maria-Rosigna is a name for a holy 
nun. And it’s not who I am. My two children carry my surname. 
Sometimes, people have a problem with that. They’re nosy, want to have 
a finger in everyone’s pie. They ask why the kids don’t have the surname 
of their father. I have a long life story to tell. And yet, people don’t even 
listen to me.  The one world is normal and the other’s world is simply not. 
They make it up. We don’t belong to society. We just cannot grasp the 
world as it is, they say. (extract from Rosa’s life story) 
 
 

There are only scattered accounts of motherhood as experienced by woman with 
disabilities. Mothers with ‘learning difficulties’ have not been represented and are 
even more invisible than other mothers with disabilities. Very little is known about 
their lives and struggles (Traustadóttir, 1990). The debate has undermined disabled 
mothers in particular, as most of the situations in which children are so identified 
involve women parenting on their own (Morris, 2001, p.8). This needs to be 
identified as a feminist issue.  

 
For me, it’s a challenge to raise Arthur and Eva. It would be more easy to 
leave it to someone else to raise them. But I want to know my children 
inside out. Over the past few years, I often got the feeling that they were 
going to take my kids away from me. And as well as that, if they decide 
that you’re down and out, then those professionals swarm out! I’ve never 
had someone who was backing me up. But I still hold out. My support 
worker only does my paperwork, and budgetary control. One hour each 
week. Sometimes there’s someone coming over, a cleaner. She helps me 
to iron stuff, and to mop around in the house, to polish the windows. But 
I do those things too. I’m more in touch with my life than filling it with 
cleaning and laundry, you know! (extract from Rosa’s life story)   
 
 

It was almost a pleasant shock when Rosa invited us to take photographs with her 
at home in Brussels. Rosa broadens one’s political horizons. Above her bed we 
found Che Guevara. The arch-rebel has a very well-defined meaning in her life. 
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I have to survive. Every day there are struggles, over and over again. 
That’s why I hang Che Guevara there, above my bed. He was a true 
combatant. The chief rebel, leading the revolution. He came into my life 
when I got involved with the Left Wing [pseudonym for political, rather 
extreme left-minded party in Flanders, the Dutch-speaking part of 
Belgium]. We were putting a women’s group together. We were meeting 
up to talk about our children, and all the troubles that we couldn’t cope 
with. I would like to enter my name on the list for a political campaign. I 
would love to be a good politician. I can be quite a rebel myself. 

 
I would like to take the lead to stand for women who are parenting on 
their own, left out in the cold in those impersonal cities. Besides, I would 
advocate for disabled women, and for old women. Now, we are 
overloaded with politicians who should have an embargo on acting like 
masters of the world. Anyway, they don’t do anything which makes sense, 
apart from counting their voters, and the fingers on their hands, bored 
out of their mind they are. Except, they are good at jumble sales. They 
waste their time arguing with other politicians. They do not make any 
changes. (extract from Rosa’s life story) 

  
 

Rosa clearly leads an almost hidden life, making her own choices which she has to 
defend against the professional gaze (Peter, 2000).  

  
My problems seem mountainous from time to time, particularly wanting 
to keep my daughter with me. I want to keep my girl growing up, close 
with me. When they take her away, they are making all the important 
decisions about her life without even asking for my opinion. I have been 
living through quite a pile of crap. Neither will it be easy in the future. I 
can’t pay any support. Single mothers fall by the wayside. Moreover, my 
Eva keeps asking where her dad is. She’s nobody’s fool you know. She 
notices that others do have a dad. Then I get stressed because I have to 
cope with the whole lot on my own.   

 
My life changed course, though not the way that I had been hoping for. 
So just when you need support to get rid of problems, and when you’re 
deep down, people tend to nail you down, acting superior: “Well didn’t we 
warn you, don’t do that!”. But I want to find my own way of dealing with my 
life. People drop me like a hot potato. I don’t want to obey their superior 
commands. They don’t even tend to listen to me either, do they? I can’t 
follow people who are bossing me about. I can get quite obstinate then! I 
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can make my own decisions. Keeping my children with me, that’s my life 
choice. I have brought my children into the world. They are mine.  

 
Sometimes I have quarrels with my social worker. I had to go to the 
Centre for Genetics because of Eva. Well, I was very outspoken there! 
The professionals are right: over the last years her behaviour has 
sometimes been intolerable. She’s really born tired, but I am her mother! 
And her mother has the authority to say that she has to make a final 
effort. But still, life is complicated. And yet it isn’t. Just have to enjoy my 
little girl being with me, looking at her is enough. This photo is taken at 
school. She likes baking bread! Last week, she rushed in and announced: 
“Mamma, I’m gonna write a letter to the Pope!” Well, she had been 
watching the Pope on TV, and she thought that he was Santa Claus! Well, 
I have some adventures with her....  

 
That wall is hers. She’s always dashing in with a new picture or a painting 
from school, as proud as a peacock, and then she asks me to hang them 
up. I can’t say no to her! Let them just rattle off their stereotypes, like 
“she will never be able to work”, or “she will not be able to live on her 
own”. I don’t believe their predictions! I can’t hide my children, holding 
them back from our society. Sooner or later, they will just land in it 
anyway, just like I did. (extract from Rosa’s life story) 

 
 
4.4.3. BECOMING-FEMME (FATALE?) WITH/OUT  
 ‘LEARNING DIFFICULTIES’ 
 

In the previous section, I have introduced our cross-cutting relational 
story-lines and world views, in which we locate our multiple selves as disabled and 
non-disabled subjects (Somers, 1994 in Watson, 2002). We were looking for ways 
of showing self-advocates and their non-disabled allies as interdependent 
performers, involved in different lines of becoming, in a web of rhizomatic 
connections, and expressing active states of being (Braidotti, 2003). Here I invite 
you to re-value Rosa’s and Marie’s resilience and activism; in a sense: perhaps their 
natures as ‘femme fatale’. A femme fatale [with the label of ‘learning difficulties’] is 
a phenomenon, a role, adopted from a psychoanalytic legacy; women can identify 
their self with this role, as a becoming-woman that every woman should 
appreciate, to be able to shoot through processes of ‘othering’, for ‘she’ can 
imagine herself as a symbol of empowerment and emancipation (Kleibrinck, 
2002). Listen to this extract taken from feminist Fay Weldon’s The Life and Loves of 
a She-Devil (1983), in which she imagines, with a mischievous twinkle: 
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I look at my face in the bathroom mirror. I want to see something 
different. I take off my clothes. I stand naked. I want to be changed. 
Nothing is impossible, not for she-devils. Peel away the wife, the mother, 
find the woman, and there the she-devil is. Excellent! Glitter glitter. Are 
those my eyes? They’re so bright they light up the room (Weldon, quoted 
in Braidotti, 2002, p.117) 
 
 

A woman does not have to apologise (any longer) for being a woman. Looking at 
Rosa and Marie, I observed how they represent their self, like femmes fatales, 
with:  
 

....an extreme form of independence, a conviction that she needs nothing 
and no one, an implicit assumption that she will be admired, and entices 
to [sic] the feeling that she is above criticism. She aims to run the show, 
and has a tendency to ban [sic] every sign of weakness, vulnerability or 
neediness from her emotional repertoire (De Klerck, 2002) 

 
 
However, these notions of independency/dependency remain problematic for me, 
in a sense this reminds me to an extreme form of feminism and disability activism 
in which moments of genuine dialogue are nigh on impossible to ever happen. 
Strangely enough, Marie and Rosa more actually perform as concrete agents of 
experience, in dialogue with male counterparts, belonging to the close group of 
self-advocates and allies: 
 

[Surprisingly] she cannot perform without male counterparts, inversely they 
cannot possibly function without her as a perpetrator. They are 
dependent on one another for their roles. Nevertheless [in interactions with 
male counterparts, often] she is withdrawing parts of her self behind a barrier 
– behind this screen she had hidden away her indignation, longing and 
needs (De Klerck, 2002, 43-45, italics added) 

 
 
Luce Irigaray (1992, 1993), while stressing the relevance of women’s ontological 
desire to posit themselves as corporeal, sexed and social beings, brings the sexed 
subject back into play as a mobile and moving set of differences that capitalizes 
on the energies of a heterogeneous, discontinuous and unconscious nature 
(Braidotti, 2003). She adds a crucial element to being-femme: she avoids fixed, 
gendered positions and challenges the old dream of symmetry (Corker, 1999, 
p.635). Irigaray’s late psychoanalytic perspective is a very sensible refinement of 
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Deleuze’s ‘becoming-woman’ for feminism, that they presented as key to all other 
becomings (Braidotti, 2002, 2003): 
 

All becomings are molecular: the animal, flower, or stone that one 
becomes are molecular collectivities, haecceities, not molar subjects, 
objects, or form that we know from the outside and recognize from 
experience, through science or by habit. If this is true, then we must say 
the same of things human: there is a becoming-woman, a becoming-child, 
that do not resemble the woman or the child as clearly distinct molar 
entities. (...) All we are saying is that these indissociable aspects of 
becoming-woman must first be understood as a function of something 
else: not imitating or assuming the female form, but emitting particles that 
enter the relation of movement and rest, or the zone of proximity (...) In 
other words, that produce in us a molecular woman, create the molecular 
woman. We do not mean to say that a creation of this kind is the 
prerogative of the man, but on the contrary that the woman as a molar 
entity has to become-woman, in order that the man also becomes or can 
become-woman (Deleuze & Guattari, 1980/1987, pp.303-304) 

 
 
In other words, ‘she’ can function without her male counterparts but also with 
them, ‘she’ performs a multiplicity of selves, and ‘she’ is also becoming as a 
decentred and entrepreneurial subject. And exactly this surprising sense of 
becoming-femme(s) seems extremely interesting and important to interpret and 
support processes self-advocacy. By taking a pluralist narrative turn, we 
discovered and destabilized the simplicities of essentialist notions and 
categorisations. On a personal level, this process of creating subjectivity by 
speaking it into existence is a means of creating a new sense of identity. On a 
political level, Marie, Rosa and Griet inscribe a refusal to adopt the terrains of the 
discourses that do not speak of the unheard, unrepresented, unmapped, and 
unnoticed (Hayes, 2003, p.95).  
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4.5.  LIVING BETWEEN BORDERLANDS: DISCOVERING A 
SENSE OF NOMADIC SUBJECTIVITY THROUGHOUT ROSA’S 
LIFE STORY 12 

 
In this section, in 4.5.1. Nomadic Subjectivity: a political project for disability 

studies, I introduce and explore Deleuze and Guattari’s (1980/1987) notion of 
nomadic existence, and Braidotti’s (1994, 2002, 2006a, 2006b) readings of 
nomadism as a political project - in which a new ontological subjectivity is created 
- for disability studies. In 4.5.2. Living Between Borderlands: time, space and relationality, 
I try to address how Rosa, a noticeable excluded, marginal but social human 
subject, stands and moves in relation to a web of oppressive disability discourses 
and practices in line with feminist nomadic inquiries. In 4.5.3. Bio-Diversity and 
Desire: the resilient vitality of life, I highlight Rosa’s drive and desire to be, to become 
and act as an ‘impaired’ subject that creates self-empowering opportunities.  
 
 
4.5.1. NOMADIC SUBJECTIVITY: A POLITICAL PROJECT FOR  
 DISABILITY STUDIES 
 

The poststructuralist feminist philosopher Rosi Braidotti (1991,1994, 
2002, 2003, 2006a, 2006b) introduces a new figuration of layered, embodied 
subjectivity which she calls nomadic existence; she argues that:  
 

…nomadism is a political project in which a new subjectivity is created, 
which blurs boundaries and makes transitions between constructed 
categories and levels of experience (Braidotti, 1994, and see previously 
2.3.3.2.2. Nomadic subjects, Metamorphoses, Transpositions: poststructuralist 
feminist disability studies with a hint of late psychoanalysis) 

 
 
Nomadic subjectivity is about the simultaneity of complex and multi-layered 
identities (Braidotti, 1998); nomads are relocating their multiplicity of selves, 
redrawing new carthographies (Roets, 2006). Borrowing insights from Deleuze’s 
influential oeuvre Difference and Repetition (1968/2004) and Deleuze and Guattari’s 
A Thousand Plateaus (1980/1987), human subjects can be perceived as becoming-
animal/s, critically positioned in a smooth and social space/culture without 
borders or enclosure:  
 
                                                 
12  Based on:  

Roets, G., Reinaart, R., Van Hove, G. Living Between Borderlands: Discovering a sense of 
nomadic subjectivity throughout Rosa’s Life Story. Journal of Gender Studies, in review process  
(minor revisions asked).  
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The nomadic trajectory distributes people (or animals) in an open space (…) one 
without division into shares, in a space without borders or enclosure. (…) 
The nomad distributes himself in a smooth space; he occupies, inhabits, 
holds that space; that is his territorial principle (…) the nomad clings to 
the smooth space (…) [the nomad is the one] who invents nomadism as a 
response to this challenge (Deleuze & Guattari, 1980/1987, p.420) 

 
 
Nomads navigate (difficult) ways of forming new, multiple selves, and so they are 
opening up new life worlds. Disabled people, perhaps nomads par excellence, are 
faced with the need to creatively re-configure and re-invent themselves, as a 
counter-narrative towards dominant and oppressive disability discourses (Ware, 
2002), to resist (professional) control, voyeurism, bio-power, and face the 
existential challenges and oppressions in their everyday lives (Goodley & Roets, 
forthcoming). So there is a need to re-name the disabled subject as: 
 

…a multiple, open-ended and interconnected identity that occupies a 
variety of possible subject positions, at different places (spatially) and at 
different times (temporally), across a multiplicity of constructions of self 
(relationality)  (Braidotti, 1994, p.158) 

 
In my analysis, I address (in Roets, Reinaart & Van Hove, in press) how the 
subjectivity of ‘impaired’ subjects can be perceived if we map their spaces of 
resistance (Roets, 2006). To explore politics of resistance towards what oppressive 
disability discourses have spawned, I hope to let others make sense of the singular 
life story of Rosa, a single mother with ‘learning difficulties’, as a political 
sensitivity to disability studies. Approaching disability studies as a critical social 
science, I seek to understand how power, ideology, oppression and resistance 
operate through systems of disability discourse (Corker & French, 1999; Corker & 
Shakespeare, 2002). Discourse is seen as both carrier and creator of a culture’s 
epistemological codes, and its areas of silence (Lather, 1991, p.111). Rosa’s 
autobiographical narrative can construct a space in the margins of hegemonic 
discourses (de Lauretis, 1987, p.18). How does this nomadic subjectivity evolve in 
the here-and-now of Rosa’s everyday life?  
 
I will make analytical connections between the narrative voice/s of a woman 
whose selves are entangled in power relations (Goodley et al., 2004) and the ways 
she re-invents her multiple, nomadic selves to survive with the aim to identify 
possible sites and strategies of resistance (Braidotti, 2003; Parker, 2003). As an 
excluded and marginalised though social subject, Rosa might re-code the/her 
world, resisting control and bio-power. Narrativity is a crucial binding force here 
(Braidotti, 2002):  
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The subject is not a substance. (…) Whatever semblance of unity there 
may be is no God-given essence, but rather the fictional choreography of 
many levels into one socially operational self. It implies that what sustains 
the entire process of becoming-subject is the will-to-know, the desire to 
say, the desire to speak, as a founding, primary, vital, necessary and 
therefore original desire to become (Braidotti, 2002, pp.75-76) 

 
 
Booth and Booth (1996) and Goodley (1996, 2001) assert that biographical 
methods are a useful medium for documenting responses to adversity of people 
with the label of ‘learning difficulties’. I attempted a collaborative approach to 
doing life story research (Goodley et al., 2004; Roets & Goedgeluck, 2007). Rosa 
took control over the research process, exercising her desire to speak, think, feel 
and represent (Pels, 1999, p.75), in every stage of the process of composing her 
life story. I explicitly touched on the subject of representation with her (Wilkinson 
& Kitzinger, 1996), which allowed me to act as an academic ally for an activist 
(Germon, 1998). Rosa agreed that not only might her life story inform others, but 
that an analysis of her academic allies may both better frame her perspective and 
lend credence to her viewpoint (see Goodley & Van Hove, 2005). In the analysis, 
I make connections with feminist nomadic inquiries. Nomadology is a lens 
through which to look at what is happening in her everyday life, particularly to 
address how she stands and moves in relation to a web of oppressive practices 
and object/subject positions (Tamboukou, 2003a). Following Rosi Braidotti 
(2002, 2006a, 2007), feminist politics of location can be of inspiration here:  
 

Politics of locations are cartographies of power which rest on a form of 
self-criticism, a critical, relational, genealogical self-narrative. This means 
that embedded and embodied accounts illuminate and transform our 
knowledge of ourselves and of the world (Braidotti, 2002, p.12).  

 
 
These expressions of self-knowledge require linking meanings, bodies and minds, 
which opens up territories of knowledge and stories unimaginable from the 
vantage point/eye of the master subject: partial, locatable, critical knowledges 
sustain the possibility of webs of connections and shared conversations in 
epistemology (Haraway, 1991). In what follows, I provide politically informed 
maps of the present, convinced of the usefulness of a situated approach as a 
critical tool to achieve a more empowering grasp of the social. Politically, a 
cartographic method based on the politics of locations results in the recognition 
that not one single central strategy of resistance is possible (Braidotti, 2006a, p.7). 
In a sense, these flavourings of nomadic epistemologies allow me to travel 
through her differing life worlds while she is living between borderlands. 
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4.5.2. LIVING BETWEEN BORDERLANDS: TIME, SPACE AND 
RELATIONALITY 

 
Rosa is a single mother with ‘learning difficulties’, coping alone with her 

two children in Brussels (Belgium), in substandard housing, living in poverty, with 
no informal support from family. She is rather distrustful towards all the 
benevolent assistance from formal support services. I will explore how the politics 
of resistance and resilience may operate in Rosa’s struggle for survival (Goodley, 
1999, 2000), inspired by her precious life story which offers snippets from the 
cultural mosaic of dominant disability discourses. Apparently she got all too soon 
objectified, classified and devalued as ‘other’ in terms of a grand narrative of 
deviance, lack and tragedy. But here, I am in search for reflections of how Rosa 
displaces her fixed, pre-established destiny by the multiplicity of a nomadic 
subject (Braidotti, 1998), with an active being and becoming as a self-advocate. 

 
My name is Rosa. Actually, I was given the name Maria-Rosigna at 
baptism, but changed it when I turned 24. Particularly my mother pickled 
me with that moral name. I managed to escape from the nuns, and 
wanted to turn over a new leaf – to have my own life. Maria-Rosigna is a 
name for a holy nun. And it’s not who I am. However, my two children 
carry my surname, which sometimes presents a problem. I am often asked 
why the kids don’t have the surname of their father. It seems that people 
always want to stick their noses in everyone else’s business. For me, it’s a 
challenge to raise Arthur and Eva. Eva’s father began letting me down 
when I was five months pregnant. We thought about building our life 
together and getting married, but instead he ran out on me.  Even his 
baby girl couldn’t care less about him. But for me, my children are my 
everything. They make my world.  
 
 

Rosa’s narrative mirrors how being a woman and/or a single mother with 
‘learning difficulties’ is experienced as a very condition of multiple oppressions, 
particularly due to constitutive regimes of ultimate truth about the deviant 
ontological status of ‘being impaired’, for example present in those regimes of 
bio-power at play of expert professionals (Skrtic, 1995; Peter, 2000; Rapley et al., 
1998): 
 

I grew up without my father being there. I suppose he couldn’t cope the 
way I was born, disabled, like my girl is. She didn’t ask for that, did she? I 
have lived through all the dark days with her, because she’s here with me. 
She’s my daughter, you know. The doctors said she was never going to 
talk. ‘Prader-Willy Syndromes never talk’, they predicted. Those 
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professionals deprived me of every spark of hope, all they did was 
dishearten me and make me question whether I could be a good mamma.  
 
 

The politics of bio-power relentlessly disciplines impaired female bodies-and-
minds, and impairments get traced as biological determinations and 
characteristics. Rosa and her daughter Eva get branded as ‘others’ and reduced to 
the status of disposable bodies-and-minds. Surprisingly, Rosa and Eva challenge 
these predictions and predicaments.  
 

And my girl, she became a true chatterbox! She can talk the hind leg off a 
donkey and chatters all my sorrows away. Sometimes, she even talks too 
much [smile].  

 
 
Professionals can be an existential threat to self-advocates’ sense of self. Most 
people with ‘learning difficulties’ who become parents will have grown up with a 
bottom-of-the-class identity. In their families, neighbourhoods, schools and 
workplaces, often they will have been picked out or picked on as different or less 
worthy. The status of becoming a parent often means that they are no longer 
constrained within closed identity boundaries. Becoming a parent marks a 
personal achievement that belies this inscribed reputation and gives mothers 
especially a valued status and a proper role in the adult world. Being told yet again 
that they are failures can threaten both their hold on their children and their hold 
on their new-found sense of selves (Booth & Booth, 2005, p.119). 
 

Now I still have quarrels with my social worker. I had to go to the Centre 
for Genetics because of my social worker forced me. I was very 
outspoken there! Their ultimate argument was that they see my daughter 
as only a Prader-Willy Syndrome, and she would be more easy to handle 
under their control.  

 
 
As Booth (2003) indicates, parents with ‘learning difficulties’ are (still) undermined 
by a ‘professional knows best’-culture. This culture can be characterised by 
insufficient knowledge or misunderstanding about the parents’ lives at the 
margins, but also about their self-knowledge, resistance and resilience 
(Prilleltensky & Prilleltensky, 2005). 
 

The professionals are right: over the last years her behaviour has been 
sometimes very intolerable. That’s fine, I told them, that’s one more 
reason why she must be with her mom to grow up. She is like me. She 
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was born a little lazy, just like her mother! And her mother has the 
authority to say that she has to do a final effort. But still, life is 
complicated. It would be more easy to leave it to someone else to raise 
them. But I want to know my children inside and out. Throughout the 
past years, I often got the feeling that they were going to take my kids 
away from me. It was pretty obvious that if they sense that you’re down 
and out, then the professionals swarm out!  
 
 

With helping professionals seeming to put a knife on her throat, Rosa obviously 
believes she may lose her sense of control anyway. This threat of loss becomes 
one of the additional, never-ending pressures in her life. However, Rosa confronts 
these overwhelming obstacles of life and survives. 

 
I’ve never had anyone who was backing me up. But I still hold on. My 
support worker only does my paperwork, and budgetary control. One 
hour each week. Sometimes someone comes over, a cleaner. She helps me 
to iron stuff, and to mop the house, to polish the windows. But I do 
those things too. And I’m more in touch with my life than filling it with 
cleaning and laundry, you know!  
 
 

She presents her story in a way that accents resilience so as to maintain a sense of 
coherence and personal integrity (Goodley, 2001). This is at least remarkable, and 
in that light we will explore the notion of nomadic subjectivity and address what 
components are important in her identity transformation. Being a nomadic subject 
means to be in transit without determined destinations, a dynamic, differentiated, 
multiple and changing entity, situated in shifting contexts (Braidotti, 1998). An 
exploration of Rosa’s sense of self which is constantly evolving in the here and 
now (Watson, 2002, p.511), makes clear that she reconfigures her resilient self 
through her multiple identities wherein making connections with her differing 
selves throughout time (reflected in her auto/biography), space (reflected in the 
in/visibility of her lifestyle and choices) and relationality (reflected in finding out 
with ‘others’ why alternatives have stopped being alternative) are all important.  
 
 
(i) Auto/biography (time) 
 
Rosa’s lived knowledge(s), unfolding in the articulations of her everyday life, refer 
to the details of her past, which makes us able to frame and respect her lifestyle, 
dilemma’s, dreams and choices at present.  
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I tell Arthur every memory I have about his dad. That means a lot to us. 
We can talk through these things. When I was growing up, talking about 
my father was taboo. My mother was keeping him under wraps. When I 
was growing up, they protected me from my self. My mother wanted to 
keep me away from the world. It didn’t work out that way. I wanted to 
explore how far I could go. My father left us when I was two years old. I 
can’t remember anything. I lived with my mother and my grandmother. 
They sent me to a special school when I was 6 years old. The outside 
world got real then. My mother always drilled me about staying away 
from other kids. I didn’t understand why she did that. I discovered that 
just talking with other kids couldn’t hurt me. I made my friends. Anyway, 
I couldn’t go to birthday parties. My mother made up a separate world for 
me. When she couldn’t watch over me, I just did what I wanted to do. 
That’s what I have been doing throughout my life anyway. 
 
 

Rosi Braidotti (2006a, p.168) points out that when you remember, while you are 
involved in intense and intensive processes of becoming-subject, you open up 
spaces of movement and deterritorialization which actualize virtual possibilities 
which had been frozen in the image of the past. When one remembers to become 
what s/he is – a subject-in-becoming – one actually reinvents his or her selves on 
the basis of what one hopes s/he could become. For Rosa, her daughter reminds 
her to her self, a becoming-subject;  

 
Eva looks like me, and she has the same character. She’s quite stubborn, 
and yes, wayward. I remember my own behaviour at school. I raised hell 
in that classroom. I wanted to be in the spotlight. Eva is even worse than 
I was, she’s quite bossy. People don’t grasp it. They never tend to see that 
she reminds me of myself, when I was her age. But I did grow into 
someone, didn’t I? Let them just rattle off their stereotypes, like ‘she will 
never be able to work’, or ‘she will not be able to live on her own’. I am 
quite distrustful of their predictions! I can’t hide my children, hold them 
back from our society. Sooner or later, they will just land in it anyway. 

 
 
(ii) In/visibility (space) 
 
In her life story, Rosa gives us entry to her life world in an informal space 
(Tillman-Healy, 2003); she opens up her perspective on her life/style that remains 
invisible to those imposing regimes of bio-power on her life as a resilient human 
subject, as a self-advocate. In line with how other parents with ‘learning 
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difficulties’ experience the invasive control over their lives, Rosa clearly resists, 
becoming accustomed to avoiding the voyeuristic eye of intrusive professionals.  

 
My life changed course, though not the way that I had been hoping for. It 
seems like just when you need support to resolve problems, and when 
you’re down, people tend to nail you down even further, bossing you 
about: “Well didn’t we warn you not do that!” (...) But I want to find my own 
way of dealing with my life. People drop me like a hot potato. I don’t 
want to obey their superior commands. They don’t even listen to me 
either, do they? I can’t follow people who are bossing me about. I can get 
quite obstinate then! I can make my own decisions. Keeping my children 
with me, that’s my life choice. I have brought my children into the world. 
They are mine. 

 
 
Taylor (2000) described how people with the label of ‘learning difficulties’ 
construct life worlds in which disability is not stigmatising or problematic for their 
identities, due to a strong, shared construction of reality that acts as a buffer 
against cultural meanings and oppressive discourses to disability. However, for the 
outside world, her lifestyle and sense of taking control remain invisible. Rosa takes 
us into the heart of her insiders’ perspective on the world, exposing her hidden, 
invisible resistance (Goodley & Moore, 2000). She knows how to act in given 
settings and different contexts (Angrosino, 1998; Taylor, 2000; Goodley et al., 
2004), and as such clearly divides her loyalty among different forms of powers 
while inventing ways to deal with the pressures in her life.  

 
My problems seem mountainous from time to time, particularly my goal 
of wanting to keep my daughter with me. She’s handicapped, they say. So 
what? (...) Their final solution was that she had to attend their boarding 
school. I was racking my brain about that, and had to write all the pros 
and cons down for myself. I was living through quite a dilemma. I had to 
distance myself from my little girl, they said. That would be the best thing 
for my daughter, they said. But unfortunately for them, the more they 
tried to distance me from her, the more attached to her I became, more 
than ever before, and more than they could ever imagine. I just have to 
raise my kid, she’s mine, isn’t she?  

 
 
Rosa’s strategy of resistance, her ‘living between borderlands’ makes a serious part 
of her politics of survival. There are even very concrete illustrations in her 
everyday life which illustrate how she leads her invisible, stubborn, colourful and 
creative life at the margins of our culture: 



CHAPTER IV 
 

234 

I just love to go and loaf around the streets, and to nose around in the 
shopping centre. What I enjoy even more, is crawling into my cellar. I 
keep my collection stored there; it’s my storage place for my precious 
thingies. (...) Well I am a crack in building my collection. I do something 
really useful then. Would I throw my thingies away? Then no one could 
use them any more. (…) Many times, I discover specials in the stores! 
They sell a new product, and then you get a free handbag all-in! That’s 
something that I don’t talk about to my social worker. She doesn’t know 
about my collection. All she would say is that I have no money left to 
waste on things like that. It’s funny because now, a problem has turned 
up: my daughter is a handbag-collector too! She collects handbags, under 
her bed, together with hair-clips. And my son is building collections too; 
he keeps key rings and figurines. I teach my kids to do so. You see, it’s 
the way I see life. Later, they will be glad that I have left them with a 
precious collection, and also with a good lifestyle! 

 
 
Rosa actually enacts a rebellion of subjugated knowledge(s). Becoming nomad 
means to reinvent yourself, to desire the self as a process of transformation, to 
desire change, flows and shifts (Braidotti, 2003, p.53). 
 
 
 
(iii) Relationality (finding out with ‘others’ why alternatives have stopped being alternative) 
 
Braidotti (2006a) sees the enfleshed, intensive, nomadic subject as a folding-in of 
external influences and a simultaneous unfolding-outwards of affects, a mobile 
unit in process in space and time, capable of lasting through sets of discontinuous 
variations while remaining extraordinarily faithful to itself. In the context of the 
self-advocacy group, Rosa’s self-empowering actions find points of contact with 
processes of empowerment of ‘others’ who self-advocate, who figure out why 
alternatives have stopped being alternative in their everyday lives: 
 

When I first heard from the other self-advocates about Our New Future, 
well I was inclined to come. We all are people who want to make changes 
in our lives. We want to have our place in our society. We want to express 
our opinions about things that concern our interests. That’s what we aim 
for, one for all and all for one. I like the collaboration in our close group.  

 
 
These mutual sets of interdependence and interconnections, sets of relations and 
encounters, this play of complexity, encompasses all the levels of self-advocates’ 
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multi-layered subjectivity. This coincides with the awareness of one’s condition of 
interaction with others, that is to say one’s capacity to affect and be affected 
(Braidotti, 2006a, p.156). The ‘truth’ of self lies in its interrelations and 
interdependency with other border-crossers and becoming-animals. Rosa stresses 
that she enjoys these interconnections with others who struggle for social justice, 
in interactions wherein she is able to affect and be affected: 
 

I have to survive. Every new day is a struggle, over and over again. That’s 
why I have been hanging Che Guevara above my bed. He was a true 
combatant. A chief rebel, leading the revolution. He came into my life 
when I got involved with the Left Wing [pseudonym for extreme left-
minded political party in Flanders, the Dutch speaking part of Belgium]. 
We were putting a women’s group together. We were meeting up to talk 
about our children, and all the troubles that we couldn’t cope with. 

 
 
In the context of the self-advocacy group, Rosa is finding out with others, with 
both men and women who self-advocate, why alternatives have stopped being 
alternatives (De Sousa Santos, 1995, p.481). Pease (2002) already stresses that it is 
crucial for marginalized people to come into contact with new discourses that 
produce new knowledge(s) and promise alternative and free ways of living: 

 
 

I do like to work with the men in our group too. Those women’s groups 
where I went before are rather boring and outmoded. Our topsy-turvy 
interaction between men and women, that’s inspiring! When 
collaborating, I like a man or a woman just as well as a partner. We are 
just comrades. Women’s-only groups soon tend to become a grapevine; 
they get too much into each other’s business. I do like Marie [other self-
advocate] a lot. She’s my buddy! We share many things, in fact both of us 
are handbag-collectors. We would like to smuggle some more headstrong 
women into our group, perhaps women I know from supported living. 
Mothers with ‘learning difficulties’ have no opportunities to come to 
advocacy groups. We should invite those women. 

 
 
Meanwhile, being a mother means a joyful becoming as potentia, a radical force of 
empowerment (Braidotti, 2006a, p.160).  
 

And yet my life isn’t complicated at all. I just have to enjoy my little girl 
being with me, looking at her is enough. I have a photo taken at school 
that I look at often. She’s partial to baking bread! This past week, she 



CHAPTER IV 
 

236 

rushed in and announced: “Mamma, I am going to write a letter to the 
Pope!” Well, she had been watching the Pope on the tele, and she 
thought that it was Santa Claus! Boy, I really do go through some 
adventures with her... By the way, the wall in my living room is hers. She’s 
always dashing in with a new picture or a painting from school, as proud 
as a peacock, and then she asks me to hang it up. I can’t say no to her! 

 
 
This relationality declares where Rosa finds the strength to act, upon herself and 
with others, to cease being and to become (Galvin, 2003). Nomadic subjects do so 
to create politically informed maps for their own survival (Braidotti, 1998). 
Individuals do resist power that creates them (Foucault, 1978a).  
 
 
4.5.3. BIO-DIVERSITY AND DESIRE: THE RESILIENT VITALITY OF LIFE  
 

Rosa’s life story mirrors how disabled people, and women with ‘learning 
difficulties’ in particular, are open for power takeovers, and how their bodies-and-
minds can get disciplined, at any point, by expert professionals and their 
constitutive regimes of ultimate truth and bio-power at play (Foucault, 1978a; 
Braidotti, 2006a). But however, getting to know the complex, vivid life world of 
Rosa more in-depth, helps us discover her sense of nomadic subjectivity.  
 

Though the image of nomadic subjects is inspired by the experience of 
peoples or cultures that are literally nomadic, the nomadism in question 
here refers to the kind of critical consciousness that resists settling into 
socially coded modes of thought and behaviour. Not all nomads are 
world travellers; some of the greatest trips can take place without 
physically moving from one’s habitat (Braidotti, 1994, p.5) 

 
 
The nomadic subject is embodied, embedded, anchored, multiple, and hence 
affective, inter-relational and fundamentally social (Braidotti, 2006a). The 
multiplicity of Rosa’s forces, energies, desires, affects and thoughts have to do 
with the creation of new possibilities of self-empowerment. Let’s only remember 
what Rosa says about becoming a parent and of loving her children – only 
reconfiguring one of her multiple selves: 
 

Life is complicated. And yet it isn’t. I just have to enjoy my little girl being 
with me. Looking at her is enough. 
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As Deleuze and Guattari (1980/1987, p.441) reveal, the nomad invents and finds 
her affects in a non-linear way, in grey areas, intermediaries, in-betweens of bio-
power, oppression, and bio-diversity and resistance. The disregard for bio-
diversity threatens cultural diversity by depleting the capital of human knowledge 
through the devalorization of local and indigenous knowledge systems and world-
views (Braidotti, 2006a, p.54). Rosa’s micro-politics and strategies of resilience, as 
a becoming-nomad living between borderlands, allow her to open up new life 
worlds. She reconfigures her self in a multiplicity of shifting contexts, wherein 
differentiated dimensions of time, space and relationality are all important. In 
these, I want to highlight processes of bio-diversity in which the self-generative 
power of living matter is capital (Braidotti, 2006a, p.53). As an impaired subject, 
Rosa expresses the drive and desire to be, to become and to act; a resilient vitality 
of life. In other words, the sexed and impaired wo/man is not only a victim of 
another agency, determined by causal relationships; subjectivity is the 
consequence of the play of the multiplicity of active forces that are all that agency 
consists in (Grosz, 2005, p.188). A being – an entity, identity or subject – is always 
the effect of a becoming (Colebrook, 2000). Rosa, an impaired subject, is a 
process, made of constant shifts and uncertain negotiations between different 
levels of power and desire, constantly shifting between a multiplicity of wilful 
choice and unconscious drives. We need to bring these bodies-and-minds-in-
process back into the psycho-socio-political project of both gender studies (Davis, 
1997; Witz, 2000) and disability studies (Goodley & Roets, forthcoming). The 
affirmativity and creativity of Deleuzian-inspired feminist theory intrigues us, in 
particular (Chanter, 2006). Deleuze, Guattari and Braidotti provide productive 
sites for resituating foundations in order to de- and reterritorialize both gender 
studies and disability studies as a complex terrain of political praxis. What about a 
view that listens to those who are talking with/in bodies-and-minds-in-process 
rather than about them? Rosa’s standpoint is far from fixed. She reclaims resistant 
discourse, teaching us who are left in wonder at the creative capacity of her free 
conscience (Freire, 1972; Gadotti, 1994). Therefore she might exercise her right to 
be different in the heart of Deleuze and Guattari’s concept of creative becoming-
nomads; in which there only are mutual inter-dependencies, inter-relations, 
multiple alliances, productive mergers of forces, symbiotic connections and 
fusions (Braidotti, 2005/2006). An engagement with these challenges will allow us 
to share epistemological conversations, like those about support, and to be/come 
more hopeful and uncertain, as subjects in dialogue, ever moving, becoming-
animal. 
 
 
 
 
 



CHAPTER IV 
 

238 

4.6. BECOMING TERRITORIAL BORDER-CROSSERS:  
 THE SMOOTH, STRIATED AND NOMADIC QUALITIES  
OF SELF-ADVOCACY 13 

 
Originally, disability discourse has taken shape between activism and 

academia as areas of social and political life (Hughes & Watson, 2007). In this 
section, I draw with Dan Goodley (see Goodley & Roets, in press; Roets & 
Goodley, forthcoming) upon our work with a self-advocacy group in England and 
Belgium to explore the nature of the spaces that self-advocates and their 
(academic) allies open up for smooth circulation and metamorphosis of 
knowledge. I continue (with Dan Goodley) my critical and philosophical 
engagement in the field of disability studies through an exploration of the ideas of 
striated/smooth space of Deleuze and Guattari (1980/1987) and the concept of 
nomadic subjectivity of Braidotti (1994, 2002, 2006a). (I articulate/d my research 
queries while joining and enjoying those of Dan and so I speak in the voice of 
“we” in what follows). We will experiment with poststructuralist and feminist 
pointers in 4.6.1. Master Narrative and Mixture: striated self-advocacy culture/smooth space, 
4.6.2. Travellers: smooth and social self-advocacy culture; and 4.6.3. Uncertainty: becoming 
territorial border-crossers. 
 
 
4.6.1.  MASTER NARRATIVE AND MIXTURE: STRIATED SELF-ADVOCACY 

CULTURE/SMOOTH SPACE 
 

Disabling society can be perceived as uncivilized and ‘striated’ in ways 
that block the becomings of citizenship of disabled people (Roets & Goodley, 
forthcoming); so we suggest that within these striated spaces the circulation and 
metamorphosis of knowledge is regulated and also open to smooth possibilities, 
and aim to analyze some of these elements of ‘uncivilized society’ and the re-
making of civil society. In the international self-advocacy movement, people so-
labelled challenge pathological discourses associated with their personhood and a 
modernist, unitary vision of the human subject (Goodley, 2001). Self-advocacy 
can be understood then as contributing to aspects of a developing civil society 
(Della Porta, 2007) and the disability movement (Goodley, 2000). In the UK, for 
example, the last 30 years has seen a huge proliferation of People First groups (see 
British Journal of Learning Disabilities special issue, 2006). In Belgium, the 

                                                 
13  Based on:  
 

Goodley, D., Roets, G.  The (Be)comings and Goings of Developmental Disabilities: The cultural 
politics of ‘impairment’. Discourse (accepted for publication) 
 

Roets, G., Goodley, D. Disability, Citizenship and Uncivilised Society: The smooth, striated and 
nomadic qualities of self-advocacy. Submitted to Disability Studies Quarterly 
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movement is younger but her political impulse, arguably, as strong (see for 
example Schoeters et al., 2005, 2007). Over the last ten years, we have researched 
disablement while also supporting disability activist groups; Dan for Huddersfield 
People First in the UK and Griet for Our New Future in Flanders, the Dutch 
speaking part of Belgium. In the next section, we will look at insights from a 
current action research project (see Reason & Torbert, 2001 for method), The 
Travellers, that was set up by and with self-advocates or Our New Future, and 
shared with Huddersfield People First later 14.  
 
In a modernist frame of reference (Hughes, 1999), the subject and object of 
‘learning difficulties’ is objectified, classified and devalued as ‘other’ in terms of a 
grand narrative of deviance, tragedy and lack (Goodley & Rapley, 2002). 
Epistemological grounds of ‘learning difficulties’ are drawn on modernist cultural 
territory and social maps of expert professionals (Skrtic, 1995): people described as 
having ‘learning difficulties’ inhabit landscapes that are pathologized and 
marginalized, surrounded by impermeable label borders (Smith, 1999b). Listen, for 
example, to self-advocate Monroe: 
 

…we don’t want that label anymore. Certainly, you people have the 
control. You are the experts in your field, but I am an expert too, in my 
own field. I lived in the institution, and I lived in a group home (self-
advocate Monroe, 1994, p.9 quoted in Smith, 1999b, p.117) 

 
 
The cast-iron formation of expert power and practice may further be witnessed in 
orthodoxies in the here and now, which masquerade and operate as hidden, taken-
for-granted and toxic truths (Peter, 2000). The poststructuralist thinkers Deleuze 
and Guattari open up possibilities to destabilise these master regimes of modernist 
truth and knowledge in order to alter our grasp on the geography and cartography 
of knowledge production (Deleuze & Guattari, 1980/1987, p.422). In chapter 14, 
The Smooth and The Striated, in A Thousand Plateaus Capitalism and Schizophrenia 
(1980/1987, pp.523-551), they say that one of the fundamental tasks of discourse 
is to striate the space of which it reigns: 
 

The function of the sedentary road is to parcel out a closed space to people, 
assigning each person a share and regulating the communication between 
shares. (…) What is both limited and limiting is striated space (Deleuze & 
Guattari, 1980/1987, p.420) 
 
 

                                                 
14  Have a look at http://www.ont.be/travellers  
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In the existence of these striated spaces, the circulation and metamorphosis of 
discourse (knowledge) is regulated. Further, striated discourse associates itself with 
“a process of capture of flows of all kinds, which restricts speed, regulates 
circulation, relativizes movement, and measures in detail the relative movements of 
subjects and objects” (Deleuze & Guattari, 1980/1987, p.425). In the context of 
disability discourse, striation – for us - refers to the blocking of possibilities and 
movements of subjects and objects in the social nexus of power and knowledge, 
the occupation of terrains of knowledge, the setting of territories by powerful 
others, the marking and colonization of `deviant` bodies and minds which are then 
captured in institutional and discursive cul de sacs. Bodies, families, homes, schools, 
communities may be striated. So too are selves, subjects and objects. Learning 
disability might be seen as a quintessential form of striation: 
 

There is the smooth space of bodies, and the striated space of bodies. The 
latter is the space of ‘body systems’ - of the ‘organism’, the ‘human’, the 
‘subject’ and the ‘agent’ … these are the marked bodies, that bear the signs 
-contortions, wounds, scars - of their ‘societalization’- today they are the 
locatable bodies, studied bodies, probed bodies, simulated bodies, designer 
bodies (Bogard, 2000, p.84) 

 
 
The learning disabled body is a striated body. Here the ‘subject’ and ‘object’ of 
learning difficulties serve to offer particular truths and ways of being: a deficient 
and lacking subject and a striated subjectivity. Furthermore, striated bodies reside 
and are socially created in striated environments and territories - such as care 
homes, sheltered workshops and institutions – where the environment is marked, 
doors locked and opportunities limited. The vital concern of oppressive, striated 
disability discourse is to striate all the flows of being, becoming and acting of 
disabled people. We will theorize on and illustrate striated spaces, bodies and 
discourses in disabling, uncivilized society that threaten to block the smooth 
becomings of citizenship of people with ‘learning difficulties’. Fortunately, striated 
cultural space actually exists but only in mixture with smooth cultural space: 
variability is an essential feature of cultural spaces and discourse. Deleuze and 
Guattari define cultural spaces in terms of mixture, in terms of striated and/or 
smooth: 
 

Smooth space and striated space (…) no sooner do we note a simple 
opposition between the two kinds of space than we must indicate a much 
more complex difference (…) we must remind ourselves that the two 
spaces in fact exist only in mixture: smooth space is constantly being 
translated, transversed into a striated space, striated space is constantly 
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being reversed, returned to a smooth space (Deleuze & Guattari, 
1980/1989, p.523). 

 
 
Where there is striation there is also smoothing. Smooth disability culture does not 
just go from the smooth to the striated; “it reconstitutes smooth space, it re-imparts 
smooth in the wake of the striated” (Deleuze & Guattari, 1980/1989, p.523). 
Striation simultaneously enables smoothing and vice versa. What is, for us, 
common with disability culture, is the variability of disability discourse that makes 
us hopeful in our attempts to re-author experiences that have historically been 
excluded in master discourses. Following Giroux (1991a, 1991b), the postmodernist 
view of culture holds that master narratives are “rejected in favour of narratives of 
difference” (Giroux, 1991a, p.229), and that boundaries for producing meaning, 
difference and subjectivity are subject to flexible reconstruction. In a sense, we see 
pathways to multiply and disclose new and powerful potentialities to shift 
modernist terrains of knowledge and disability discourse, and to highlight the 
importance of flows of knowledge exchange in shifting societal networks. Disability 
culture as a lens allows us to rearticulate fresh and diasporic modes of subjectivity 
(Mutua & Swadener, 2004). In postmodern societies, identity is regarded as 
multiple, fragmented, contingent, liquid and uncertain: identity has been 
transformed from the singular to the plural; it has become a project, an event, 
rather than an fixed attribute heavily influenced – if not determined – by one’s 
social and political circumstances (Hughes, Russell & Paterson, 2005b, p.5). We 
agree with Hughes et al. (2005b, pp.13-15) that this should make interesting reading 
for sociologists interested in disability studies, but however disagree when they 
observe that disabled people cannot travel through the regimes of value that mark 
contemporary culture, cannot gain entry to significant symbolic territory and mainly 
face forms of immobilization. According to Bogard (2000, p.289), at the limits of 
the striation of the body and sustainability, in order to smooth its insertion in the 
social, we can re-encounter the smooth body as a place for flights of resistance, be 
it in the family, art, a crowd or collective improvisations. And as one of us has 
argued elsewhere (Goodley, 2007a, p.153), to smooth is to find hiding places, 
subterranean regions or plateaus, high flat expanses to wander.  
 

The sea, then the air and the stratosphere, become smooth spaces again, 
but, in the strangest of reversals, it is for the purpose of controlling striated 
space more completely. The smooth always possesses a greater power of 
deterritorialization than the striated (Deleuze & Guattari, 1980/1987, 
p.530) 
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After all, even the most striated spaces have hidden cracks of resistance. No matter 
how striated the uncivilised, there are always opportunities for smoothing civil 
society. Smooth bodies, selves, subjects, relationships and landscapes – which we 
will demonstrate can be found in self-advocacy – emerge and are made from striation. 
In any striated body or territory there are opportunities for mapping new territories: 
processes referred to by Deleuze and Guattari as re- and deterritorialization. As 
Bogard argues (2000, p.284), 
 

…if society is like striated space - bearing, grids, systems - it is also like the 
sea, a space of continuous becoming. 

 
 
We will suggest that people with `learning difficulties` involved with self-advocacy 
border and travel smoothly upon uncertain sands of becoming, and their stops 
follow from their trajectory. As we shall see, processes of de- and re-
territorialization in self-advocates` everyday lives provide possibilities for exciting 
forms of being, becoming and acting through nomadic travels in a political sense 
(Braidotti, 2006c). With the words of Deleuze and Guattari (1980/1987, p.528), in 
the smooth 
 

the points are subordinated to the trajectory. This was already the case 
among the nomads (…) the dwelling is subordinated to the journey. 

 
 
Smooth space is associated with the making of a number of productive possibilities 
including nomadic bodies and minds through which occur the dynamic process of 
unfolding subjectivity outside the classical frame of the humanistic subject 
(Braidotti, 2005/2006, p.19). At the heart of social practices, lives and 
epistemologies, we need to replace the version of a fixed biological ontology of 
being by a social process ontology of becoming (Grosz, 1999, p.9). Braidotti 
continues: 
 

Becomings are the sustainable shifts or changes undergone by nomadic 
subjects in their active resistance against being subsumed in the 
commodification of their own diversity. Becomings are un-programmed as 
mutations, disruptions, and points of resistance. Their time frame is always 
the future anterior, that is to say a linkage across present and past in the act 
of constructing and actualising possible futures (Braidotti, 2005/2006, 
point 29) 
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In disabled people` lives, the birth of smooth space involves a ‘spatial nomadic 
reworking’ of bodies and minds, and a promising reconfiguration of disability 
concepts, disability worlds, sub/cultures and landscapes (Colebrook, 1999, p.131). 
Here our aim is theorising these spaces of resistance as a self-advocacy culture, a 
smooth and social space with/in and across the self-advocacy movement.  
 
 
4.6.2.  TRAVELLERS: SMOOTH AND SOCIAL SELF-ADVOCACY CULTURE  
 

Let’s not swerve away from our purpose as critical researchers: disability 
studies is an academic as well as an emancipatory paradigm (Oliver, 1990), focused 
upon praxis (Lather, 1991) and in our case tied to the development of the 
politicised self-advocacy movement. The exhaustions of modernity create an 
affective space, a smooth becoming space, where we feel that we cannot continue 
as we are - the subject of a politicized postmodernism (Lather, 1991, p.88), where 
we can think and act with one another in ways that both mark and loosen limits, in 
order to multiply the levels of knowing upon which resistance can act. We hope to 
open up new and smooth spaces for shared action and thought with/in the 
politicised social movement of self-advocacy on a more creative plane:  
 

Smooth space is filled by events, (…) it is a space of affects (…) that is why 
smooth space is occupied by intensities, wind and noise, forces, and 
sonorous and tactile qualities, as in the desert, steppe, or ice. The cracking 
of ice and the song of the sands (Deleuze & Guattari, 1980/1987, pp.528-
529) 

  
 
In what follows, we will attempt to illuminate the smooth, striated and nomadic 
qualities and intensities of self-advocacy. We draw upon emerging life stories, 
accounts, ethnographic field notes, moments and events that we have collected 
alongside our personal and political engagement with self-advocates, and alongside 
our research involvement with self-advocacy (see also Goodley et al, 2004). Here we 
will shed light on self-advocates’ politics of resistance and resilience, and map how 
they, as politicised citizen subjects, move in a web of oppressive disability 
discourses. As nomads, they set foot on the landmarks of their lives, in a never-
ending search for smooth spaces in which something different might happen.  
 

Not all nomads are world travellers; some of the greatest trips can take 
place without physically moving from one’s habitat (Braidotti, 1994, p.5) 
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As researchers, we hope to create a space for reclaiming and establishing new 
subjectivities in collaboration with self-advocates; so to embrace the production of 
particular cultural meanings (Peters, 2000, p.585), as a form of academic work with 
a sharp political edge and activism as its vigorous critical domain with a strong 
commitment to create cultural `re-symbolization` (Garland-Thomson, 2003) within 
shifting networks of self-advocates with their (academic) allies. In collaboration 
with self-advocates, we used life story research 15 as their stories offer us an in-
depth understanding of their disqualified knowledge and creative life worlds 
(Angrosino, 1998; Booth & Booth, 1996; Ferguson & Ferguson, 1995; Gillman et 
al., 1997). Their words and actions are provided here with their consent. We will 
illustrate here that people with `learning disabilities`, and their self-advocacy, are 
striated by uncivilised society but, simultaneously, find nomadic ways of creating 
smooth forms of civil society, activism, resistance and resilience. The idea of the 
project originates from Ludo Schoeters, currently the president of Our New Future 
connected, the first self-advocacy group in the Dutch speaking part of Belgium (see 
Van Hove, 2000; ONT, 2002): 
 

I am a world journey traveller. In a sense, I am a traveller every day. 
Every day in the week. And in the weekend too. When I do what I truly 
wish to do. Then I travel off to Gent. I am the President you know. I’ve 
gone so far the world – I am the President. I am always discovering new 
worlds and new folks. I really want to unravel them. It’s a true voyage of 
discovery. Discover people’s dreams to make them true in a joint 
adventure. That’s my gift you know. I unravel with other people what 
their talents are. I want to wake up every one. I strengthen people to hold 
on in their world. That is my mission as a president and more, I am an 
advisor too. I am the leader of my movement. I see this as my mission in 
life (Schoeters with support of De Winne & Roets, 2007). 

 
 
At a later stage in the project, we made connection with the English self-advocacy 
group Huddersfield People First to include voices of veteran self-advocates and to 
display the international character of the self-advocacy movement. Listen Jeremy 
Hoy, the present president of Huddersfield People First: 
 

I am involved with the group for a very long time now. I don’t know 
exactly how long any more, sure twenty years actually. I am 46 years old 

                                                 
15  Relevant to study social and cultural change, we used complementary research methods and visual 

anthropology methods (Collier & Collier, 1986; Booth & Booth, 2003) making photographs which are 
meaningful to (re)present ourselves to the world as a medium to relate to self-advocates’ lives and 
selves (see Roets & Goedgeluck, 2007 for first reflections on this method). In this article, we 
cannot include the photographs which were chosen, sometimes made, and used as a medium to 
dialogue and facilitate the story-telling process.  
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now. We just like meeting up and talking about different things, like 
changing the label of people with learning difficulties. We speak up for 
ourselves, and want to change the label. (…) I want to have my own 
freedom. Do some travelling on buses. Cos its free on the bus, I am 
allowed to go where I like. I like to go to the meetings, we talk and meet 
people. What we are trying to do now is looking for new members. We 
want as many people as possible to join us. I like meeting people and 
especially new ones. People with learning difficulties need to find out 
what we do (Jeremy Hoy at http://www.ont.be/travellers) 

 
 
The voices of professionals and the voices of self-advocates and their allies tell 
conflicting stories about what it means to have been labelled with learning 
difficulties in modern society. Following Smith (1999b), Ludo and Jeremy offer 
different tales of travel to those associated with uncivil society; which maps out a 
road leading to pathology and passivity. Along the way voices are excluded. In that 
light, poststructuralist feminism is experienced as one of the most powerful analytic 
resources for displaying the way culture constructs categories and subject positions 
that we then assume to be pre-given, universal and unchanging (Parker, 2003). 
Poststructuralist feminist theorists have been very influential in opening up 
unexplored territories of subjectivity (see Davis, 1997), like Rosi Braidotti 
(1991,1994, 2002, 2006a, 2006b) who introduces a new figuration of layered, 
embodied subjectivity which she calls nomadic existence. Nomadic subjectivity is a 
political project in which a new subjectivity is created, in which the self is expressed 
as incomplete, fragile, plural, multiple and yet rooted in her bodily reality (Braidotti, 
1994). Braidotti borrows insights from Deleuze (1968/2004) and Deleuze and 
Guattari (1980/1989) who perceive the raw materials of existence as a nomadic 
distribution of meaning, being(s) constantly in flux, multiplicities: 
 

The nomadic trajectory distributes people (or animals) in an open space 
(…) one without division into shares, in a space without borders or 
enclosure. (…) The nomad distributes himself in a smooth space, he 
occupies, inhabits, holds that space; that is his territorial principle (…) the 
nomad clings to the smooth space (…) [and] invents nomadism as a 
response to this challenge (Deleuze & Guattari, 1980/1987, p.420) 

 
 
Perhaps our reference to nomadic subcultures in self-advocates lives and stories 
may seem strange and alien to disability studies. The nomadism in question here 
refers to the kind of critical consciousness of self-advocates and their allies that 
resists settling into socially coded modes of thought and behaviour. In a sense, 
notions and flavourings of nomadic epistemologies allow us to travel through the 
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life worlds of self-advocates involved in order to see the tensions, resonances, 
transformations, resistances and complexities in their lives (Haraway, 1991, p.195). 
Nomadic sub/cultures designate a conflicting and dynamic set of experiences, 
rooted in and marked by self-advocates’ flows of being, becoming and acting in 
their daily lives. In what follows we illustrate with some illuminative examples from 
The Travellers project and take experiences into account that perhaps previously 
have been ignored, forgotten, ridiculed and devalued all too soon.  
 
Let’s listen to a leading self-advocate in Belgium, Daniel. Apparently the testimony 
of being part of an outlaw culture penetrates him with a trauma that is felt in every 
fibre of his being:  
 

Folks walking down the streets sneer at us like we are worthless. They only 
see impairment. But they are as blind as a bat. They have to look beyond 
their own limitations. We are more than cast-off good-for-nothings in our 
damn great fucking society. We demand respect as equal citizens of the 
world. Sometimes I get out on the streets like a lost soul; then I feel like a 
dog in the gutter. Some bastards dare to peep at us and fuss about us 
round the clock. Anyway I think they have only loose talk to say. They can 
listen to us. Then they at least have serious tobacco to chew.  

 
 
The value and the emphasis of the self-advocacy movement lies in how it enables 
people with ‘learning difficulties’ to critically navigate, negotiate and challenge the 
power of the dominant and striated disability discourse. Most of the time, the 
members of Our New Future meet on the first Saturday of the month in the local 
pub near the railway station in Ghent. Obviously it makes sense for self-advocates 
to invest in a shared collective future, in the pleasures of the warmth of solidarity; 
teasing out with others why and when alternatives have stopped being alternatives. 
On his first self-advocacy meeting, Philippe, a new member, looks stupefied and 
puzzled, and reacts loudly shocked “You really dare to drink alcohol? Wow! Alarm! 
Would cause me trouble!” when veteran member Pat fillips the waiter and orders his 3rd 
dark Belgian Trappist. Pat asks why; and the freshman tells about the pub culture 
of his day care centre and explains how the structured, striated routine of the 
business goes in there.  

 
There’s a pub in my day care centre. Every day at precisely 15pm we can 
buy a drink there. In ‘The Pub’. Us service users have a card with ten turns; 
to buy one drink each week. Caregivers sell this. They decided to sell no 
more coke. Just diet coke and juice. Definitely no alcohol. Alcohol is 
dangerous. Drink needs to get finished at 15.15pm. If not it’s taken away! 
The buses are waiting! To fling us down home. Four busses waiting: the 
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yellow one for the mentally retarded, the green one for the physically 
impaired one, the white one for the mixed impairment group, and the red 
one for the lunatics. Every group in the centre has a special bus. And yes 
we all need to hurry! To catch our special bus.  
 
 

Self-advocate Marie bears witness of the implications of this kind of striated 
discourses and practices that govern how people act and are acted upon within a 
myriad of private and public spaces, within disabling disability cultures. Marie looks 
serious, when talking about what happened before when professionals imposed a 
sterilization on her as an ineluctable necessity.  
 

Yes, and all I got was reprimands all the time. From Tina [psychologist] 
and Myriam [her personal caregiver]. But I didn’t want the sterilization. I 
had to go to the big boss. “If a shady bloke rapes you, then you have to 
find out yourself”, Tina [psychologist] said. She snapped my head off, that 
I’m just stupid and that I couldn’t go out any more. Luckily, my mother 
and my friend were backing me up. Besides, you know, I like little ones 
very much. But have them myself? Hey, that’s not my cup of tea! 

 
 
Through sharing life stories, self-advocates are able to recognize their oppressed 
status in the dominant discourses and institutions in which they find their selves 
positioned. Pease (2002) already stresses that it is crucial for marginalized people to 
come into contact with new discourses that produce new knowledge(s) and 
promise alternative and free ways of living. Marie’s mother Laura compliments her 
story:  
 

I have to keep those professionals well in my eye. My daughter needs her 
freedom. My Marie wouldn’t hurt a fly. They tried to ruin her reputation, 
telling me that my own flesh and blood is man-crazy and needed a 
sterilization. They suggested she wanted to have sex head over heels, with 
some sort of a perfect stranger! They imposed upon me that this 
gynaecologist had to cut through her oviducts. That’s sabotage of a 
woman’s dignity, I told them! And I know better: I know my daughter, and 
she knows who she can trust. If those caregivers would be as bright as you 
are, that would make it better, what do you think love?” 

 
 
In the meanwhile, Marie got acknowledged in Our New Future for her gift: 
knowing how to resist official orders which people don’t explain to her. Daniel calls 
Marie “our little elf”; she’s short, but he has great respect for her.  
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Our tease Daniel brightens up, discovering Marie who enters the pub: “Ha! 
There we have our cool little elf again!” She tumbles in panting with the 
heat and the weight of her two backpacks, handbag, body warmer on top 
of her sweater and a cool cap topping it off. This time, the lady in question 
can’t get her magic smile to pass over his bit of teasing. She flops into a 
chair, grumbling at the waiter: “bring me a beer please”, bad-tempered if 
you ask me.  
 
 

People with ‘learning difficulties’ may perceive a status as self-advocate that 
emphasizes ‘otherness’ and gives the impression that they only exhibit self-
advocacy in their self-advocacy group, but their nomadic subcultures show that 
self-advocacy may exist prior to and as the consequence of joining groups. Their 
self-advocacy, resistance and resilience is contextualized, looming in a variety of 
socio-political and inter-relational contexts (Goodley, 2000, p.201).  

 
Sumatra, one of her colleagues at work, insisted that Marie couldn’t leave 
work before 4 o’clock. (…) “Well, I told her where to get off! I am a 
volunteer, don’t get paid and they do! Sumatra said she was only teasing 
me, “Hey, with all respect, you are a retard, you can’t get paid”. She can 
boil her head; a joke isn’t harassment, you know! I can’t have that, I 
replied. Ho, don’t you meddle in my life! It’s my life, what do you think?”. 
Joking apart, Daniel’s bitter silence speaks volumes. Now, again, he offers 
Marie a shoulder to lean on. He encourages his comrade, cool little elf. 
Daniel is apparently in a strop with the guys at work again. Marie calms 
down, listening to how he tackles work troubles.  

 
Daniel emphasizes the importance of being connected with other self-advocates, 
and in the same vein he stresses the international character of the self-advocacy 
movement around the world:  
 

We want to make something of our life. (…) We are out in the world. Our 
human lives all together are a thrilling chapter in our society. (…) And so 
they do not watch at us any more as if we were kids within our great rotten 
society. We cross swords worldwide for our rights and equal opportunities. 

 
 
In the summer of 2006, self-advocate Marie turns up in the UK all the way from 
Belgium to the party of Huddersfield People First, to share with European 
comrades 20 years of People First. In the UK too, self-advocates soon are feared 
and get positioned and marked as inferior in striated spaces and disability 
discourses. Let’s listen to self-advocates Dai and Jon.  
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People think that I’m not right. That I’m scary. I say, “screw them!” What 
do they know? What do they know? (Dai) 

 
Its not nice being called those things. It can make you depressed. Sad. No 
more of that. No more depressed. Move on. (Jon) 

 
 
But perhaps, these contradictions and clashes give self-advocacy culture its rich and 
social nature, and self-advocates involved their creative capacity to become 
nomads. Self-advocates challenge orthodoxies all the time. Relationality in 
particular declares where self-advocates find the strength to act, upon their self and 
with others, to cease being and to become (Galvin, 2003).  
 

People say that we don’t need to get alcoholic drinks in for the People First 
party; anyway: the members won’t drink. Well now, tell those people this 
… about when the BBQ is stoked up in the garden and the party starts, 
and party goers meet new people. About when Dai falls up the steps to the 
house because of his 7th beer, when Jon meets the neighbours and pops in 
to see their CD collection. And when everyone is still up at 12 midnight 
and still going strong. And now that those people try to tell us that people 
with ‘learning difficulties’ have no culture, no friends, can’t relate, can’t 
socially interact, can’t become something else other than the ‘learning 
disabled’. Well, now, try and tell us…(Dan Goodley’s diary, August 2006) 

 
 
Self-advocates clearly divide their loyalty between different forms of power, and 
join hands to struggle against multiple sites of oppressive discourse. Inclusive 
relationships with others, for example comrade self-advocates, family, friends 
and/or professionals can be very encouraging and empowering. These mutual sets 
of interdependence and interconnections, these sets of encounters and interaction 
with others, coincide with a play of complexity that encompasses all levels of one’s 
multi-layered subjectivity (Braidotti, 2006a, p.156). Becoming nomad means to 
desire the self as a process of transformation, to desire change, flows and shifts and 
to reinvent a multiplicity of selves for your own (Braidotti, 2003, p.53). Daniel says: 
 

From me – it is my story. I’ve told my precious things. I’ve commit my 
story to paper. I’ve declared my true colours. 

 
 
His friend Pierre lives in a house with three other grown ups. From time to time, he 
isolates himself in his attic room. To us not quite clear why, asking Pierre, he says:  
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That’s my place to make culture. My culture: go to events, listen concerts, 
music and accessible presentations, walk out on the streets, ride my bicycle, 
feel freedom and friendship, write my poems. How do I deal? Culture 
makes me dream what I want to reach, who I want to be. I want to 
construe my impairment in my poems. My culture is a story. I need to be 
approachable, my language. Poems tend to be complicated, but they need 
to be rhymed as well. Am I a rainbow chaser? Ideas do not die. Sometimes 
I all don’t grasp it any more neither. But I am in rhyme.  

 
 
Let’s try to rhyme and make culture of Pierre’s poem peterkind, Pierre’s neological 
word ‘godfatherchild’, that he wrote when he became a godfather of his brother’s 
little baby boy: 
 

godfatherchild 
 

all of a sudden   
dream appears to me 

full of stars from heaven 
 

dream dreams  
about my godchild 

 
wonderful  

as cauliflower floret 
have a look  

 
floret child 

dazzling lucky 
 

my godchild 
my four-leaf clover 

 
four new dreams 

new wishes 
true 

 
impaired nobel prize wnnner 

Pierre P.  
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The nomadic subject is embodied, embedded, anchored, multiple, and hence 
affective, interrelational and fundamentally social (Braidotti, 2006a). The 
multiplicity of Pierre’s forces, energies, desires, affects and thoughts have to do 
with the creation of new possibilities of empowerment. Remarkably, we would like 
to note the differing dimensions of time, place and relationality involved with these 
nomadic processes of being, becoming and acting: the subject occupies a variety of 
possible positions at different times and places, across a multiplicity of 
constructions of the self in relationality with others. In the UK, self-advocate Gerry 
has a varied week.  
 

A day with mates in the day centre – but only to say ‘Hi’, not to be there. 
The service user, indeed! Tuesdays and the weekend, in the market. At the 
stall. Selling shoes and getting the coffees for the traders. And Friday night 
to church with my sister. 

 
 
Nomadic subjects often seem to lead an invisible, stubborn life at the margins for 
their own survival. Marie continues to tell the self-advocacy group about her 
constant attempts to push against the grain, and as such she is reviving the group’s 
dynamics. She gained a respected position in the group, as she defines herself as 
straatluuper (daisy on the road): 
 

If they command that I must stay in my house here all the time, it’s getting 
my prison! Have to get out. I mouse away. I’m gone with the wind. Free 
like a bird to fly out. I can go everywhere I want. Like a daisy on the road. 
When I am fed up with their control, they can wait till I am back to iron 
the problems out! 
 
 

She challenged for example stereotypes of disabilities that are often based on 
asexuality. Just as children are assumed to have no sexuality, disabled people are 
subject to infantilisation, perceived as ‘eternal children’ and ‘not quite women’ 
(Phillips, 2005). Their sexual expressions – just living together sharing a place that 
feels like being at home, just having a private (sex) life of your own, just have and 
raise your own children – often remain very controversial issues and taboos 
(Brantlinger, 1995; Lesseliers & Van Hove, 2001). Take this account of Charlotte, a 
member of a self-advocacy group who finally gets her own Council house. 
 

No more living away from each other. Of protective sisters. Of 
disapproving keyworkers. At last, home, our home. With the homehelp in 
the morning and evening, sorting out our food. And 7.30pm is soap opera 
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time. Together. On the sofa. Hands held. Secret glances. Smiles (Dan 
Goodley’s diary, January 2005) 

 
 
However for the outside world, self-advocates’ lifestyle and sense of taking control 
remain often invisible; they clearly become accustomed to avoiding the voyeuristic 
eye of intrusive professionals. The clincher of Daniel’s story is a photograph taken 
at the museum of contemporary art in Ghent. With a poker face - and with a sense 
of black humour and a wink - he is posing before a pamphlet stating:   
 

Nobody is watching. I know exactly what I am doing and why I am doing 
it. And if they do not like it, I do not give a shit. Being honest is the most 
important thing.  

 
 
These life stories and illustrations show that self-advocates, perhaps nomads par 
excellence, are faced with the need to creatively re-configure and re-invent themselves 
to resist (professional) control, voyeurism, bio-power, existential challenges and 
oppressions they have to face in their everyday lives. Self-advocates appear to 
be/come and act critically positioned in a gendered and smooth social space/self-
advocacy culture.  
 
 
4.6.3.  UNCERTAINTY: BECOMING TERRITORIAL BORDER-CROSSERS 
 

Voyaging smoothly is a becoming, and a difficult,  
uncertain becoming at that. 
Deleuze & Guattari, 1980/1987, p.532 

 
 

In this paper, we wanted to tackle the mundane incivilities and ontological 
violations that are part of disabled people’s everyday lives (Hughes & Watson, 
2007). Our travel through the lives and stories of self-advocates allowed us to map 
social life worlds of survivors occupying nomad lands. Self-advocates have become 
territorial border-crossers. Peters (2000, p.585) embraces the notion of disability 
culture as hybrid, and characterizes disabled people with such a hybrid 
consciousness as border crossers whose essential qualities are in flux. Sexed and 
impaired bodies-and-minds can get recast as social and political sites of power, 
discourse and action (Goodley & Roets, in press). After all, Deleuze inspires, we are 
all involved in a complicated and uncertain being, becoming and acting:  
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…all things are in absolute proximity, and whether they are large or small, 
inferior or superior, none of them participates more or less in being (Deleuze, 
1968/2004, p.47).  

 
This sensitiveness to discover the affirmative elements of difference in a society 
stresses the importance of creating a social and political nomad space, a smooth 
self-advocacy culture in which flows of knowledge exchange in shifting societal 
networks take place. After all, a radical re-mapping of border experiences required 
us to see ourselves involved in social and political change processes with self-
advocates in developing new routes, dismantling borders. These new territories of 
knowledge need to be explored and inhabited by us all (Smith, 1999b, p.135).  
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V 
 
 

Concluding Reflections and Applications 
 

 
 
 

once upon a time 
            dreams 
  appear to me 

 
André’s pigeon house 

what a miracle that champion father 
                           that pigeon fancier with wonderful pigeons 

 
          rain drops falling 

                                the blonde pigeon running through the rain 
             let’s share laughter and tears 

 
the sun breaks through 

    being honest with each other 
                 in beams of friendship and tease 

 
                  a travel to the moon 

                                             a thousand stars in heaven 
                              my plum dream comes true 

 
                                   in our new future 
                            we are proud like founders 
                                                    people first 

 
                        wanted to tell 
                                    you 

                                          are my friend 
 
 

©  a compilation of an old and a new poem written by self-advocate Pierre 
with support of and translations by Griet at October 27th  2007  
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In a Nutshell… 
 
 
My transformative research praxis has to be located right in the heart of the social 
and cultural terrain of the grassroots self-advocacy network in Flanders (see 
General Introduction). Involved in an educational praxis with/in the self-advocacy 
movement over the last ten years, I situated my doctoral research as an attempt to 
connect the activism of people with the label of ‘learning difficulties’ with 
academia (Goodley & Moore, 2000). As a critical disability studies scholar, I 
perceive activism as academia’s vigorous critical domain with a strong 
commitment to create cultural ‘re-symbolization’ (Garland-Thomson, 2003). My 
academic work has always attempted to have a sharp political edge (Peters, 2000; 
Gabel, 2005). Lather (1991) and St. Pierre (2004) situated praxis as a particularly 
fertile site for educational researchers, given its investment in political concerns. 
With/in people with ‘learning difficulties’ that I got to know, I discovered people 
first who were fighting against multiple oppressive, modernist knowledge systems 
everyday as performers of activism, leaders of their rebellion, stubborn and 
original characters, and fascinating prison-breakers (see General Introduction). Self-
advocacy provides a political narrative brought on the table by people with the 
label of ‘learning difficulties’ as an epistemological issue tout court (Goodley, 
2001); self-advocates have wittily addressed “Label jars not people!” with a sense of 
black humour (Smith, 1999b). In the worldwide self-advocacy movement, over 
the last decades people so-labelled have challenged pathological discourses 
associated with their personhood and a modernist, unitary vision of the human 
subject (Roets & Goodley, forthcoming). Self-advocates can be seen as some of 
the long-silenced ‘others’ of modernity who are breaking out of the imprisonment 
of increasingly inadequate systems of knowledge and categorical thinking 
(Braidotti, 2002). I expressed my hope to create a peculiar space for reclaiming 
and establishing new subjectivities in collaboration with self-advocates, embracing 
the production of their particular cultural meanings and activist knowledge as an 
educational researcher in disability studies. I situated my research aims as follows: 
 

 to rethink the origins and destinations of theoretical development in disability 
studies by recognising the activism of people with the label of ‘learning 
difficulties’ as a form of cultural re-symbolization 

 

 to intersect the disciplinary characters of disability studies and gender studies 
to radically unsettle social categories like impairment-disability and sex-gender  

 

 to spin out more creative ways to jointly capture and include the cultural 
diversity of the lived experiences and activist voices of self-advocates in the 
register of disability studies 
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 to create new discourse bridges for an individual and collective re-
appropriation of gendered subjectivities of people with the label of ‘learning 
difficulties’ in spaces where activists and critical educational researchers meet 

 
 
In my General Introduction, I have introduced versions of praxis informed by three 
critical discourses in order to rethink the origins and revitalize the destinations of 
theoretical developments in disability studies; critical pedagogy, post-structuralism 
and poststructuralist feminism. To break the order and legitimacy, and to 
challenge the gaze of existing master narratives over a shared social life, my work 
was enacted within the scope of these critical discourses. Essential to my work is 
the turn to perceive, in parallel with feminism (Braidotti, 1994), self-advocacy and 
disability activism less as an ideological but more as an epistemological position. 
The tradition of disability studies in education, in which a version of critical 
pedagogy and praxis inspired by Paolo Freire (1972) is adopted, reveals that practice 
can become theory through the rejection of a ‘culture of silence’ by and horizontal 
dialogue with ‘the oppressed’ (see Chapter II. Theoretical Resources). So I tried to 
connect with self-advocates in my political practice to be able to illuminate their 
struggles. Above that, in search for an exploration of a process of transformative 
praxis in which theory can become practice again, I aimed to have a closer look at 
versions of praxis in poststructuralism, mainly inspired by the poststructuralist 
philosophers Deleuze and Guattari, and poststructuralist feminism, mainly 
inspired by the feminist philosopher Rosi Braidotti. Returning to my General 
Introduction, Deleuze and Guattari favour philosophy to become a transformative 
praxis (Lather, 1991, p.11); as “a discipline that involves creating concepts (…) for 
these actions and passions that are always new” (Deleuze & Guattari, 1991/1994, 
p.5). I translated their philosophical move and travel in my academic work, while 
developing discourses, inspired and illuminated by the lived experiences of people 
in the new social movement of self-advocacy. In postmodernity, centers and 
margins of knowledge production shift (hooks, 1980). The travels and queries of 
self-advocates pressured me to search for a transformative theory capable of 
grasping the complexities of their transformative actions and the hybrid cultures 
and discourses they create (Corker, 1999; Roets & Goedgeluck, 2007), and moved 
me towards critical theories outside of the binary logics of certainty, wandering 
onto uncertain grounds and sands of postmodernism (Deleuze & Guattari, 
1980/1987; Roets & Goodley, forthcoming; and see General Introduction). In my 
doctoral research project, I moved on to introducing and deepening a 
Deleuzoguattarian version of praxis and, in particular, the work of postmodernist 
and poststructuralist feminists who have adopted their work (see Chapter II. 
Theoretical Resources). The poststructuralist feminist Lather (1991, pxix) writes and 
moves the formerly unsaid, unheard and historical ‘others’ to the foreground in 
the register of transformative work in educational sciences in a time when they 
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become increasingly visible and audible, to challenge and reshape the knowledge 
about human difference and to disrupt processes of ‘othering’. Explicitly 
encapsulating activist voices and enacted versions of self-advocacy, I wanted to 
give a warm response to self-advocates’ counter-discourses and desires to 
challenge modernity that explode the dinosaur culture and gaze about them 
(Braidotti, 2002, p118). In General Introduction, I summarized my research questions as 
follows: in how far can an educational praxis in disability studies benefit from a 
more grounded engagement with, and a hybrid cross-fertilisation of, concepts 
from: 
 

 poststructuralism, mainly informed by the philosophers Gilles Deleuze and 
Félix Guattari 

 

 poststructuralist feminism with a hint of late psychoanalysis, mainly informed 
by the feminist philosopher Rosi Braidotti  

 

 an exploration of the lived experiences of people with the label of ‘learning 
difficulties’ about their self-advocacy 

 
 
In what follows, I formulate some tentative reflections at the end of this venture 
inspired by these searchlights.  
 
 
5.1.  TRANSFORMATIVE PRAXIS WITH/IN THE SELF-ADVOCACY 

MOVEMENT: LOOKING THROUGH AN OTHER PAIR OF GLASSES 
 

I’m not just an ‘impairment’, nor a label, nor just a woman, nor simply an 
activist. I am also all of these but never for long.  

I am cyber-babe, theory chick; unsettled and unsettling  
A disabled friend’s disclosure in Goodley & Roets, in press 

 
 

My desire to engage in innovative, praxis-oriented theorizing springs from 
my intensely felt participation in the new social movement of self-advocacy. The 
field of disability studies concentrates its work around the creation of social 
change and radical paradigm shifts, for example about the phenomenon of 
‘learning difficulties’ (see General Introduction). In that vein, in order to change our 
minds about people with ‘learning difficulties’ to whom the words refer, and to 
change our academic knowledge traditions (Gelb & Smallwood, 2007), it was my 
desire to be continuously involved with and to get back to the rough ground of 
practice (see Chapter I. Setting Out The Context). Inscribing my shared actions with 
self-advocates in a Freirian praxis (1972), I tried to engage in a genuine dialogue 
that organizes itself by means of unveiling the world of oppression. The rejection 
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of ‘the culture of silence’ by ‘the oppressed’ lies at the root of social 
transformation; oppressed peoples come to know themselves as ‘subject’ and 
commit themselves to a transformation of their everyday lives through praxis with 
critical educators as a tool to realize ‘conscientization’ (Van Hove et al., 2005, in 
press). Praxis in a pedagogical context becomes a relational act of identification to 
further a desired social change (Freire, 2004). In this way my pedagogical work 
became a political and a creative act of getting to know (Gadotti, 1998, p.2), 
especially to unveil versions of self-advocacy, empowerment and self-
empowerment storied and enacted by self-advocates as people first who actually 
interpret the label in their everyday lives (see Chapter I. Setting Out The Context).  
 
My grounded engagement with poststructuralist feminism, in particular, 
strengthened my insights. Developments in poststructuralist and feminist theory 
have stimulated bursts of creative energy to set up fresh and catalytic dialogues 
between researchers and their communities (Mutua & Swadener, 2004), and 
poststructuralist analyses entertain alternative forms of representation (Markula, 
2006) (see Chapter III. Methodological Persuasions and Analytical Resources). My 
educational praxis in disability studies has proved to benefit from a hybrid cross-
fertilisation of Rosi Braidotti’s concept of nomadic subjectivity with an 
exploration of the lived experiences of self-advocates. In my doctoral research, I 
aimed to spin out creative ways to jointly capture and include the cultural diversity 
of the lived experiences and activist voices of self-advocates in the register of 
disability studies (see General Introduction). Rosi Braidotti (1994, 2002, 2006a, 
2006b) proposes nomadism as: 
 

…a project of alternative figuration of the human subject and of its 
political expressions, as the multiple subject with bodily, rupturing roots 
transforms and reconfigures her self in an anti-essentialist way. 

 
 
She imagines nomadic subjects in our contemporary culture situated in a 
multiplicity of shifting contexts wherein differentiated dimensions of space, time 
and relationality are all important (Roets, Reinaart & Van Hove, in press), and 
narrativity is a crucial binding force (see Chapter II). In my doctoral research, the 
storied perspectives of people with ‘learning difficulties’, their activist voices, are 
at the heart of my analysis (see Booth, 1996; Booth & Booth, 1996) to uncover 
what they gain from their involvement with self-advocacy (Goodley, 1996; Strike 
& McConnell, 2002; Beart, Hardy & Buchan, 2004) as nomadic subjects. Braidotti 
(1994, 2003; 2007) proposes the drawing of a cartography which depicts the 
different layers of subjectivity involved in these nomadic processes as a politics of 
locations; to map cartographies of power that rest on embedded and embodied 
accounts which illuminate and transform knowledge of ourselves, others and of 



CONCLUDING REFLECTIONS AND APPLICATIONS 
 

261 

the world (Braidotti, 2002, p.12). My explorations of lived processes of self-
advocacy made me recognize and respect self-advocates’ political desire and 
determination to posit themselves as social and interdependent subjects. Involved 
in their struggles for social justice, as their compagnon de route, I learned to follow 
their footsteps and learned to look through their eyes (Roets & Goedgeluck, 
2007). My research texts and insights grew out of our intersecting lives, joint 
journeys, and desires to shift the terrains of knowledge as allied human beings. 
Let’s travel through some meaningful ethnographic life stories of Marie and 
Robert as a journey of discovery once again, and let’s first explore the map of 
Robert’s different life worlds. 

 
At the big meeting Robert shows up, right under my nose, beaming, and 
his enormous square glasses (which almost cover his entire face) crooked 
on his nose, his cheeks red and his hair wild and spiky. I distinctly 
remember that Robert was the first core member I met when I started 
giving support to the self-advocacy group ten years ago. Even then I was 
already amazed by the immense wisdom that lay in his words and that 
suited his impressive wrinkled forehead all too well.  
 
He wishes me good morning in his customary nose-to-nose way. I’ve 
learned to immensely appreciate his special way of greeting; out of sheer 
happiness, he first squeezes me with his strong bear-like hug and then his 
penetrating green eyes full of deep earnestness and interest start 
fathoming the bottom of my soul: “How are you?” I reply in a good mood: 
“Hello Mr. President, fine, and how are you?” For many years already, Our New 
Future actually makes me feel like coming home, for throughout 
everything which is said and done there is always this interest in who you 
truly are.    
 
This time Robert looks at me full of surprise, attentively eyeing my new 
pair of small round glasses. “Hey, where did you get those?” he wonders, 
burning with curiosity. “Ehm…just bought them at the optician’s!” I reply, “do 
you like them?” Robert nods. He takes off his huge old-fashioned pair of 
glasses, puts them on my nose and then tries on my new pair. “How’s 
that?” he asks seriously. I tell him, I think it’s really cool. Another pair of 
glasses on one’s nose can make one look so incredibly different – and so 
does Robert. All of a sudden he seems 36 again, his real age, instead of 45 
or older... 
 
“Have you already tinkered fresh coffee, Mrs Roets?” Daniel starts shouting into 
my ear at the very moment my cell phone starts ringing since Marie is at 
the station with Pierre and a whole gang of self-advocates on their way 
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here. And then Rosa pops in with her daughter Eva who gives me three 
wet kisses and wants to show me her new doll. All of them always 
trumpeting and blaring, that’s what happens at big meetings of the self-
advocacy group... 
 
Later that day there is a coffee break. Robert pulls my sleeve and wants to 
tell his story:  
 

I’ve got a story. About my old glasses. I got them from my uncle. 
I couldn’t choose. My uncle had fabricated them himself. I got 
those glasses when I left school. I was 18 then. They destroyed 
my glasses at school. Those guys. My glasses had to be cheap. My 
uncle gave me those old glasses. Those guys at school were 
pestering me. They were making fun out of me. They called me 
punk. Because my hair always looked so wild. They said I looked 
like a clown in a circus. This is why I had to have a very short 
haircut. I still have those glasses now. I always remember my 
uncle. He meant a lot to me. He saw who I was. 
  

I feel touched by Robert’s story. “Would you like to buy a new pair of glasses, 
Robert? Just like the ones I have?” I ask. He looks at me indignantly. “Surely 
that won’t be possible! My caregivers won’t be able to manage.” If Robert reacts so 
stubbornly, I know how matters stand. His pointe finale, crystal clear. I 
learned to respect him immensely. And yet time and again I keep trying to 
convince him to see and do things differently. Now again, when the 
coffee break is over, I tell Robert that if he wants to buy a new pair of 
glasses, I wouldn’t mind joining him to my optician’s in Ghent.    
 
While collecting core members’ life stories and photos for our project The 
Master is Known By His work, a Masterpiece, a fellow advisor and I had 
travelled to the other side of the country to take some photos of Robert 
at work, in the sheltered workshop where he works fulltime. Strangely 
enough, at the very moment we arrived there, he was waiting for us in his 
dustcoat: “WE can’t allow photos being taken of the production process at the work 
floor.”  At that time, we didn’t understand why he did this. Thinking back 
of the story about his work he had already told me in Ghent, I wondered 
if I was actually hearing the voice of Robert or the one of his work leaders 
in the sheltered workshop.  
 

At home I am another man than at work in the sheltered 
workshop. We have supervisors and team leaders. They supervise 
us. The only thing they notice is the work. They don’t see us as 
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human beings. We have to keep quiet and shut up, just as little 
kids. If we talk, they scold us. We do have breaks. We’re allowed 
to talk then. Forty minutes of break for the entire day. I cannot 
change that, for I have to shut up. And even if I say something, 
they don’t listen. They think I’m stupid. But I’m having my own 
thoughts about it. I keep working in my thoughts. I talk to 
myself. That makes me wiser. They boss us around. We are trifled 
with. That’s a horse of another colour! It’s a big mess there. 
Chaos. I have never been able to show my colleagues my talent. I 
can think very well. Thinking is dreaming. I am a big dreamer. I 
think about what I want to do. I want to realize projects. I want 
to lead my movement in Ghent. Open other people’s eyes. 

 
About a year later Robert and I are taking a stroll through the city, getting 
some fresh air after a busy self-advocacy meeting with the core members. 
We often do that. He always loves to talk things over after meetings with 
someone and dot the i’s and cross the t’s. In fact, I’ve already completely 
forgotten the story about his glasses. All of a sudden, Robert grabs my 
arm and drags me along, I don’t know what to make of it. Pearl Vision 
Optician’s. With mischievous twinkles in his eyes, he says: 
 

I’m going to buy a new pair of glasses here! I’ve been thinking 
about it really hard at home. Every day I make a trip around the 
world. My home is my place to think things over. There is my 
world of thoughts, my kingdom. It is my study room. I don’t live 
in a home, I live at home. I feel at home in my house. My safe nest. 
But I’m alone there. Most people don’t really care about me. The 
caregivers have no time. They only have time for groups. They 
have only a small amount of time for each guest. Each of the four 
guests gets the same amount of time. They don’t make time for 
us either. We cannot build a relationship. I sometimes want to get 
out and explore the world outside. Get away from my house for a 
while. Alone. Off to Ghent, where I am Mr. President! It makes 
me feel like a world traveller. And that’s where I want a new pair 
of glasses!  

 
I join him into the optician’s, where he is helped by a female shop 
assistant who measures his eyesight and checks which glasses he currently 
has. Meanwhile Robert and I spend an hour in the shop trying on all 
kinds of frames, we split our sides with laughter. At last he finds a round 
frame that suits him perfectly and makes him look mature and special. 
When he pays the deposit, the shop assistant frowns on us. “Do you realize 
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that your current glasses are very bad for your eyes, sir?” she asks, eyeing me 
meaningfully and almost accusingly. He shakes his head and tells her the 
story of his uncle fabricating those glasses when he was 18... 
 
One week later Robert and André come to Ghent. “Ah, there you are, Mr. 
President and Mr. Vice-President!” I greet them at the railway station. I am 
already looking forward to see him show off his new pair of glasses. I get 
almost in shock when he greets me in his customary way and I notice that 
he is still wearing those old glasses that almost fall off his nose. “Where are 
your new....?” I ask him stupefied. I haven’t finished my sentence yet when, 
as proud as a peacock, he takes his new pair of glasses out of the pocket 
of his jacket while telling the story to his friend André.  
 

I’ve chosen and bought my new pair of glasses all by myself. That 
is completely different. Those new glasses make me different. I 
look different, don’t I? I am different. I look like a wise professor 
now. 

 
When I ask him why he isn’t actually wearing his new pair of glasses, he 
again explains - a little irritated by my continuous questions - that he’s still 
using his old glasses at work and at home. Patiently, he points out that he 
doesn’t want to upset his caregivers who might be shocked to find out 
that he bought a new pair of glasses with the money from his savings 
account...    
 
Until today, Robert wears his old pair of glasses at work and at home. He 
only uses his new trendy pair of glasses in Ghent, when he is Mr. 
President. I always feel powerless when I see him take off his new pair of 
glasses and yet... I feel such a huge amount of respect for this man whose 
enormous amount of empathy and emotional intelligence give him the 
power to smoothly and without any conflict reconcile the different worlds 
of his life.  
 

In Ghent I do care what other people say or think. I don’t care 
about people that trouble me. But in Ghent other people are 
concerned about me. They open my world. That makes a world 
of difference. They help me to get going. If I don’t understand, 
they tell me the whole story.  
 

He really knows what he’s doing... 
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These glimpses of the insiders’ perspective of Robert’s rich life worlds and our 
shared actions - seen through his different pair of glasses – amaze and confuse. 
These surprising events, his actions and choices, have at least raised existential 
doubts on my side as a well-meaning supporter. At certain moments, my desire to 
intervene was immense. But taking his perspective and his actions at the heart of my 
transformative praxis, I remain wondering. Don’t we slip back into stereotypes only 
too often as supporters, as educators, like subjects in the process of becoming? I 
refer to my being, becoming and acting as a compagnon de route, an advisor, an ally, an 
advocate, a friend and, on top of that, a researcher for and with activists here. For 
sure, we have the power to bury Robert’s worldly wisdom and his territories of 
activist knowledge under the blanket of a modernist grand narrative about ‘learning 
difficulties’, and so to discredit his actions and his socially created realities. Anyway, 
from time to time it was frustrating for me that Robert’s eyes had been opened, but 
that he very well decided by himself where and what he wanted to change... and, 
especially, what not. It didn’t seem to frustrate him. And yet this is a feature of our 
relationship in the present. At those moments I can tell him or do whatever I want 
as his well-meaning advisor, he remains as stubborn as a mountain goat. 
Sometimes, I did wonder, quite desperately, if I needed to respect him as a ‘split 
subject’, as simultaneously the passive worker, the anonymous person at home, and 
the activist… Did he really incorporate the generally accepted knowledge and 
discourse about people with ‘learning difficulties’, did he really imprint these 
stereotypes on his mind? Did I have to shake up his set habits, his life world/s? Did 
I have to empower him?  
 
But to what extent is each one of us rooted in these prejudices, put asleep, and set in 
taken-for-granted discourses habits? At last, the resilient vitality of Robert’s activist 
life, his self-empowerment, remains as truly fascinating. He pressured me to actually 
start to see through his glasses, and to discover and respect his different life worlds, 
his nomad borderlands. Braidotti borrows insights from Deleuze (1968/2004) and 
Deleuze and Guattari (1980/1989) who perceive the raw materials of existence as a 
nomadic distribution of meaning, being(s) constantly in flux, multiplicities: 
 

The nomadic trajectory distributes people (or animals) in an open space 
(…) one without division into shares, in a space without borders or 
enclosure. (…) The nomad distributes himself in a smooth space, he 
occupies, inhabits, holds that space; that is his territorial principle (…) the 
nomad clings to the smooth space (…) [and] invents nomadism as a 
response to this challenge (Deleuze & Guattari, 1980/1987, p.420) 

 
 
Perhaps our reference to nomadic subcultures in self-advocates lives and stories 
may seem strange and alien to disability studies (see Roets & Goodley, 
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forthcoming); but the nomadism in question here refers to the kind of critical 
consciousness of self-advocates and their allies that resists settling into socially 
coded modes of thought and behaviour. The feminist philosopher Rosi Braidotti 
expressed this as follows:  
 

Not all nomads are world travellers; some of the greatest trips can take 
place without physically moving from one’s habitat (Braidotti, 1994, p.5) 

 
 
Becoming nomad means to desire the self as a process of transformation, to desire 
change, flows and shifts and to reinvent a multiplicity of selves for your own 
(Braidotti, 2003, p.53). This is clearly mirrored in the storied and enacted versions 
of Robert’s self-advocacy, that highlight his resistant disability culture; and 
illuminate his embodied and embedded nomadic subjectivity in the production of 
his different socially created disability subcultures. Smith (1999b) reveals that 
people described as having ‘learning difficulties’ often inhabit landscapes that are 
pathologized and marginalized, surrounded by impermeable label borders. Recently, 
with Dan Goodley, I have theorized these disability subcultures as striated and 
smooth spaces (see 4.6. Becoming Territorial Border-Crossers: The Smooth, Striated and 
Nomadic Qualities of Self-Advocacy): in the context of disability discourse, striation – 
for us - refers to:  
 

…the blocking of possibilities and movements of subjects and objects in 
the social nexus of power and knowledge, the occupation of terrains of 
knowledge, the setting of territories by powerful others, the marking and 
colonization of `deviant` bodies and minds which are then captured in 
institutional and discursive cul de sacs. Bodies, families, homes, schools, 
communities may be striated. So too are selves, subjects and objects 
(Roets & Goodley, forthcoming) 

 
 
At his work in the sheltered workshop, Robert shows out to the outside world as 
a passive figure, clothed in the dustcoat of the Worker Ant, the Grey Mouse in 
the street, afraid to upset his supervisors in the sheltered workshop. On a more 
symbolic level, he consciously marks this outlaw culture by wearing enormous 
square glasses that hide his ‘people first’-identity as a person, as a subject. His stories 
speak volumes:  
 

They don’t see us as human beings. We have to keep quiet and shut up, 
just as little kids. If we talk, they scold us. We do have breaks. We’re 
allowed to talk about then. Forty minutes of break fo the entire day. I 
cannot change that, for I have to shut up. And even if we say something, 
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they don’t listen. They think I’m stupid. But I’m having my own thoughts 
about it. I keep working in my thoughts. I talk to myself. That makes me 
wiser. 

 
 
Striated bodies-and-minds, stereotypes of ‘learning difficulties’, reside and are 
socially created in striated environments and territories - such as care homes, 
sheltered workshops and institutions – where the environment is marked, doors 
locked and opportunities limited.  
 
Fortunately, striated cultural space actually exists but only in mixture with smooth 
cultural space: variability is an essential feature of cultural spaces and discourse 
(see Roets & Goodley, forthcoming). Where there is striation there is also 
smoothing. Smooth disability culture does not just go from the smooth to the 
striated; “it reconstitutes smooth space, it re-imparts smooth in the wake of the 
striated” (Deleuze & Guattari, 1980/1987, p.523). Striation simultaneously 
enables smoothing and vice versa. This variability of oppressive and resistant 
disability discourse can be seen in Robert’s version of self, in the invention of his 
nomad land and subculture at home, where he isolates himself in his ‘kingdom’ as 
a Big Dreamer: 
 

Most people don’t really care about me. The caregivers have no time. 
They only have time for groups. They have only a small amount of time 
for each guest. Each of the four guests gets the same amount of time. 
They don’t make time for us either. We cannot build a relationship. 

 
 
At home too, Robert marks the striated disability culture with wearing his 
enormous square glasses. Except when he isolates himself in his study room, then 
he marks a smooth disability culture, and takes them off. 
 

Every day I make a trip around the world. My home is my place to think 
things over. There is my world of thoughts, my kingdom. It is my study 
room. I don’t live in a home, I live at home. I feel at home in my house. My 
safe nest. But I’m alone there. (…) I can think very well. Thinking is 
dreaming. I am a big dreamer. I think about what I want to do. I want to 
realize projects. I want to lead my movement in Ghent. Open other 
people’s eyes. 

 
 
Goodley (2007a, p.153) argued that to smooth is to find hiding places, 
subterranean regions or plateaus, high flat expanses to wander. After all, even the 
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most striated spaces have hidden cracks of resistance (see Roets & Goodley, 
forthcoming): no matter how striated the uncivilised, there are always 
opportunities for smoothing civil society. Smooth bodies, selves, subjects, 
relationships and landscapes – which we will demonstrate can be found in self-
advocacy – emerge and are made from striation. The value and the emphasis of the 
self-advocacy movement lies in how it enables people with ‘learning difficulties’ to 
critically navigate, negotiate and challenge the power of the dominant and striated 
disability discourse. In Robert’s life, he creates these nomadic and smooth 
subcultures when he breaks out and travels off to Ghent, to become Mr. 
President of the self-advocacy network, looking at the world with new, trendy 
glasses for a while:  

 
I sometimes want to get out and explore the world outside. Get away 
from my house for a while. Alone. Off to Ghent, where I am Mr. 
President! It makes me feel like a world traveller. And that’s where I want 
a new pair of glasses! 

 
 
Hidden between the story-lines of life as it is lived, Robert articulates his resistant 
activist knowledge that he uses to make sense of his life. Robert radically shifted 
both the centers and the margins in my knowledge production, and reconfigured 
and reshaped what could be defined and perceived, at certain times and places, as 
his impoverished life into a rich and thickly peopled one. Individuals do resist the 
power that created them. Rosi Braidotti (1994) argues that the reiteration of 
power requires an understanding that the conditions and structures of 
subjectification are temporal, active and productive, and vulnerable to redefinition 
by an agency that is not completely constrained by that power: 
 

…there is a need to recode and rename the female feminist subject as a 
multiple, open-ended and interconnected identity which occupies a variety 
of possible positions, spatially and temporally (Braidotti, 1994, p158) 

 
 
She highlights a nomadic, multi-layered, embodied female subject who reconfigures and 
works upon her multiple selves amid differences within herself and with others as the author of her 
own life (Braidotti, 1994, 2002), within a wider context of ambivalence surrounding 
her existence (Tamboukou & Ball, 2003, p17). This strand of thought inspired me 
to discover and embrace the complicatedness of the socially created nature of 
realities with self-advocates (see Roets, Goodley & Van Hove, 2007). After all, it is 
Robert who challenges stereotypes. The detailed cartographies of Robert’s creative 
strategies of resistance, of his life on the margins and between borderlands, 
illuminate the smooth and nomadic qualities and intensities of his self-advocacy. He 



CONCLUDING REFLECTIONS AND APPLICATIONS 
 

269 

travels, borders and moves smoothly, even quietly and pragmatically, in a web of 
oppressive disability discourses that trace versions of ‘normality’ and ‘abnormality’, 
as a becoming-animal(ous). He just knows better how to inter/act and self-advocate 
(or not) in given settings for his benefit. He takes my hand, and teaches me  all 
about his creative capacity to solve problems in a pragmatic way, and invites me to 
become, work, think, act, feel and be critically aware of my potential power 
takeovers and interventions, alongside his travels. 
 
In my doctoral research, I wanted to tease out in how far an intersection of the 
disciplinary characters of disability studies and gender studies is (more) useful to 
radically unsettle social categories like impairment-disability and sex-gender. I have 
engaged in the creation of new discourse bridges for an individual and collective re-
appropriation of gendered subjectivities of people with the label of ‘learning 
difficulties’ in spaces where activists and critical educational researchers meet (see 
General Introduction). Yet Deleuze and Guattari have expressed that: 
 

…voyaging smoothly is a becoming, and a difficult, uncertain becoming at 
that (Deleuze & Guattari, 1980/1987, p.532) 

 
 
I remain wondering: would a gendered subject position influence the process of 
becoming? I cannot conclude that the travels of self-advocates are linear processes 
with a certain destiny. Their paths are clearly not strewn with roses. Rather, as people 
first are unique in their processes of being, becoming and acting, so perhaps are 
their versions of inventing and reconfiguring a multiplicity of nomadic selves to 
survive. So let’s now return to some more illustrations and have a closer look at 
Marie’s activism and at the resilience, resistance and rebellion of one unique woman 
with ‘learning difficulties’. Her born femme fatale nature as a woman of marked 
and colourful individuality, as my odds-on favourite source of inspiration, has 
fascinated me in all my research queries and travels since the very start. Marie got 
acknowledged in Our New Future for her marked and colourful, even loud, 
resistance and resilience as a gift: knowing how to resist official orders which 
people don’t explain to her: 
 

Last week, Marie missed the core members’ meeting with her comrades 
that takes place every first Saturday of the month. She clearly finds it very 
important to attend the meeting; she phoned several times that day, to 
figure out if there was any news for her, asking if her friends by any 
chance missed her? But her brother-in-law wants her to come over every 
weekend to keep her sister company while he’s off to play billiards. On 
the phone she complains about Henri, her brother-in-law, who dragged 
her and her sister to the funfair, where he wanted to freak out on the 
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punch-cars. He was sitting beside her, telling the owner of the stall that 
she, as a ‘retarded girl’, needed a responsible escort – so he got a free 
ticket. Furthermore, he insists that she stays the night, the entire 
weekend, arguing that “hitting the streets in the dark is terribly dangerous 
for a retarded girl”. She repeats his reasoning, and uses it to her own 
advantage, unfolding her clever plan to me:.. Next Saturday, she has a 
meeting with the self advocates, who are responsible for editing the paper 
of Our New Future that they forward to a wide public four times a year. 
Now she asks me if she can stay the night with me and my cat (Marie is 
my cat’s godmother).  
 

Well, my brother-in-law Henri says I must come over. But I don’t 
want to go, so I said: “Well Henri, didn’t you mention that girls can’t 
hit the streets alone in the dark, that’s too dangerous.” What is more, me 
staying at your house is a great idea for both of us, what do you 
think Roets? Then you and the cat won’t be alone either! Our cat 
will even be delighted! 

 
 Well, perhaps she’s right, because sometimes, I do feel a bit lonely in my 
house, now that my brother has moved out. Meanwhile, she has 
smuggled her loud blue pyjamas and toothbrush into my bathroom. It 
makes me laugh to think, what would be the next thing she smuggles in? 
And yes, that Saturday, her “own special shampoo” (as she calls her 
shampoo for oily hair) gets smuggled in too.  
 
Whenever she’s staying the night with me, we just go in the bathroom 
together. As I am blessed with five sisters, that’s a habit that I have had 
ever since I was a teenage girl. Marie likes some support to doll herself up 
(like true daisies do). We share a weakness for girl-power style, and 
amongst other things, our really pink shoes. She always asks me to fasten 
her bra. Some time ago, I inspired her clothing style. She inspected my 
bra (which was quite basic and black without fripperies), and then started 
grumbling at hers. In my eyes, her bra was quite dull and looked like a 
typical breast-feeding bra, but her verdict was: “nothing more than junk –  
worn to a frazzle!”. I asked her quite casually who bought this one for her 
(“a caregiver”, of course) and if she can’t buy a new one. Apparently, 
there’s a new problem looming around the corner. She can’t spend any 
money, not even her “pocket money”, to afford a new bra. As her 
birthday was approaching, I asked if she’d like to get a “birthday bra” as a 
present from me? A week later, I found myself mopping around in 
Ghent; learning that, if you live in a group home, you risk having an 
anonymous bra which is worn by other women, so you have to sew a 
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name tag in your bra yourself (which Marie and her mother do). After our 
shopping tour, we end up in Henk’s hangout pub with each a new, really 
pink bra. Over a cup of coffee, I ask her about her age “Don’t ask me, 
Roets!” she replies, “I can’t read, remember!” She shows me her ID - 
that’s a sign that she trusts me. Together with her, I figure out that she’s 
turning 45 . Isn’t it strange that at the age of 45, for the first time in her 
life, she has a bra that she really likes!  
 
The following Friday, Marie phones me several times throughout the day. 
Her caregiver is finally prepared to allow her to go to her general 
practitioner. She has a nasty cough, but her caregiver says she’s just 
showing off, and it is only a tickling cough. That evening, she calls me 
before and after the doctor’s visit. She’s worried she won’t make the 
meeting with all the core members of the group tomorrow. The doctor 
says she has a very serious bronchitis, nearly pneumonia. I say what a pity 
that is now she won’t make it to the meeting tomorrow… She lets me 
know that I am saying something totally unfounded: “The doctor didn’t 
tell me to stay indoors!” I ask her if she didn’t get a doctor’s certificate 
then. She sounds very shocked and replies:  
 

Yes I did. But Roets, aren’t you forgetting something, girl? I can’t 
read, and I can’t write. That doctor should know that. So when 
does the meeting start tomorrow? 

 
 
As a becoming-subject, Marie borders in webs of power, knowledge and social life 
and challenges pervasive power-takeovers on all her selves as an ‘unable’, ‘deviant’ 
and ‘impaired’ being in particular ways. When she borders smoothly, in a sense, 
perhaps she borders more ‘loudly’ and militaristic (not militantistic!) as a self-
advocate than Robert in contexts where people discredit her point of view. She 
resists stereotypes in interactions, deeply irritated by being treated like ‘a retarded 
girl’, ‘a sick person’, and clearly prefers to be treated like a woman. For me, her 
desire for the ‘glitter’ of just having a bra that she really likes, wearing pink shoes, 
and sweet-smelling hairs makes perfectly sense. Unlike Robert, she’s not content 
with an identity as a ‘retarded girl’ in some contexts and interactions, she wants to 
be respected in her different nomad lands. And if people do not support her, do 
not listen to her, then she just clearly uses self-defence as a strategic weapon 
against versions of brutal violence; she fights the opponents with other and 
creative means (Braidotti, 2007). Remember her self-definition in Chapter III. 
Methodological Persuasions and Analytical Resources. In section 3.2.2. Critical Incident: 
Daisies On The Road. Marie defines herself as a straatluuper (“daisy on the road”).  
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They don’t want to listen to what I have to say. Then I have to hammer 
the table. Speak frankly. It doesn’t help me out all the time! I then pepper 
them: “I quit! There’s an end to what I can take from you. I run off!” 
They do know why. I’m gone with the wind. Free like a bird to fly out. I 
can go everywhere I want. Besides, if they command that I must stay in 
my house here all the time, it’s getting my prison! Have to get out. I 
mouse away. I get on my bus. I know what I’m doing.  Yes, they hurt me. 
And when they do hurt me…they better look out for me yes Roets! 
[silence] Myriam (caregiver) says: “I love you” Well I said “I love you too, 
but you also hurt me so bare. I can’t take that!” I’ve told so to my mother 
too. She knows. All about me, she knows. I tell her on my mobile. When 
I’m fed up with them, they can wait till I am back to iron the problems 
out!”  

  
 
If she feels like getting in the soup - deprived in her freedom - she runs off, and 
then caregivers can just go to hell. She knows how to help herself out, gifted with 
some survival talents gained by life experiences. When she feels like really getting 
in trouble, she phones her mother, comrade self-advocates, friends, 
advisors…people she trusts; with her mobile. She uses her strategies to gain 
control over her own life (again). Acting like a retarded person can soon become 
second nature (see Angrosino, 1998, 36; Goodley et al., 2004), but Marie and 
Robert only act and perform like a ‘retarded person’ in given settings, at certain 
times and places. I experienced Marie and Robert as socially intelligent persons, 
clever in using their label of ‘learning difficulties’ to confuse others. For example, 
Marie has never learned to read or write. In interaction with me, she opens up to 
figure out how old she really is, to make me read out loud her ID-card. She 
doesn’t want to remain a grey mouse, an anonymous person; at that moment she 
wants to be a woman with a new bra who self-advocates, figuring out that she’s 
actually turning 45 when finally she has bought a bra that she really likes with her 
friend. While making analytical connections, Goodley (2000, p204-205) points out 
that self-advocacy groups have the potential to support members in recognizing 
and celebrating their own (understandings of) their selves and their difference in a 
productive way. Listen to leading self-advocate Daniel: 
 

I committed my story to our book. I told my precious things. And my 
story is honest through and through. I disclosed my true colours. Other 
citizens have to realise that. We take a hard line. I cross my heart and 
hope to die if we don’t, but then they simply do not listen to us (Van de 
Perre & Roets, ONT, 2002, p19) 
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In another context, Marie uses her illiterateness to explain why she can’t read (and 
doesn’t want to read) the doctor’s certificate. Obviously here, it’s her desire to 
attend the self-advocacy meeting rather than obey the orders of the doctor and 
keep house arrest for her very serious bronchitis. Clearly, Marie uses inclusive 
relationships with others very explicitly, for example comrade self-advocates, 
family, friends (sometimes even professionals) to encourage and empower herself. 
She involves them in mutual sets of interdependence, interconnections, 
encounters and interaction for the realisation of  her desired social change. In line 
with Rosi Braidotti’s work, inspired by Luce Irigaray (1992, 1993) and Deleuze 
and Guattari (1980/1987), she radically challenges fixed and gendered subject 
positions of herself and those of other women and men with and without 
‘learning difficulties’. Marie is clearly a becoming-subject who achieves the fullness 
of all that she could be, in interactions with others, ‘she’ can function without her 
male counterparts but also with them, as a woman, as a self-advocate, as a sister, 
as a friend…. She’s a nomad par excellence that brings the subject back into play as 
mobile and moving sets of differences, that capitalizes on the energies of a 
heterogeneous, discontinuous and unconscious nature (Braidotti, 2003). In other 
words, ‘she’ performs a multiplicity of selves, and ‘she’ is also becoming as a 
decentred and entrepreneurial subject. And exactly this surprising sense of 
becoming-femme (see Deleuze & Guattari, 1980/1987) seems extremely interesting 
and important to interpret and support processes self-advocacy (see Roets, 
Adams, Reinaart & Van Hove, 2007). I recognized this in similar processes of 
self/empowerment of other self-advocates with layered, embedded, embodied, 
complicated and diasporic subjectivities, in the everyday lives of Pat, Iris, Rosa, 
Eva, Laura, Rita, Henri, Pierre, Daniel, Steve, Jacques, Robert, Jasmine,…. Robert, 
Marie and other self-advocates set foot on the landmarks of their lives as nomads, 
as travellers, as politicized becoming-subjects, in a never-ending search for smooth 
spaces in which something different might happen (Roets & Goedgeluck, 
forthcoming). Remember only some of their nomadic sub/cultures, their nomadic 
and critical consciousness that resists settling into the socially coded modes of 
thought and behaviour linked to the dinosaur master narrative of modernism; for 
example… Jacques resists the term ‘mentally retarded’; “…that makes me think of 
metal – and that’s not what we are, right?”; Philippe told us about his past, 
wherein “..the people in the institution used to make me do things I didn’t always 
want to do” and about his present “I am not afraid anymore to speak my mind. I 
am not intimidated by anyone and feel good about myself”; André who told us 
that he “…joined Our New Future because I am looking for a new future of my 
own. I would like to find out what my rights are and change my life accordingly. I 
want to offer support to our members, because they come first. New members 
need a thorough shake-up and that’s exactly what we want to do.”; Steve who 
wanted to execute his plan “…to come and live and work in Ghent. I looked for a 
job on my own. Before long, I will start looking for a house in Ghent together 
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with Griet, my advisor – and I will find one. I am the vice-chairman of Our New 
Future and I would like to reach people who are locked up behind the walls of 
their institution. We want to give them heart. That’s what we do in this 
organisation. We fight for all those people and for ourselves. To me, specially 
abled people are often very wise.”; Pierre who discovered a special gift, “I want to 
achieve something in life. I am a writer. I’ve got a talent for writing poems. If I am 
angry or feeling depressed, I write a poem. I want to change the world.”; Pat and 
Iris who live together now; they jointly escaped a life in a cold institution and 
chose to share warmth of their own house; Rosa who is a single mother; who 
copes alone with her two children without support from her family, living in 
poverty in substandard housing… (see Chapter I. Setting Out The Context). 
 
Self-advocates portray throughout their everyday lives as resilient, social, ‘sexed’, 
‘impaired’, embodied and embedded human subjects in the face of a disabling 
society. In that light, a sensitiveness to the actions, ambitions and resilience of 
people so-labelled, valuing what self-advocates with their allies think, do, feel, 
know and decide creates a space where we can think and act with one another in 
order to multiply the levels of knowing upon which resistance can act (Roets, 
Goodley & Van Hove, 2007). A space is opened for the circulation of situated and 
resistant activist knowledge, located within particular communities at particular 
times (Gergen & Gergen, 2003). I remain devoted to the self-knowledge and self-
possession of both women and men with ‘learning difficulties’ for a revitalized 
understanding of processes of self-advocacy and support.  
 
Here I want to make a plea for a pluralist approach to self-advocacy, which invites 
us to include all self-advocates and differences within the movement. I follow in 
the footsteps of Rosi Braidotti’s (1994, 2002, 2006a) poststructuralist feminist 
project, who argues that a collective movement must respect the multiplicity of 
differences of, and among, its members to be able to embrace and reinvent the 
definition of the subjective self (Braidotti, 1994, p180). This feminist charge 
stresses my sensitivity to account for differences among men and women with and 
without the label of ‘learning difficulties’ across differentiated power and gendered 
relationships in my work; but the space of becoming is one of affinity and 
symbiosis between particles (Braidotti, 2003, p48). In a gendered and smooth 
social space, these members of the self-advocacy movement  encourage 
themselves and others to make alternative frameworks of sense in storied and 
enacted versions and social visions of impairment and ‘learning difficulties’, as co-
creators of hybrid disability cultures (Goodley, 2001, p216). They are actively re-
mapping cartographies of our social, political, private and public cultural sphere as 
citizens (Smith, 1999b), as becoming-subjects and nomads (Goodley & Roets, in 
press; Roets & Goodley, forthcoming). After looking at lived experiences of self-
advocacy through gendered eyes, I consider the splitting off of the self-advocacy 
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movement into separate groups (see for example an argument of Walmsley & 
Downer, 1997) as a deterioration to possible processes of becoming: women’s 
experiences and interpretations of, and sensitiveness to, multiple oppressions 
could be a fortification for the movement. Self-advocacy can be seen as a way of 
celebrating radical difference(s), based on a recognized dissymmetry (see Braidotti, 
2003, p51), rather than denying or hiding them. Self-advocacy opens space for a 
recognition of women and men, with and without the label of ‘learning 
difficulties’, as people with their own identity and their becomings of multiple, 
changing selves. Adopting this relational and non-reductionist way of making 
sense of the world asks us to think constantly against [ourselves], as we struggle 
toward ways of knowing which can move us beyond ourselves (Lather, 1991, p83).  
 
In both formal and especially in informal ways, self-advocates like Marie and 
Robert sensitized me as a disability researcher to engage in a reflexive 
re/definition of ‘learning difficulties’ according to changing knowledge, context 
and culture (Corker & French, 1999). They have fundamentally informed and 
challenged my understanding of doing disability research (see Roets & 
Goedgeluck, 2007; and Chapter III. Methodological Persuasions and Analytical Resources), 
and its ontological and epistemological premises. In my critical educational 
research, I wanted to go back to insiders perspectives of people with the label of 
‘learning difficulties’ for the surplus value; to critically challenge the taken-for-
granted subject and the object of ‘learning difficulties’ (see Goodley, 2001). In the 
following sections, I return to these ontological and epistemological questions 
about ‘learning difficulties’ again: “what is the nature of reality and therefore, what is there 
that can be known about it?” as an ontological issue in disability studies in 5.2.; and 
“what is the relationship between the knower (or would-be knower) and what can be known?” 
as an epistemological issue in 5.3. 
 
 
5.2.  TRANSFORMATIVE PRAXIS AND DISABILITY STUDIES IN 

EDUCATION 
 

When I first met Kim he was my son. A year later he was epileptic and 
developmentally delayed. At eighteen months he had special needs and 

he was a special child. He had a mild to moderate learning difficulty. He 
was mentally handicapped … At nine he came out of segregated 

schooling and he slowly became my son again. Never again will he be 
anything else but Kim – a son, a brother, a friend, a pupil, a teacher, a 

person  
Murray, 1996 in Murray and Penman, 1996 
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To explore potential for disability studies in a creative manner I wanted to 
understand present-day mechanisms of truth and knowledge (Tremain, 2002), 
which recreate modernist versions of a unitary human subject (Braidotti, 1994). At 
the heart of the exclusion of people with ‘learning difficulties’ from disability 
studies, in which they often remain as a forgotten group, left out in the cold (see 
General Introduction), I see excursions into biological essentialism, determinism and 
reductionism as very risky lines of thought to discredit the storied and enacted 
versions of their selves. I remain very suspicious of principles that understand 
difference only as an universal indicator of pathology. Making cartographies of the 
present in activist lives allows us to map a process ontology at the centre of 
epistemologies and social practices (and see 5.1.). This lights new dimensions and 
on the cross modes of being and becoming of disabled activists and their, 
amongst others, academic allies. Devlieger, Rusch and Pfeiffer (2003), Stiker 
(2003), and Gelb (1995, 1997, 2002) assert, for example:  
 

…the belief that individual differences diverge around an underlying type 
or essence has persisted in past and present controversies over the 
definition of ‘mental retardation’ [sic]; the allure of the typological axis is 
still an obstacle to the appreciation of individual differences and human 
dignity in theory and practice (Gelb, 1997) 

 
 
In my transformative research praxis, self-advocates have radically challenged the 
ways how ontological differences of people with ‘learning difficulties’ can be 
devalued as inferior. In my eyes, the question is not whether differences and 
impairments exist; the answer doesn’t bring any relief. Recently, for example, at the 
heart of rejectionist arguments for the ‘death’ of the social model of disability is the 
assertion that the social model has gone too far: a social analysis can only explain 
so much before we need to return to the experiential realities of ‘impairment’ as 
object(s) independent of knowledge (Shakespeare, 2006a, p54). Instead I believe 
we must start to examine how we think about difference and disability, how we 
organize it, make sense of it in our everyday praxis.  
 
In Chapter II. Theoretical Resources, I argued that I was hoping to extend the 
possibilities of social constructivism (a version of ‘learning difficulties’ as a social 
and relational construct) in relation to contouring concepts like impairment, 
disability and ‘learning difficulties’, in which the relational model of disability (see 
2.2.) and strands like social constructivism and relativism (2.2.1.) and critical 
pedagogy (2.2.2.) were first impulses for disability studies in education. I value the 
social constructivist paradigm which reveals that it is not possible to give any final, 
absolute account of what there is. In my doctoral research project, I particularly 
aimed to question essentialist rhetoric in both gender studies and disability studies, 
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with essentialism being the idea that some core of the real stands free of cultural 
and historical conditions (Parker, 2003). So in a nutshell, we need social and cultural 
versions and definitions of being, of ontology, for my project of ‘sex’ (Braidotti, 
2002, 2006b; Grosz, 2005) and ‘impairment’ (Goodley & Roets, in press; Hughes, 
2007); and of other social categories that we wish to radically unsettle. With Dan 
Goodley, I recently inscribe my work in the psycho-socio-political register of 
critical disability studies, arguing that: 
 

‘Impairment’ will continue to be spoken of in disability studies. And as 
disability studies engages more and more with the cultural politics of 
education then we expect ‘impairment’ to also enter analysis. We welcome 
this. However, our view is that we need to take the responsibilities of social 
theory and social research seriously, to reinvigorate the debate. Our point 
is that disability studies should not ignore ‘impairment’ but theorise it, 
problematise it, challenge and deconstruct it in the register of the psycho-socio-
political (Goodley & Roets, in press) 

 
 
Here I will address some more insights from Deleuze and Guattari (1980/1987), 
who perceive the raw materials of existence as being(s) constantly in flux. Deleuze 
and Guattari open up possibilities for disability researchers and activists for 
exploring new ways of doing theory, and invite us to be interested in how disabled 
people interact and live with/in meanings and bodies. They are suggesting that 
maybe it is a mistake to believe in the existence of things, persons or subjects, they 
liquidate identity, subject and object. Heron warns us that “the idea that realities 
are just constructions within individual minds raises the problem of solipsism, (…) 
leaving the social constructivist paradigm in a stand of wobble” (quoted in Heron 
& Reason, 1997). In-between the extremes of solipsism, in which “I make it all 
up”, and a purely external reality, in which “I cease to exist”, there is:  
 

… a region where you are partly blown by the winds of reality and partly 
an artist creating a composite out of inner and outer events (Bateson 
quoted in Heron & Reason, 1997).  

 
 
Even in nature, Deleuze and Guattari assert, we see molecular processes of 
continuous becoming in the heart of what we could perceive as fixed essences, 
beings, vegetables, minerales. In that light, their concept of ‘becoming-femme’ is 
an anti-essentialist line of flight: 
 

…becoming-woman, becoming-child, becoming-animal, -vegetable, or –
mineral; becomings-molecular of all types, becomings-particles. Fibers 
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lead us from one to the other, transform one into the other as they pass 
through doors and across thresholds. (…) In a way, we must start at the 
end: all becomings are already molecular. (…) This is the sense in which 
becoming is the process of desire (Deleuze & Guattari, 1980/1987, 300) 
 
 

Their source of inspiration is Spinoza’s conatus: living matter yearning to become 
and to go on becoming (see Deleuze & Guattari, 1980/1987, pp280-286; 
Braidotti, 2002, 72), as a creative, asymmetrical, affective, productive and infinite 
undertaking: 
 

Affects are becomings. (…) The plan(e) [of becoming] is indefinite, you 
can start it in a thousand different ways; you will always find some things 
that comes too late or too early, forcing you to recompose all of your relations of 
speed and slowness, all of your affects, and to rearrange the overall assemblage. An 
infinite undertaking (Deleuze & Guattari, 1980/1987, 285, our italics). 

 
 
This philosophy allows for a displacement of fundamental categories (‘sexed’ and 
female being, ‘impaired’ being, ‘black’ being, amongst others) by the productive 
attempt to de-centre the essence of self in favour of a socially created version of 
ontology as a political process (see Braidotti, 2002; 2006b). Let us then consider, 
in current disability discourse, those concepts of ‘impairment’ and ‘learning 
difficulties’ as emerging from becomings, as events: 
 

Concepts emerge from and link to events. Events are always specific, 
historically particular emergences, “haecceities”, which do not form 
systems but induce intensities, do not cohere to form patterns but 
function as modes of affection, and as speeds of variation. Events are 
nonrecurrent, singular, unrepeatable, and uncontainable (…) Concepts are 
centres of vibrations, eaach in itself and every one in relation to all the 
others. This is why they all resonate rather than cohere or correspond 
with each other (Grosz, 2005,159) 

 
 
‘Impairment’ is not a static, universal, pre-given, unchanging category, let alone 
that we, as disability researchers, can trace corresponding notions of impairment 
and disability. Impairments become events in nomadic processes of being, 
becoming and acting and in a political process ontology (Braidotti, 2006b). We 
seem to no longer know who the [human, disabled] subject and her attributes are, 
let alone how to write his or her experiences (Denzin, 1996, 25). Nietsche strikes a 
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light, asking  “is this belief in the concept of subject and attribute not a great 
stupidity?” (Nietsche, 1968 quoted in Grosz, 2005, 187). St.Pierre (2004, 291) asks:  
  

…how can we not believe in the existence of things, persons, or subjects? 
What would it mean for relations if they were an individuation that was always 
starting up again in the middle of a different temporality, in new 
assemblages, never fully constituted, fluid, a flow meeting other flows?  

 
 
So perhaps, if ‘impairments’ are ‘problems’, then they are to be solved so much as 
enacted, lived through, negotiated. Interestingly, events always address new 
problems, “raising at the very least the question of their nature, their existence” 
(Grosz, 2005, 160). Events do not have “solutions”, they generate ways of living 
and transformations (Grosz, 2005). ‘Impairment’ then must be reconsidered as a 
wider part of the rhizomatic nature of disability activism.  
 
So here I want to stress again (with Dan Goodley, in Roets & Goodley, 
forthcoming) that actors of new social movements – like self-advocates - need to 
be involved as essential participants in the emerging and applied field of critical 
disability studies (see Chapter II. Theoretical Resources; section 2.3.1. Critical Disability 
Studies). Deleuze and Guattari’s lines of flight allow us to create connections with 
lived activity, multiplicity, consequence(s), and social movement(s) (Badiou, 2000). 
Disabled activists untangle universal, unchanging categories of the human subject 
and its attributes, and let biological foundations of human character (like race, 
class, gender, age, impairment and disability) explode in a multiplicity of cross-
fertilizations (Braidotti, 2006a), as “an exploding of two [or more] heterogeneous 
series on the line of flight” (Deleuze & Guattari, 1980/1987, p11). Disability 
activisms are indispensable because disabled activists, like self-advocates, challenge 
political quietism as a form of cultural re-symbolization. As territorial border-
crossers, they travel through the social barriers of contemporary regimes of bio-
power, engage in identity experimentation (Roets & Goodley, forthcoming). Self-
advocates just gain entry to significant symbolic territories, to social and cultural 
spaces (see Hughes et al., 2005b) and invite the field further to radically unsettle 
‘social categories’ like race, class, age, gender, and queer sexuality (see for 
examples of early impulses Shakespeare, 1997; Corker, 2001; Davis, 2002; 
Traustadóttir, 2006; Meekosha, 2006). I believe that disabled activists and their 
allies are able to untangle universal, unchanging categories of the human subject 
and its attributes, and let biological foundations of human character explode in a 
multiplicity of cross-fertilizations while being, becoming and acting. This fits the 
project of re-appropriating the production of subjectivity according to Rosi 
Braidotti (1994, 2002, 2006a, 2006b). Braidotti’s feminist project resonates with 
my project in disability studies; our theoretical challenge might be to create 
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transversal links between these categories to support activists in the re-invention 
of new subjectivities: 
 

The fundamental political desire is for an individual and collective re-
appropriation of the production of subjectivity, along the lines of 
‘ontological heterogenesis’, chaosmic desegregation of the different 
categories. We need actively to desire to reinvent subjectivity as a set of 
mutant values and draw our pleasure from that (Braidotti, 2006a, p.123) 

 
 
In that light, Goodley and Roets (in press) and Roets and Goodley (forthcoming) 
want to embrace a sensitivity to the creation of new discourse bridges, hybrid 
structures of knowledge and arenas of political struggle and action in spaces where 
activists and critical theorists make a common cause for social transformations 
(see Hughes et al., 2005a, p.271). Inscribing my work in poststructuralist feminist 
theory, it has been crucial to create border-crossings and hybrid cross-fertilizations 
of these interdisciplinary academic debates along with my political praxis (see 
Davis, 1997; Witz, 2000, also see 2.3.2. and 2.3.3. and Chapter IV).  
 
 
5.3. TRANSFORMATIVE PRAXIS IN PEDAGOGY AND EDUCATIONAL  

SCIENCE: DE-CONSTRUCTING ORTHOS, BECOMING  
 NOMAD PEDAGOGUES 

 
He don’t plant ‘tatos 
Don’t plant cotton 
Them that plants them is soon forgotten 
But old man river he just keeps rollin’ along  
Deleuze & Guattari, 1980/1987, p.27  

 
 

The Western obsession with modernity, its desire for progression, 
‘normalcy’, binaries and frontiers, has had a silencing effect upon ‘the other’, 
turning it into “an object of inquiry, a surrogate fetish” (Gregoriou, 2001, p.136 
quoted in Allan, 2004, p.425). Modernity has a pervasive capacity to produce 
‘strangers’ (Bauman, 1997); and people who disturb the fragile (for example 
cognitive) boundaries of homogenous versions of human beings are annihilated 
and conceived as a threat because they challenge modernity’s overwhelming sense 
of order. This dominant gaze can easily be applied to disabled people (Hughes, 
1999, p.157). The modernist gaze, mirrored in master narratives, categorical praxis 
and label stereotypes about for example people with ‘learning difficulties’, 
composes and produces ‘impairment’ and ‘learning difficulties’ as disorder, 
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stranger, other, abnormality, lack and tragedy (Hughes, 2002). To classify, 
objectify and devalue ‘learning difficulties’ assume its object and subject to be 
logically separate from and inferior to ‘normalcy’ (Goodley, 2001; Goodley & 
Rapley, 2001, 2002). This may be seen in historical developments, approaches and 
practices in the field of educational sciences, as for example, and perhaps in 
particular, in the discipline of Ortho-pedagogy (see Chapter II. Theoretical Resources). 
Ortho-pedagogy is defined as a return to correctness through use of educational 
theories and, more specifically, a science of action aimed at children and adults 
experiencing difficulties in educational situations; originally orthos derives from 
Greek (Broekaert et al., 2004):  
 

…the prefix orthos meaning right or correct and the word ped or pais meaning 
child. Agogy originates from agein and means action or doing. “Pedagogy” is 
the “science of education”, and the prefix ortho distinguishes it from 
ordinary education, in that it implies a return to order (normality) (ibid., 2004, 
p.206) 

 
 
I want to challenge the necessity of inscribing our educational praxis exclusively in 
modernist strands of binary thought, and to disrupt our disciplinary passion to 
realize a categorical separation of that which is normal and pathological, to trace 
the inferiority attached to ‘impairment’ and ‘learning difficulties’ radically here. We 
can no longer chase a categorical classification and separation of human 
difference, that must be marginalized, excluded, isolated. Praxis wherein hierarchy 
is more unconsciously and inherently created and accepted as a means to legitimate the 
oppression of human beings in the here and now without a critical positioning is 
no longer acceptable. Ortho/pedagogues often mark people’s bodies and minds in 
an undesirable way in everyday practices, for the benefit order of society. 
Essentialist excursions into biological determinism and reductionism are globally 
accepted lines of thought and lead to the disciplining and normalization of 
behaviour of both men and women with the label of ‘learning difficulties’ in 
educational practice. This does not constitute self-advocates as having an internal 
life or desires, objectifies and validates a view of ‘them’ as powerless and story-
less. Especially expert professional discourse enjoys a status of ultimate truth and 
a means of ideological domination (Danforth, 2001, 2004; Peter, 2000). For 
example, the empirical-analytical minded, modernist strand of educationalists (see 
for example in the work of Broekaert et al., 2004) usually believes strongly in 
evidence-based intervention, ignores the complicated issue of the subtle will to 
power in power takeovers in dialogical relations, and doubts and rejects 
engagement in close, ‘real’ contact with people as subjects and insiders inhering a 
same world (Rosenau, 2004). The master narrative of modernism yet remains as a 
dominating story with profound socio-political implications in the lives of self-
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advocates (Danforth, 1997, 2001, 2004; Roets, Goodley, & Van Hove, in press) 
who are at risk of getting programmed by social service programs (Danforth, 
1997, p.94). Within this precise territory, the cult of professional expertise still 
compels people to believe the voices of its authority unquestioningly as a totally 
coherent system of necessary knowledge within a precise territory (Davis, 2006; 
van Drenth, in press). In the here and now, adherents of modernist discourse, for 
example practitioners, policy makers and researchers, risk to discredit the value of 
the jointly constructed body of knowledge of people with ‘learning difficulties’, 
even of those who ‘self-advocate’ and are connected to the worldwide self-
advocacy movement, based upon their assumptions of objectivity, neutrality, 
progress and expert knowledge (see Roets, Adams & Van Hove, 2006). Indeed, it 
is beyond question that those ideas were not simply temporary in nature; they 
continue even today to be powerful in their social implications (Roets, Adams, & 
Van Hove, 2006).  
 
These operations have pressured me to radically deconstruct the master gaze 
(inherent in the notion of orthos in pedagogy). Postmodernist, poststructuralist 
and poststructuralist feminist thought has been welcomed in some quarters of 
educational research and practice (Lather, 1991). Truth, objectivity and reason are 
re-inscribed as what Foucault calls ‘effects of power’ (Skrtic, 1995). The subject-
object opposition implodes with the argument that objectivity creates its object 
to be objective about (Lather, 1991):  
 

…within this poststructuralist context, the value-neutral claim at the heart 
of positivist authority is untenable: all researchers construct their object of 
inquiry out of the materials their culture provides, and values play a 
central role in this linguistically, ideologically and historically embedded 
project that we call science (ibid., p.105) 
 
 

However as a researcher and a supporter of self-advocacy, critically aware of my 
subjectivities (see General Introduction), I felt able to provide connections between 
different levels and plateaus of experience of people with the label of ‘learning 
difficulties’, and to provide a critical standpoint from which to deconstruct 
established forms of knowledge about them (Haraway, 1991), to connect and 
transmit knowledge to the spaces outside of the official gaze, and as such to act 
as a generating and relay point for the creation of alternative forms of knowledge 
as resistance (Braidotti, 1994, p179). The ways in which ontological assumptions 
about the phenomenon of ‘learning difficulties’ have been previously 
conceptualized urgently require deconstruction, transformation and re-vitalization 
(Roets, Goodley & Van Hove, 2007). Remarkably seen, this turn to a critical 
deconstruction of master narratives has tended not to be associated with an 
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inclusive society and social justice; and has more commonly been dismissed as a 
dangerous erasure of epistemological grounds, as ‘wild nonsense and 
irresponsible play’ (Caputo, 1997 quoted in Allan, 2004, p.426), with “what it sees 
as cultural degeneration and ‘panic culture’, the nihilistic destruction of the 
possibilities of meaning” (Lather, 1991, p.88). Indeed, what is then exactly the 
relationship between the knower (or would-be knower) and what can be known?  
 
Indeed, if certainty is disappearing, perhaps we are all a little lost in finding our 
way in a new geography of knowledge production. So in our educational praxis, 
in Ortho-pedagogy, and even in the field of contemporary disability studies in 
education we are. I do hope we are, ready to move on in a productive way, ready 
to replace the existing master narrative about people with ‘learning difficulties’ 
with more creative and social versions. Let’s not forget the re-constructive 
potential of poststructuralism and poststructuralist feminism; that open up 
alternative dialogical possibilities in our knowledge base (Lather, 1991), ask us to 
transgress beyond our taken-for-granted assumptions, strategies and habits 
(Skrtic, 1995), and offer scope for challenging accepted structures, orthodoxy and 
in pedagogy and educational praxis as well (Vanobbergen et al., 2006). In critical 
disability studies, adherents aim to discover new opportunities and possibilities 
(Danforth, 1997, 2004), and to frame some of the ambivalence and uncertainty 
surrounding categories like impairment (Allan, 2004; Goodley & Roets, in press; 
Roets & Goodley, forthcoming), in search for new potential to re-inscribe new 
scenarios and impresarios as de-centred but entrepreneurial citizens (see Chapter 
II. Theoretical Resources; and Chapter IV. Connecting Activism with Academia). Yet, for 
me this form of analysis is of incredible value to expose oppressive pressures 
towards excluded people, to undermine or subvert the ‘ideology of expertism’, 
and to disrupt the unquestioned ‘normativity’ and ‘decidability’ in what 
professionals say, do and write (Slee & Allan, 2001). So lets embrace uncertainty 
and complexity in our educational praxis; the task is to fashion new forms of 
ethical response grounded in the notion of embedded, embodied connection and 
fluidity (Shildrick, 2004). The question remains how… As Caputo so clearly 
frames the issue:  
 

We are faced with the problem of not only what we can know but also of 
what we are to do (Caputo 1980/1987, p.236 quoted in Lather, 1991, p12) 

 
 
In a time marked by the dissolution of authoritative foundations of knowledge 
that actually emerges as the hallmark of liberatory, Freirian praxis, we need 
courage and new frameworks to think and act within an uncertain but 
transformative praxis. In A Thousand Plateaus (1980/1987), Deleuze and Guattari 
open up promising efforts to unleash thought in order to disorient, to de- and re-
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territorialize complex terrains of taken-for-granted knowledge in education 
(St.Pierre, 2004), in a sense that: 
 

…there are lines of articulation or segmentarity, strata and territories, but 
also lines of flight, movements, of deterritorialization and destratification 
(Deleuze & Guattari, 1980/1987, p.4) 

 
 
Deleuze and Guattari’s lines of flight might be used “to free life from where it’s 
trapped, to trace lines of flight” into a different way of being in the world 
(St.Pierre, 2004, p.285), pushing thoughts, as well as beings, emotions, sensations, 
actions and perceptions, to the limit. Deleuze and Guattari address ‘our’ fresh 
problems and dilemmas by stressing the need to trust the power of the 
interconnections and interrelations of our bodies and minds, with those of others 
(Braidotti, 2005/2005). In that light, the new social movement of self-advocacy 
provided me of an ideological position to be/come and act with self-advocates, 
and of an epistemological position in the making of transformative disability 
theory based on the open-endedness of social struggles with/in the self-advocacy 
movement (see General Introduction). I engaged in inclusive relationships and 
shared actions with self-advocates and embraced a transformative social praxis in 
the process of a shared and participative knowledge production (see Chapter III. 
Methodological Persuasions and Analytical Resources). For me, a workable, 
transformative praxis felt (and feels) like a conditio sine qua non for becoming a 
subject who might feel able to act, write and reflect. Although grasping our 
thought in time is never easy, I have never found a better expression of how to 
align myself as a productive researcher with people first and their lines of flight, 
within and across their self-advocacy movement, than with Deleuze and Guattari 
(1980/1987, p.28) (and see my General Introduction); perhaps the self-advocacy 
movement has acted, and still does, like a stream that sweeps me along, as a 
human subject:   
 

…coming and going rather than starting and finishing, a transversal 
movement that sweeps one and the other away, a stream without a 
beginning or end that undermines its banks and picks up speed in the 
middle (Deleuze & Guattari, 1980/1987, p.29, italics in original). 

 
 
Science then, as St.Pierre (2004) favours, is springing up everywhere, 
unrecognizable according to the old rules; for example through webs of 
significance spun by narrative voices (Peters & Fendler, 2003, p112). Deleuze and 
Guattari’s, and Braidotti’s theory of subjects-in-becoming exactly develops, so 
argues Rosi Braidotti (2002) alongside the discourses and practices of some 
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‘others’ of postmodernity, alongside an encounter with these “different, non-
unitary, dynamic and multi-layered subjects” (ibid., p118).  
 
For me, poststructuralist feminists are very influential, and in particular Rosi 
Braidotti who discloses a new scenario for pedagogy, disability studies in 
education and educational sciences with her approach of nomadic subjectivity 
(and see more in detail in 5.1. Transformative Praxis with/in the Self-Advocacy 
Movement: Looking Through An Other Pair of Glasses), to articulate alternatives for the 
‘death of the human subject’ which is supposedly promulgated by postmodernism:  
 

…what has ‘died’ is the unified, monolithic, reified, essentialized subject 
capable of fully conscious, fully rational action – a subject assumed in 
most liberal and emancipatory discourse. Such a subject is replaced by a 
provisional, contingent, strategic, constructed subject which is [being] 
engaged in processes of meaning-making (Lather, 1991, p120) 

 
 
I follow Lather (1991) where she argues that, shifting from an essentialized 
“artifice of identity” to the “analytic of desire” (Bhabha, 1989, p138 in Lather 
1991), the sense-making activity of de-centred subjects – like self-advocates and 
allies - is as important as how they are acted upon. De-centring is not so much 
the elimination of the subject as it is the multi-centeredness of action based on 
this “analytic of desire”. Relationality might be crucial. A re-conceptualization of 
agency from subject-centred agency to the plurality and agency of meaning takes 
place, as interests can no longer be universalized and identities not already there. 
This enabled me to create a nomadic approach that allows for a discovery of 
alternative patterns of desire and action, and to identify myself with being, 
becoming and acting as a nomad pedagogue.  
 
The nomad pedagogue is interested in pragmatics, transformative praxis and social 
activism, in working with and alongside becoming-subjects. For example, what could I 
learn from the quest for social justice from the self-advocacy movement, from what 
they desire and from how they enact social change? Self-advocates are anarchists. 
They educated me and learned me that compulsory government, involuntary 
authority, permanent discipline and irresponsible power takeovers and 
interventions from my side are harmful and unnecessary. Remember Robert’s 
glasses. They can really deal with chaos, and prefer an uncertain future above a 
fixed past and present. Remember Marie’s rebellion. In that light, to become a 
‘supporter’, an ‘advisor, a ‘professional’ and ‘expert’ might be a sort of label as well. 
The nomad pedagogue has multiple identities, and one is to become-professional in 
encounters, moving alongside ‘others’. We need to identify with our ‘new label’ at 
differing times, places and in rather uncertain relationalities, with an extreme 
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awareness of our power to intervene and decide about others’ lives and destinies. 
The new becoming-pedagogue needs time, space and relationships with ‘others’ to 
be able to work with and alongside him/her/them. Power takeovers can be seen in 
every relationship, even in the play of nature. But if the nomad pedagogue takes 
over, s/he would motivate and know when, how and why in a position of critical 
self-reflexivity. S/he would invest time and energy in the building up of trusting 
relationships aiming at a rich process, not based on a pre-established, evidence-
based and one-sided definition of the outcome of intervention. Intervention can be 
redefined as critical positioning and dialogues with people first. Braidotti (1994, p. 
141) asserts that only when subjects have gained the right to speak - or find a 
language to express their ontological desire to posit potentia - that they are able to 
discover a multiplicity of versions of the self, an alternative and nomadic 
distribution of being “…in an open space (…) one without division into shares, in 
a space without borders or enclosures” (Deleuze & Guattari, 1980/1987, p. 420). 
Self-advocates, for example, might have the right not to listen, to become nomads. 
In relationships, power can be seen as asymmetrical. In search for a more novel 
critical pedagogy, Gabel (2000a, 2000b) and Dillabough (2002; p.207) stress that 
pedagogy will never be free of its asymmetrical  ‘regimes of power’, and as such are 
willing to move into the uncertainty of postmodernity as ex-experts (who were 
previously experts supposed to have all the answers to many problems in their 
‘magic professional hat’). Contemporary power relations in our fuzzy social world, 
in the construction of our fragile social and shared realities – in which we suggest 
that people with ‘learning difficulties’ participate as actors and co-educators - have a 
more subtle and reciprocal, even asymmetrical nature than is often recognized. 
Nomad pedagogues and educators would confront peoples with hard and bitter but 
embedded ‘truths’, critically aware of their perspective as one version of a truth 
game. They would want to break taboos over innumerable subjects. But they would 
go as far as to keep quiet as well, even to follow peoples in their dark and 
destructive travels. Because the nomad pedagogue believes in the resilient vitality of 
life and in the nomadic nature of human subjects, in surprising senses and glimpses 
of becoming that can even be discovered in ‘panic culture’, in the darkness and 
nihilism of destructive human behaviour. In articulating both the constraining and 
enabling possibilities of for example ‘sex’ and ‘impairment’ – together, as 
becoming-nomads in dialogue – allows for nomadic subjects to express the drive 
and desire to be, to become and to act on its desire (Braidotti, 1994, 2002, 2006a). 
Although the process of dialogue is essential, horizontal dialogue and inclusion are 
redefined as ‘moments of inclusion’ and ‘moments of dialogue’, as the sparks and 
the ‘petits récits’ in inclusive but modest relationships. There are moments of short-
circuits as well, but these are all necessary elements in a metamorphosis of 
knowledge about ourselves and of others. The micro-politics of knowing and being 
known requires a social and transformative praxis, wherein we can engage in a 
political praxis and include all the peculiarity of human subjects in our practice 
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(Rose, 1983, p.5). Following Gibson (2006, pp.191-193), the ‘sexed’ and ‘impaired’ 
subject is: 
 

…a fluid body, not a subject, but a conglomeration of energies. He is an 
excitation, a point of contact … an ‘AND’: a re-imagining of disability as a 
fluid category that we all can/will move in and out of. 

 
 
In our transformative praxis, then, subjects, bodies and minds are connected, 
constantly being produced, shifting and changing. Within these multiple and 
heterogeneous processes of transformation of self and other, we are able to 
understand ‘impairment’ as a new, unstable and uncertain flux of self (Goodley & 
Roets, in press). The dominant disability discourse of ‘impairment’ as functional 
deficit, personal tragedy and lack, undergoes a critical deconstruction within 
dynamic and reflexive networks of social engagement and activity, in shared 
epistemological translations of the dominant disability discourse into new 
ontologies that produce and promise alternative and free ways of being, becoming 
and living (Goodley & Roets, in press).  
 
Where I first – identifying myself with being an educator – experienced my work 
like an onion with different layers and stratifications, I now started to see my 
praxis and the shared discourses and actions produced with people first as a 
nomad pedagogue - my being, becoming and acting as a compagnon de route, an 
advisor, an ally, an advocate, a friend and, on top of that, a researcher for and 
with activists (see General Introduction) - as a Deleuzoguattarian rhizome 
(Gregoriou, 2004) with a multiplicity of transformative potentials. Understanding 
myself and others as co-educators and philosophers, I perceived no more 
stratifications, but rhizomes: smooth and mysterious lines of flight, swarms of 
intensities and processes of becoming, with light and affirmative differences 
blowing in, fresh and salty (Bearn, 2000, p.460). In theory and practice, nomad 
pedagogues can attempt to make a selective but pragmatic, creative cross-
fertilization of available approaches; the pedagogue simultaneously “roots in the 
earth like a mole and stays winged on the air like a bird” (see Broekaert, 1988). In 
my praxis, I discovered multiplicities, connections, heterogeneity and rebellions 
(Roets, Goodley & Van Hove, 2007), subjects and objects constantly producing 
new roots and rootlets (Gregoriou, 2004, p.240). My praxis could even include 
the best and the worst of activism and academia (Deleuze & Guattari, 
1980/1987, p.7), and all the functions of shelter, supply, movement, evasion, and 
breakout of the self-advocacy movement (Van Hove, Roets & Goodley, 2005). 
Replacing the grand narrative of ‘learning difficulties’ by the boundless, infinitely 
particular, and endlessly becoming provides a productive site for resituating 
foundations for disability studies and educational sciences in anti-foundational 
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times (Van Hove et al., 2005). Embracing a Deleuzoguattarian philosophy in 
disability studies in education implicated experimentation, hybridity and 
heteroglossia (Gregoriou, 2004); the picking up of ideas and actions of and with 
people with the label of ‘learning difficulties’ as activists, without anxiety about 
risking education’s identity: 
 

… going out [with peoples on the streets, for example!] and searching for 
depth, becoming of practical use and keep on asking the central 
normative questions ‘how should we educate?’, like flights of newness 
(ibid., p.237) 

 
 
The pedagogical quality of Deleuzoguattarian praxis lies in hailing educators to 
join in, to pick up (or the picked up by) an explication and turn this into the 
starting point for another singular reading and action again (Gregoriou, 2004); a 
remedy for the demand “to rob thinking of its childhood and pedagogy of its 
philosophical moment” (ibid., p233). An engagement with these challenges, I 
believe, allow us to reconfigure a shared sense of human being, cognition, 
emotion, becoming and action; ontologies and epistemologies; as subjects and 
objects (Van Hove, Roets & Goodley, 2005), and to engage as nomad 
pedagogues and co-educators alongside self-advocates “who weave away, 
performing multiplicities of self, resisting over-coding and the subtle forms of 
segregation (…) [with] the ever-changing, ever moving, becoming [subject]” 
(Goodley, 2007a, p324). Working along self-advocates and (disabled) activists 
might be a journey of discovery, a story without end, like a rhizome that actually 
has no beginning or end, endlessly becoming, “always in the middle, between 
things, interbeing, intermezzo” (Deleuze & Guattari, 1980/1987, p. 28). It may lead 
to another way of travelling and moving: forming assemblages that make thought 
nomadic, intensified by political practice, making rhizomes, growing offshoots, 
running lines:  
 

Speed turns the point into a line! Be quick, even when standing still! Line 
of chance, line of hips, line of flight. Don’t bring out the General in you! 
Don’t have just ideas, have an idea. (…) Have short-term ideas. Make maps 
(…) Be the Pink Panther and your loves will be like the wasp and the 
orchid (Deleuze & Guattari, 1980/1987, p. 27)  

 
 

Freire, Deleuze, Guattari and Braidotti re-introduce new scenarios for knowledge 
production with people first, with the idea of ‘plateaus’ into which conceptual 
pieces enter or settle along the web of their interrelations: 
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…a plateau is always in the middle, not at the beginning or the end (…) a 
continuous, self-vibrating region of intensities whose development avoid 
any orientation toward a culmination point or external end (Deleuze & 
Guattari, 1980/1987, p.24). 
 
 

The idea of plateaus works for me, in a sense, very inspiring to interpret processes 
of transformative educational praxis. As human subjects we are all caught in webs 
of power and social life (Haraway, 1991), and the possibility of the creation of 
plateaus stresses the presence of uncertainty in anti-foundationalist times in an 
affirmative way, like, for example, in relationships between myself and others (see 
General Introduction). I interpret these philosophers who inspire my transformative 
praxis so that, whatever – even when difference and power takeovers are at stake -  
things are always starting up again in the middle, are always falling together in 
another looser way, sooner or later, differing along time and place; and this will 
eventually create new moments of symbiosis and inclusion in our 
interrelationships with ‘others’. One is taken on a sort of conceptual trip for which 
there pre-exists no map – a voyage for which one must leave one’s usual discourse 
behind and never be quite sure where one will land (St.Pierre, 2004, p.285). In a 
nutshell, after all… 
 

…we do not know how to become (Deleuze & Parnet, 2002, p37 quoted 
in Chanter, 2006) 
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Epilogue 
 

 
 

(Marie) I have to say one more thing Roets. One more thing. They 
will never be able to crush me. I was going to kill myself without your 
help. Do you know that? I’m worried that T. [psychologist] is going 
to hurt you too, Roets.  
 
(Griet) Don’t you worry about me, please. I’m not made from 
marzipan. As long as we are backing each other up, they can’t break 
us down. We do join hands, do we?  

 
 
Once, I got a thank-you card from Marie, that she had chosen with Rosi (one of 
the three women sharing the house with her, her best ‘colleague’ there, as she 
names her housemates) (see Roets, Adams & Van Hove, 2006). She spelled this 
out for Rosi, so that she could write it down for her:  
 
 

Dear Roets  
 

Thank you to back me up  
I love you with all my heart  

Let me stay your friend  
And I’ll keep with you being there for you  

Nobody ought to hurt you too  
Many thanks again for that cookie-box  

Yours faithfully and kisses  
 
 

M  
(Marie’s self-written first letter) 
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	Chapter I: Setting Out The Context
	Minnie nestles in Belle’s lap – wheedling with her snout along her chin. 
	Griet’s field notes, July 2000


	(Belle) Sitting on my lap – she likes it! (proud smile) Hey? (kisses cat) Hey Minnie? She snores! (enjoys)
	(Griet) Do you feel happy living here, Belle?
	(Griet) Are you going to move your cat with you, Belle?
	A strong leitmotiv is present throughout the different stories. 1/ Travelling 2/ Discovering 3/ Meeting 4/ Unravelling 5/ Setting off. Our New Future wants to create a medium for dialogue between the private and public area, and for critical problems related to diversity, fragility, subjectivity, vulnerability, transiency… in short: the complexity of being human, of life as it is. 
	The World Travellers invite visitors to explore the maps of their worlds, to make time for amazement, confusion and existential doubt. To what extent is each one of us rooted in prejudices, set in habits? Don’t we slip back into stereotypes only too often? In order to give visitors a free time and a smooth space for empathy, alternative interpretations and new inspiration, the World Travellers on that day will be unravelling the symbolism of their personal baggage through their rich life stories, meaningful pictures, poems and precious and transient objects created in collaboration with the South African artist Jan van der Merwe.
	(i) Getting jammed 



	(ii) Acting like a ventriloquist’s puppet
	(iii) What about my self? 
	(iv) What about all of us?
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