
LEABHARLANN CHOLAISTE NA TRIONOIDE, BAILE ATHA CLIATH TRINITY COLLEGE LIBRARY DUBLIN
OUscoil Atha Cliath The University of Dublin

Terms and Conditions of Use of Digitised Theses from Trinity College Library Dublin 

Copyright statement

All material supplied by Trinity College Library is protected by copyright (under the Copyright and 
Related Rights Act, 2000 as amended) and other relevant Intellectual Property Rights. By accessing 
and using a Digitised Thesis from Trinity College Library you acknowledge that all Intellectual Property 
Rights in any Works supplied are the sole and exclusive property of the copyright and/or other I PR 
holder. Specific copyright holders may not be explicitly identified. Use of materials from other sources 
within a thesis should not be construed as a claim over them.

A non-exclusive, non-transferable licence is hereby granted to those using or reproducing, in whole or in 
part, the material for valid purposes, providing the copyright owners are acknowledged using the normal 
conventions. Where specific permission to use material is required, this is identified and such 
permission must be sought from the copyright holder or agency cited.

Liability statement

By using a Digitised Thesis, I accept that Trinity College Dublin bears no legal responsibility for the 
accuracy, legality or comprehensiveness of materials contained within the thesis, and that Trinity 
College Dublin accepts no liability for indirect, consequential, or incidental, damages or losses arising 
from use of the thesis for whatever reason. Information located in a thesis may be subject to specific 
use constraints, details of which may not be explicitly described. It is the responsibility of potential and 
actual users to be aware of such constraints and to abide by them. By making use of material from a 
digitised thesis, you accept these copyright and disclaimer provisions. Where it is brought to the 
attention of Trinity College Library that there may be a breach of copyright or other restraint, it is the 
policy to withdraw or take down access to a thesis while the issue is being resolved.

Access Agreement

By using a Digitised Thesis from Trinity College Library you are bound by the following Terms & 
Conditions. Please read them carefully.

I have read and I understand the following statement: All material supplied via a Digitised Thesis from 
Trinity College Library is protected by copyright and other intellectual property rights, and duplication or 
sale of all or part of any of a thesis is not permitted, except that material may be duplicated by you for 
your research use or for educational purposes in electronic or print form providing the copyright owners 
are acknowledged using the normal conventions. You must obtain permission for any other use. 
Electronic or print copies may not be offered, whether for sale or otherwise to anyone. This copy has 
been supplied on the understanding that it is copyright material and that no quotation from the thesis 
may be published without proper acknowledgement.



The Principles and Discourses of the

Social Model:

Exploring their use and usefulness in the

Irish context

By

Joanne McCarthy

Submitted for a 

Degree of Doctor Philosophy 

At

University of Dublin, Trinity College

2007

under the supervision of Brian Torode, Ph.D



TRINITY C O L L E G ^

2 7 MAY 2008

LIBRARY DUBLIN ^



Declaration

I declare that this dissertation has not been submitted as an exercise for a 
degree at this or any other University and it is entirely my own work.

I agree that the library may lend or copy this dissertation upon request.

Signed /
Joanne McCarthy

Date I'i jhloz



Acknowledgements

I would like to take this opportunity to acknowledge and thank my supervisor. Dr. Brian 
Torode. Dr Torode’s encouragement, patience, and critical engagement with this study 
proved invaluable throughout the process of writing this thesis. I am truly grateful to his 
for this.

I would like to acknowledge and thank the two organisations that helped me to source 
participants for this study. I would also like to acknowledge the agencies that provided 
me with academic scholarships during my time as a PhD student:

Irish Research Council for the Humanities and Social Sciences 
The Central Remedial Clinic 
The National Disability Authority 
Trinity College, Ehiblin

Thank you to Fiona and Ann at the Department of Sociology and to my colleagues and 
friends from the Postgraduate Room and the 1937 Reading Room in Trinity College. I 
particulariy would like to thank Ewen Speed, Suzanne Harkins, Michael Doherty, and 
Math Bowdan for their friendship and for the good times.

I would like to extend my sincerest thanks to my colleagues and friends at the Disability 
Federation of Ireland, acknowledging their patience and support. As an organisation, its 
commitment to the disability agenda is tireless and motivating.

To my friends, your support has meant so much, and although not often said, was 
appreciated. I would specifically like to thank Val and Sarah for their tireless assistance 
and friendship.

I would especially like to thank Paul, and my family, Helen, Noel, Nicola and Andrew 
for their encouragement and endless support. Mum, as always your love and friendship 
brought me through to the end. And to Nicola specifically, you have been amazing.

Margaret, your courage was an inspiration, and something that I thought of often when 
finishing this PhD. I hope this would have made you proud.



Summary

The principles and discourses of the social model challenge the individualised interpretation 

of disability, redefining it as social oppression. Within the last three decades this model has 

successfully translated the understanding of disability from being a private trouble to a public 

concern. This redefinition shifts the focus away from the tragedy of afflicted individuals, 

replacing this with socio-political discourses of contested citizenship, environmental barriers, 

and economic and social disadvantage. Accordingly the phenomenon of disability is 

presented as a public sphere concern and the individual experiences of oppression are 

harnessed and presented as universal grievances.

This thesis suggests the implications of this politicisation are two fold. Firstly, issues of 

impairment are removed from the model as disability is now articulated as the consequences 

of practices of social oppression, or as something that is imposed on top of people’s 

impairments. Secondly, the disability/ impairment divide enables the model to present 

disability as a public grievance, one which can be redressed via the public sphere apparati in 

the form of legislative reform and appropriate levels of services. Disability as an issue, 

therefore, is elevated from its traditional location in the personal and private sphere and 

becomes implicated to the public sphere concern on issues of rights and contested 

citizenship.

This research critically evaluates the success of this model by exploring its application and 

usefulness through the Irish context. To provide such an evaluation, this study naturally falls 

into two parts. Firstly, this thesis analyses changing legislative and policy responses to 

disability in Ireland over the last three decades, examining the progressive reflection of the 

principles of social oppression in these responses. It is noted that the policy of mainstreaming 

of supports and services to people with disabilities (2000), the publication of the National 

Disability Strategy (2004), and the civil dialogue that this generated between the State, the 

voluntary disability sector, and people with disabilities, provides explicit evidence of the 

successful reflection of the principles of the social model in public sphere concerns.

Recognising the success of the model must be judged primarily in terms of its usefulness for 

people with disabilities, this research also seeks to evaluate if the political agenda developed 

by the model represents the key issues of disablement as identified by disabled people. 

Primary data generated through a Sample Study comprising four sCmi-structured interviews 

with people with physical and sensory disabilities was analysed, demonstrating the potency of 

the model to provide a political language of relevance to people’s personal experiences of 

disablement and their expectations for social participation. However, this data also exposed a



significant weakness in the politics of social oppression, in that these discourses, although 

essential, fail to account or reflect personal and private experiences of the lived reality of 

disablement. Accordingly, the model’s silence on the lived reality of managing issues of 

embodied stigma, sexuality, practices of infantilisation within the family, and lack of 

appropriate decision making opportunities means such experiences remain outside of the 

political direction of the model, and thus the public sphere responses this has generated.

It is suggested in this thesis that this ‘gap’ in the politics of disablement must be recognised as 

critical. In a period when disability is high both on the national and international agenda, to 

fail to holistically reflect the needs and experiences, both public and private, of people with 

disabilities runs the risk of reducing the model to nothing more than rhetoric.

In light of these unanticipated findings, the second half of this study returns to the literature to 

explore if second wave disability studies provide a way to address these issues through the 

social model. In particular, this section examines the possibility of developing a politics of 

personal and private sphere oppression, a politics that would strengthen rather than fragment 

the socio-political potency of the model. Engaging with theoretical developments on issues of 

diversity, the body, and the area of impairment, this section provides a typology for 

politicising disablement as it operates in the personal and private sphere. This typology argues 

that it is possible to identify and politicise universal experiences of oppression across the 

meso and micro levels of the private sphere, suggesting that it is at the interface between the 

public and private, the macro, meso and micro levels of disablement that the model is most 

exposed. It is recommended that the model turns its attention to politicising oppression as it 

manifests at the personal social (meso) and personal private (micro) levels to ensure a more 

holistic understanding of the reality of disablement is represented. To demonstrate the need 

for such developments, this thesis validates the proposed typology through the analysis of 

data generated through a further thirteen interviews across two Case Studies.

This research provides a unique critique of the current principles and discourses of the social 

model. In analysing these through the Irish context, it demonstrates the successful translation 

of the principles into practice, how they have shaped social and societal responses to 

disability, and their political potency in terms of supporting disabled people to articulate their 

experiences as social oppression. However, this thesis also exposes the significant gap in the 

current politics of disablement and its failure to reflect the persistent challenges faced by 

people with disabilities in the personal and private spheres. It is argued unless the principles 

and discourses of the social model develop a relational understanding of public and private 

sphere oppression the model runs the risk of reducing its potency to that of political rhetoric.
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1 Introduction: Outlining this Study

1.1 Introduction

This thesis evaluates the use and usefulness of the principles and discourses of the 

social model of disability in the Irish context. Through engagement with the growing 

body of academic work in this field, the analysis of primary data arising from 

seventeen interviews with Irish adults with physical and sensory disabilities, and a 

review of policy developments in Ireland over the last thirty years, this thesis will 

provide a specific insight into both the current positioning of the disability issue and 

disabled people in Ireland, and the potency of principles and discourses of the social 

model in this context. This thesis is not intended to provide a comprehensive 

sociological analysis of the disability question in Ireland, although it is suggested such 

an analysis is greatly required.* Rather, the intention of this thesis is to encourage 

critical reflection on the current theoretical and political direction proposed via the 

principles of the social model, its translation in the Irish political context, and its use 

and usefulness for disabled people.

1.2 Rationale for this Study

This study was developed at a time of intense theoretical and political interest in the 

issue of disability. This environment was characterised by increased recognition of the 

disenfranchised socio-political and economic position of disabled people. Both 

nationally and internationally there was growing acceptance of the inequitable place of 

disabled people in modem society.^ As Barton (1996: 10) noted, it increasingly 

recognised that.

' There is an increasingly level o f academic interest in Ireland around the issue of disability. 
Recent publications such as Shevlin & Rose (2003), Quin & Redmond (2003), Noonan Walsh & 
Gash (2004) and Griffin & Shevlin (2007) have played an important role in developing 
academic interest and debate within the Irish academy. However, in light of the changing 
political landscape following the introduction of the National Disability Strategy, there is 
increasingly a need for a comprehensive analysis o f disability in Ireland to be undertaken that 
would incorporate all impairment groups, and address broad issues such as education, religion, 
life cycle, families and citizenship just to mention a few.
 ̂Although not central to the discussions in this thesis, it is important to note that developments 

in the area of international policy have increasingly influenced the Irish context. For instance as 
a result of the European Commission Communication (COM (98) 406 final) (1996), 
‘Communication of the Commission on equality of opportunities for disabled people’, a High

1



Disability, like race, is part of an overarching structure of domination... How we 

see oppressed groups relationally is of central importance. Challenging disabilist 

oppression is a necessary step in the struggle to eradicate all forms of oppression.

Firstly, and as will be discussed in chapter three, this thesis was shaped by the growing 

theoretical debates on disability, from those working in the area of disability studies 

who have tended to broadly ascribe to a reading of disability as social oppression 

(Abberley, 1987). Coined the “social model” of disability (Oliver, 1990), this analysis 

is recognised as the ‘big idea’ of the British disability movement (Hasler, 1993). The 

principles and discourses underpinning the social model shift the focus from the pity 

relating to individual impairments to a critique of the socio-political oppression of 

disabled people, presenting disability as an issue of contested citizenship. Shakespeare 

and Watson (2001b, 547) note that the distinctiveness of the social model is that it 

provides a new way of thinking about and responding to disability than that provided 

through the individual model, ensuring that “disability politics is about governmental 

response, changing relations at an interpersonal level, and changing identities at an 

individual level”.

In Britain, writers such as Oliver (1990,1996a, 2001), Barton (1989,1992,1996,1998, 

2004), Abberley (1987,1989,1996) and Bames (1992,1996,1997a, 1997b) for 

instance, have played a key role in developing this theoretical and political analysis of 

disablement as social oppression. Subsequently, writers such as Shevlin (2004),

Shevlin et at (2003, 2007), Quinn and Redmond (2003), Gannon and Nolan (2004), and 

Noolan Walsh and Gash (2004) have successfully applied this approach in specific 

ways to the Irish situation, and in so doing contributed to this analysis. These 

theoretical and empirical developments, in turning the attention away from impairment

level Group on Disability was established to act as on an advisory and information giving 
capacity to the Commission. In 1997 the Treaty of Amsterdam made specific reference to 
discrimination on the grounds of disability under Article 13. At the same time since 1998 
Ireland has tabled a biannual resolution, Human Rights of Disabled people, at the UN 
Convention on Human Rights (Quinn and Redmond, 2003). In 2004 the UN Convention on the 
Rights of Disabled people was published. In March 2007 the EU has signed the new UN 
Convention on the Rights of Persons with Disabilities. It has now been signed by 100 countries 
and the Optional Protocol has been signed by 55 of these. Ireland has yet to sign this protocol 
but in October 2007 the National Disability Authority held a conference to discuss the 
Convention.
As Quinn and Redmond (2003: 27) on commenting on Irish policy note, “Disability policy now 
covers a very broad agenda that is influenced by international developments. The acceptance by 
Irish social and economic policy makers that equality and universal access principles now guide 
and shape our environment will become increasingly evident as each new policy and 
programme is embedded in our system”.

2



to a focus on socio-political and economic disadvantage (Quinn and Bruce, 2004), 

position disability as a public sphere grievance. Firstly, therefore, in designing this 

research, it was decided due consideration must be paid to evaluating the potency and 

effectiveness of these theoretical developments.

Secondly, at the point of designing this research, there was significant public sphere 

interest in Ireland and internationally in the issue of disabiUty and social oppression. As 

will be discussed in greater detail in chapter four, in Ireland the publication of A 

Strategy for Equality- Report o f the Commission o f the Status o f People with 

disabilities (1996) had raised the political position of disability. Coupled with the 

introduction of the Equality Act (1998) and the Education Act (1998), there was 

growing civil dialogue on the issues of disability as part of the broader debate on issues 

of social oppression. In designing this research, this critical socio- historical point in 

Ireland could not be ignored. Indeed, it was acknowledged in light of the growing 

political interest in the disability question, the time for this study was opportune. It was 

intended to ensure, in this politically sensitive enviroimient, that the voices and 

locations of disabled people should be reflected through this study. For as Shevlin and 

Rose (2003: 293) have noted, often

Certain voices within society have tended to be ignored, isolated and patronised as 

the discourses of professionals and policy makers have dominated. It is hardly 

surprising to discover that these voices have belonged to people from the most 

marginalised groupings within society, including disabled people, ethnic minorities 

and the poor amongst others.

1.3 Layout of this thesis

In initially developing the research question and designing this study a number of 

priorities or features for this project were identified. It was accepted that this study, in 

seeking to evaluate the use and usefulness of the social model in the Irish context, 

would need to posit a clear understanding of the core principles and discourses of the 

model^. This would necessitate providing a critical review of existing literature within 

disability studies, and related literature within sociology, and through this clearly

 ̂Chapter three will offer an outline of, what is suggested in this thesis, the core principles 
underpinning the social model. However, in chapter six we will return to these principles and 
question their capacity to represent and reflect the issues and experiences that are central to the 
lived reality o f  disablement.

3



positing, what are understood for this thesis are, the core principles and discourses of 

the social model.

It was obvious, however, even in advance of comprehensively reviewing the relevant 

literature, that the principles and related discourses of the social model privileged the 

voice of disabled people. The advocated emancipatory research paradigm, which will 

be discussed in chapter two, argued for the need for those researching disability to 

reverse the social relations of research production (Oliver, 1992) in order to ensure that 

research appropriately reflected the experiences of disabled people, and more notably 

that disabled people benefited from such research. Secondly, therefore, it was 

recognised, in attempting to evaluate the use and usefulness of the model in the Irish 

context, contextualising the experiences of disabled people would need to be prioritised 

in this study.

Thirdly, the ‘political potency’ of the social model could not be ignored in the 

designing of this study (Barnes et al, 1999). As will be discussed in chapter three, the 

principles of the social model position disability as a public grievance as opposed to a 

private trouble, arguing that disability arises from social barriers imposed on top of 

ones impairment (Finkelstein, 1980). In distinguishing between impairment and 

disability the principles of the social model break the link between disability and 

impairment (Shakespeare, 1994). In this form of analysis, disability and the experiences 

of disablement become intrinsically bound to the question of contested citizenship, and 

thus to the role of the State in terms of perpetuating or alleviating such instances of 

oppression. In light of the changing political climate with respect to disability in 

Ireland, it was clear, from the outset that this study would need to be placed within this 

political context.

Therefore, in designing this study these considerations, namely identifying the 

principles, discourses, and theoretical intent of the social model, the privileging of the 

disabled experience, and the acknowledgment of disability as a public sphere concern, 

put specific shape to this thesis. Chapter three of this thesis provides an overview of 

what, is argued in this thesis are the core principles and discourses of the social model. 

In order to understand these, this chapter draws upon schools of sociology to explain 

the theoretical influences that have sustained the individual model of disability on the 

one hand, and provided the framework for the development of the principles and 

discourses of the social model on the other. In this chapter explicit attention is paid to

4



the functionalist perspective, the interactionist perspective, the political economy 

perspective, the social constructionist perspective, and the feminist perspective. In 

discussing the development of the social model in terms of its relationship with these 

schools of thought, it is possible to weave a clear understanding of the scope of the 

principles and discourses of the model."* Chapter three closes by drawing upon a select 

number of data segments from the Sample Study, demonstrating how the discourses of 

the social model that have been identified through this discussion can be recognised in 

the talk of disabled people.

Chapter four and chapter five evaluate the use and usefulness of these principles of the 

social model in the Irish context by examining the manifestation and impressions of 

these in policy developments in Ireland (chapter four), and through the interviews and 

talk of four participants who contributed to the Sample Study (chapter five). As these 

chapters wiU argue, the model, in positing disability as a public issue, has made strong 

impressions on the public sphere responses to disability, shifting these from being 

purely impairment related and medically driven to being recognised as a mainstream 

concern relating to issues of social disadvantage and contested citizenship.

Furthermore, analysis of data generated through the Sample Study in chapter five also 

demonstrates the potency of these principles and discourses in terms of dramatically 

altering the understanding and expectations of disabled people. None the less, 

unanticipated issues emerged through the analysis of this data generated from the 

interviews in the Sample Study, which will be discussed in chapter five, and this 

challenged the tempo of the discussion contained in this thesis. Analysis of this data 

identified that the privileged public sphere analysis of disablement as articulated 

through the social model does not provide a political or analytical framework by which 

to address practices and instances of disablement that continue to persist in the personal 

and private lives of disabled people. Issues relating to reduced levels of self- 

determination, practices of infantilisation, and issues relating to the intimacy of sexual 

experiences as articulated by the participants, cannot be comfortably approached via 

the dominant macro socio-political and economic discourses of the social model. These 

findings altered significantly the direction and tempo of this thesis. In identifying the 

implications of the absence of a politics of the private sphere it was necessary, in 

chapter six, to return to disability studies literature to review emerging debates to see if

* Sociological thought has played an important role in the development o f  disability studies and 
disability theory. Therefore, it is important to note that sociology and disability studies are not 
necessarily exclusive. However, disability studies has also been influenced by other disciplines, 
such as W om en’s Studies, Social Policy and Philosophy but to mention a few.
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these provided a way forward in thinking about and politicising such instances of 

oppression. These findings, however, also put a distinct shape to the remainder of the 

data gathering process, which will be discussed in chapter seven.

In reflecting this, this thesis divides naturally into two parts. Chapters three, four and 

five set the scene in terms of providing a review of the core principles and discourses of 

the social model, the impressions of these in the Irish policy context, and their use and 

usefulness for disabled people. However, although analysis of data generated through a 

Sample Study in chapter five does expose the success of the principles and discourses 

of the social model, it also reveals the limitations of the model in terms of providing for 

political discourses of the lived personal and private reality of disablement. Chapters 

six and seven, in response to these unanticipated findings arising from the data in the 

Sample Study, begin to explore the gaps in the social model and, in so doing provides a 

way forward for the model. Chapter six explores the arguments and positions of 

‘second wave’ (Goodley, 2001) writers in disability studies in an effort to examine the 

benefits that these approaches can bring to deepening the political potency of the social 

model. Chapter seven, through the review of data generated through thirteen interviews 

across two Case Studies, validates the proposed typology developed in chapter six to 

address the political absence around issues relating to the personal and private sphere 

experiences of disablement. In concluding, chapter eight of this thesis reviews the study 

as a whole, and in recognising both its limitations and the value of its findings, briefly 

identifies what is suggested are the theoretical debates and empirical studies that need 

to occur to deepen our understanding of personal social and personal private sphere 

oppression.

1.4 Concluding Comments

The two-part structure of the thesis reflects the development of the arguments that were 

as much informed by the unanticipated data emerging through the Sample Study as by 

the review of second wave disability literature. It is hoped that this presentation will 

allow the reader to achieve a clear, and developed insight both into the success, and the 

weaknesses of the principles and discourses of the model. More notably, however, it is 

hoped this approach will facilitate people to understand the necessity to develop a 

politics of the personal and private sphere oppression of disabled people, and be drawn 

to participate and develop this debate. As noted in chapter eight, in light of the broad 

brief of this study there is an urgent need for such debates to occur so that a more



developed understand of the specifics and nuances of private sphere oppression begin 

to be shaped.

Before commencing on this study, however, chapter two will discuss the empirical 

challenges posed by a study of this nature. More specifically this chapter will provide 

an overview of the emancipatory research paradigm as developed and advocated for by 

writers such as Oliver (1992), Barnes (1992), Stone and Priestly (1996), and Barton 

(1996). It will examine the principles of this paradigm, discuss the challenges that this 

paradigm poses, and identify how this study used this paradigm as a guiding frame.

7



2 Methodological Considerations for this Study

2.1 Introduction

As outlined in chapter one, this study aims to analyse the nature of the social model in 

the Irish context. This will include analysing the success of the theory in terms of its 

ability to support disabled people to understand and redress their experiences of 

disablement as an issue of contested citizenship. In seeking to provide such an analysis, 

however, this thesis does not propose to offer an exhaustive analysis of the experiences 

and contexts of disability in Ireland.^ Rather, this thesis will, by drawing on the data 

generated from seventeen semi-structured interviews with people with disabilities®, 

provide a specific glimpse into the changing position and experiences of people with 

disabilities in the State, and suggest how, or if, the principles and discourses of the 

social model have played a role in shaping this change. Therefore, this thesis provides 

for a broad analysis of the direction and apparent success of the disability project in 

Ireland, as well as offering a critique of disability theory. It does not propose to offer 

definitive solutions but rather will provide a critical theoretical direction for disability 

studies, and recommend further empirical research to substantiate our understanding 

and responses to disablement in Ireland, and thus deepen the arguments provided for in 

this thesis. It is recognised that this is an ambitious project, but it is argued, one that is 

crucially needed in wake of the introduction of the National Disability Strategy that is 

resulting in a rapidly changing social and political environment in Ireland.

This thesis is built upon the understanding that the social model is based on a number 

of core principles and related discourses that will be discussed in chapter three. In using 

the term discourse, this thesis draws upon the Foucauldian tradition of discourse 

analysis (McHoul & Grace, 1995). Part of a particular field of critical analysis this 

approach examines how the relationship between power and knowledge becomes

 ̂Providing such a comprehensive analysis would be best served theoretically and/or empirically 
through a collection of edited books, special edition of a journal, an inter-departmental 
commitment within a university, or indeed through a mixture of these scholarly endeavours. 
Notwithstanding this, however, specific disciplines have begun to address the issue of disability 
in the Irish context, the most notable of these being the edited book by Quin & Redmond 
p003).

Although the term disabled people is that advocated by many disabled people and those within 
the disability movement, this thesis will use this term and the term disabled people 
interchangeably, reflecting the varied use of terminology by participants in this study.

8



evident through discourses, and that these discourses can be understood to manifest and 

operate through the institutions, structures and practices of contemporary society, and 

through the “individual human subject itself’ (Potter & Wetherell, 1994: 47). Applying 

this approach would suggest discourse analysis is clearly more than just the isolated 

study of language. Priestly (1999; 92) reminds us “language is a social 

phenomenon...embedded within the wider social processes and relationships of 

power”. A Foucauldian analysis allows us to expose the social, political or ideological 

interests at the heart of a disabling society, and enables us to question how the power 

relations inherent in these interests are evidenced, work on and through individuals and 

populations (Nettleton, 1995: 35). Applying a Foucauldian discourse analysis to this 

study will enable us to analyse how the principles of the social model have successfully 

challenged the traditional medicalised and individualised discourses of disablement and 

replaced these with political discourses concerning individual and collective rights and 

citizenship. By applying this form of discourse analysis to the study of policy and 

related documents, and the analysis of data generated from semi-structured interviews 

with disabled people, the success or relevance of the social model in the Irish context 

will be made explicit.

However, to understand the methodological approach adopted to achieve these 

findings, this chapter will discuss the methods employed in this study. It will begin by 

discussing the challenges posed in terms of employing the emancipatory research 

paradigm as developed and argued for by Oliver (1992,1996) and Barnes (1992,1997, 

2002) (section 2.2). Following considerations of this paradigm, section 2.3 will discuss 

the methodologies employed for this research, provide a rationale for using these, 

outline the access process adopted to identify participants for this study, and the 

analysis of the data generated through the interviews and through the policy texts. In 

light of these discussions this chapter will then in section 2.4 return to the challenges 

posed by the emancipatory research paradigm and account for this research against the 

expectations of this paradigm. Finally, this chapter vdll conclude by reflecting on my 

own role as a disabled person, researching disability issues.

2.2 The Emancipatory Research Paradigm

As noted, this study aims to evaluate how principles and discourses of the social model 

have facilitated transformative change in the Irish context. From the outset this study 

aligned itself to the principles of the social model and was anxious to ensure that the
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research would contribute to, rather than detract from, the political debate on the social 

oppression of disabled people. Accordingly, in exploring the methodological issues for 

the study the potential of the emancipatory research paradigm could not be ignored. 

This section will provide an overview of the principles of the emancipatory research 

paradigm, and outline the rigorous demands of this methodology. This discussion 

should be kept in mind when, in section 2.3, we examine the methods used to source 

participants for this study, the interview process, and the analysis of the data.

Traditional research paradigms, such as positivist and interpretive paradigms, have 

increasingly come under criticism from those working in disability studies who are 

committed to the principles and discourses of the social model. This study’s 

commitment to developing a methodology for this thesis that would yield findings to 

redress the social oppression of disabled people was sensitised by the knowledge of this 

growing discontent with the research process, and the belief that such research failed to 

politicise disability as social oppression, to impact upon the policy arena, or to improve 

the lives of disabled people (Stone & Priestly, 1996: 699).’ Disabled people’s mistrust 

of mainstream research is crystallised in Paul Hunt’s (1981) account of the experiences 

of the research process by disabled residents in the Le Court Cheshire Home in the 

United Kingdom in the 1960’s.®

It is widely accepted, however, that Mike Oliver’s seminal article, ‘Changing the Social 

Relations of Research Production?’ (1992), which argued for the need to develop an 

emancipatory paradigm for disability research, marked a turning point in terms of 

thinking about research, and the practice of carrying out disability research. Oliver

’ Critics have argued that traditional studies equate the study of disability to the study of 
“‘undesirable’ difference and individual functional limitations” (Mercer, 2002: 229). Mercer 
notes that solutions emerging from traditional research were heavily weighted in terms of 
making recommendations relating to medical and professional interventions, or condemning 
disabled people “to the status of second-class citizens, characterised by wide-ranging social 
exclusion from mainstream society and segregated living in residential institutions” (ibid: 229). 
*In the 1960’s, residents of the Le Court Cheshire Home invited extemal researchers to carry out 
a study of the living conditions at the home in the wake of a dispute with the management. As 
Hunt (1981: 39) noted, it quickly became clear that the researchers were not ‘on the side’ of the 
residents, assuming the role of ‘detached’ and ‘unbiased’ social researchers that were committed 
to the research ethic of objectivity. Residents could not understand how the researchers did not 
condemn outright the institution and its practices, despite the fact that the researchers 
acknowledged that being a resident in this institution equated to ‘social death’. Hunt accused the 
researchers of siding with the establishment or oppressors, terming them ‘parasite people’. He 
suggested their claims to ‘objectivity’ allowed them to ignore the social oppression experienced 
by the residents at the Home (ibid: 40); his critique of traditional research methods laid the 
foundations for future challenges posed of the disablism underpinning the research process (see 
Oliver 1992).
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argues that disability research should not be approached as a set of “technical objective 

procedures carried out by experts”, but that it demands an explicit commitment by 

researchers to exposing the daily realities of social oppression as experienced by 

disabled people (ibid: 103). Oliver notes that the need for such alignment is made more 

explicit as the struggle and activism of disabled people increases, and people demand 

that researchers ask the question whether they are on the side of, or opposed to the 

struggles of disabled people (ibid: 101). Stone and Priestley summarise the six core 

principles of the emancipatory research paradigm as set out by Oliver (1992), Zarb 

(1992), Barnes (1992) and others as follows:

• The adoption of a social model of disablement as the epistemological basis for 

research production

• The surrender of claims to objectivity through overt political commitment to the 

struggles of disabled people for self-emancipation

• The willingness only to undertake research where it will be of practical benefit 

to the self-empowerment of disabled people and/or the removal of disabling barriers

• The evolution of control over research production to ensure full accountability 

to disabled people and their organizations

• Giving voice to the personal as political whilst endeavouring to collectivise the 

political commonality of individual experiences

• The willingness to adopt a plurality of methods for data collection and analysis 

in response to the changing needs of disabled people. (1996: 706)

This rigorous paradigm suggests that a disability research project should not be judged 

against academic standards alone, but also in terms of its potential to influence the 

political environment and empower disabled people through their ownership of the 

research process. In order to satisfy this demand, this research would need to explicitly 

demonstrate that it was developed from, and was in keeping with, the principles and 

discourses of the social model, that it accepted the reality of the social oppression of 

disabled people and saw this as its starting point, that it demonstrated the abandonment 

of claims to objectivity, that it would, through the devolution of control over the 

research process, produce research findings that would practically benefit and support 

the empowerment of disabled people, that it would act as a conduit for portraying the 

key concerns as identified by disabled people, and finally that it would be dynamic in 

terms of the methods used to explore issues of oppression. In short, the thesis, in order 

to claim to be emancipatory, would need to demonstrate how the research ultimately
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links the theoretical parameters of the social model with the goals of research and 

research practice, and thus to the reality of the lives of disabled people (Stone and 

Priestley, 1996).

In the context of this study, the first and last principles of the social model are easily 

validated. It is clear from the outset that this study overtly commits to the epistemology 

of the social model, that is, that it accepts that disablement results from disabling social 

relationships (Finkelstein, 1980). This is created as a result of disabling environments 

and attitudes (Oliver, 1990), and is a form of structural oppression (Abberley, 1987). 

More than simply accepting the principles of the model, however, this thesis is anxious 

to explore how successful the principles and discourses of the model have been in 

supporting disabled people to identify their experiences of oppression as political 

issues, as well as ensuring redress of these issues and experiences via the political 

arena. In terms of adopting a plurality of methods, this thesis uses qualitative methods 

in the form of semi-structured interviews, and critical discourse analysis to texts to 

explore the changing public response to disability over the last twenty years in Ireland.®

Therefore, it is suggested despite the ease by which principles one and six of the 

emancipatory paradigm can be validated in this thesis the same carmot be said of the 

study’s ability to satisfy the remaining four principles. These are the principles of 

surrendering objectivity, producing research that will positively impact on the lives of 

disabled people, developing research in co-participation with disabled people, and in 

committing to politicising the personal make specific demands on the researcher, and 

the research process. Before we can begin to discuss the empirical research that informs 

this thesis, and indeed critically discuss its alignment with the emancipatory research 

paradigm, it is important to firstly outline the remaining four principles of the paradigm 

that are the most contentious in terms of carrying out disability research.

9
Although this thesis does not use quantitative methods, this is not to suggest that there is not a 

validity to developing large scale quantitative studies that are developed in keeping with the 
principles of the social model to address issues such as the housing needs or the deficits in the 
health and personal social service to disabled people via questioners or through the work of 
health economists. However, these macro considerations are outside the scope of this study.
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•  Surrendering Objectivity

According to Oliver (1992) and Bames (1992,1996,1997b, 2000, 2001a, 2002b, 2003) 

adopting the emancipatory research paradigm requires setting aside claims to research 

objectivity. These writers insist that rejecting traditional research tools is a central 

component to demonstrating one’s commitment to the disabiUty community, for, as 

noted, researchers’ claims to objectivity has served to deny disabled people a political 

articulation of their experiences of disablement. It is argued that the researcher’s claim 

to objectivity dis-empowers disabled people within the research process, devalues and 

depoliticises their experiences of disablement, and results “in the production of 

distorted findings which have been irrelevant to the policy process” (Oliver, 1992:

103). Developing upon the Marxist term ‘alienation’, Oliver notes, traditional research 

paradigms, due to their commitment to scientific rigour and objectivity, alienate the 

researcher and the research participant from each other (ibid: 105), silencing the 

‘experience’ of disabled people and undermining the development of a shared, 

politicised understanding of social oppression.

Stone and Priestley argue that the principle of relinquishing claims to objectivity links 

to the first principle of committing to the social model and that together they provide 

for an “epistemological standpoint for the disability researcher” (1996: 703). It is this 

standpoint that provides the critical edge to the emancipatory disability research 

paradigm, and reflects the existing standpoints adopted by feminist academics and 

researchers. However, it is acknowledged that not all of the remaining principles are as 

easily situated within the parameters of the academy.

•  Research must be relevant and benefit disabled people

Those committed to the emancipatory research paradigm argue that traditional research 

paradigms, such as positivism (see discussion on Parson’s in Annandale (1995)) and 

interpretivism (Goffman, 1968), distort the experiences of disabled people to being one 

of an individual issue, and thus fail to link the material and environmental disadvantage 

experienced by disabled people to the politics of disablement, or secure the necessary 

social and societal change. Oliver (1992) argues that the interpretative paradigm of 

research, although it may be more sensitive to the lived experiences of disabled people, 

is weak in terms of projecting the identified accounts of oppression into the policy 

arena, or securing results in terms of sustained improvements to the social and
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ecx)nomic conditions of disabled people. Thus, it is argued that this paradigm, in failing 

to yield policy and material change that will benefit disabled people, constitutes a “rape 

model of research” (1992: 109). For both paradigms, therefore, the unequal social 

relations of research production remain unchanged in so far as research carried out, 

whilst it is hugely demanding of the researched, only benefits the researcher in terms of 

professional development. As Oliver (ibid: 105) argues, disabled people, in failing to 

benefit from the research process directly, or indeed see it impact positively in terms of 

greater levels of social participation, are justified in seeing research as a “violation of 

their experiences, as irrelevant to their needs and as failing to improve their material 

circumstances”. Central, therefore, to developing an emancipatory research paradigm 

for disability must be the commitment to ensuring disability research is relevant to the 

lived experience of disablement, and that it results in social, material and political 

benefits for disabled people.

•  Reversing the social relations o f  research production

However, in order to satisfy the first three principles of the emancipatory paradigm, 

that is that one develops the project in line with the political interests of the social 

model, that one surrenders one’s claim to objectivity, and that the end product will 

secure real material and political gain for disabled people, it is expected that the 

researcher will design the research project in co-participation with disabled people. 

Barnes (1997b, 2001, 2003) argues to successfully achieve co-participation the 

researcher must commit to offering one’s skills as a researcher to be applied to issues 

and research considerations as prioritised by disabled people and their organisations 

(see also Priestly, 1997). Co-participation, therefore, means that disabled people and 

their organisations must be central players in the design, development and the delivery 

of research if it is to be seen as relevant to the interests and lived experiences of 

disability (see Oliver, 1992,1997; Barnes, 1992,1997b, 2001, 2003; Stone & Priestly, 

1996; Priestly, 1997).

Oliver (1992: 111), drawing upon learning from feminist epistemology, suggests a 

commitment to achieving reciprocity, gain and empowerment for disabled people 

through the research process alone will not sufficiently alter the social relations of 

research production. Until researchers commit to co-participation, to positioning 

themselves as the mechanism through which disabled people can politicise issues and 

achieve social change, or indeed understand their co-dependent role in the research
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process, it is argued research will continue to disempower disabled people and protect 

the researcher behind a veil of objectivity and the claim to scientific authenticity. As 

Oliver (1992) notes, even within traditional feminist approaches there remains an 

imbalance of power between the researcher/ researched; the obligation of feminist 

researchers is to empower the participant and, therefore, assumes that the researcher, as 

holder of knowledge possesses the power to facilitate this change. Thus, the social 

relations of the research process remain unchallenged; the researcher maintains his/her 

elite position, that is, in terms of the researcher’s ‘role’ or ‘potential role’ to empower 

their disenfranchised research subjects. To avoid these traditional inequities in the 

social relations of research production Stone and Priestly (1996: 708) insist that in 

adopting the emancipatory research paradigm, researchers must reject the traditional 

techniques of scientific research and “surrender themselves” to the authority and 

concerns of the disabled community, and to politicising the issues and concerns as 

identified by disabled people and their organisations.

However, despite the fervent calls of writers such as Oliver (1992), Zarb (1992), Stone 

and Priestly (1996), and Barnes (1992, 2003) to redress the social relations of research 

production there is widespread acknowledgement of the difficulties posed in 

developing and delivering a truly emancipatory research project. Priestly (1997) notes 

the difficulty faced by those wishing to carry out emancipatory research for a Ph.D., 

pointing out the lack of value or understanding of one’s academic peers of the 

methodology (see also Goodley & Moore, 2000: 875). He also points to the issues of 

the time-consuming nature of the methodological process, as well as the conflict that 

can arise between the action-orientated interests of the disability movement and the 

theoretical interests of the academy. Alternatively, Campbell and Oliver (1996) noted 

the difficulty faced by researchers in finding people wilUng to co-participate in research 

projects due to the time demands this places on participants. Despite these difficulties, 

writers such as Barnes (2001: 5) argue for the ongoing efforts to reverse the social 

relations of research production, noting the interests of disabled people will only be 

served when “disabled people and their organisations, rather than professional 

academics and researchers... have control of the research process”.

•  Personalising the Political and Politicising the Personal

The fifth principle of the paradigm draws upon the feminist discourse of the personal as 

political. The application of this to disability research is two-fold: firstly, it is based on
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the premise that people acknowledge that their individual experiences are a form of 

oppression and secondly, that in the process of this realisation that people align their 

experiences to the collective, universal discourses of social oppression. Thus, the action 

is cyclical and self-reflexive, binding the individual experience to the collective 

consciousness of the disability movement. It is suggested that this marks a distinct turn 

away from the importance assigned to “methodological individualism” (Oliver, 1992: 

107) in traditional methodological paradigms that identified the individual, and the 

specifics of that individual, as the baseline for the research. However, in insisting that it 

is not the individual, but society that demands investigation, the purpose of personal 

experiences is to provide the historical and collective contexts for the politicising of 

disablement.

Stone and Priestley (1996: 704) note that this principle of the emancipatory paradigm is 

possibly the most fraught, and signifies the greatest challenge in terms of generating a 

unified response from those working on the issue of disability. It is based on the 

assumption, for instance, that all disabled people identify with the disability movement, 

or that all disabled people ultimately understand their personal experience in terms of 

collective oppression. Although welcoming the focus on the individual, feminists such 

as Morris (1992) suggest, however, that the responsibility of disability research is to 

validate the subjective experience of disablement as much as the collective context to 

oppression. The multiplicity of these subjective experiences must be acknowledged and 

valued apart from their collective impact.

There is also the issue of capacity. Walmsley (2000) points to the difficulty of 

satisfying all the principles of emancipatory disability research with respect to 

researching with people with learning disabilities, as issues of compliance, 

participation, and ownership of research are not neatly achieved with such participants. 

She suggests that researchers need to allow for differing levels of participation and 

politicisation, and that this sensitivity must be applied both to different groups and to 

different issues. There is also the issue of the role of the researcher as educator. If a 

person is not, due maybe to their distance from the disability movement, at a point of 

understanding their experience of disablement in terms of political oppression, the 

question must be asked is it the responsibility, or indeed is it appropriate for the 

researcher to assume the role of ‘politiciser’(Stone & Priestley, 1996)?
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Finally, there is a growing body of work that argues that disability is not the only 

context through which disabled people experience oppression. Writers such as Vernon 

(1996) and Humphreys (2000) draw attention to the ways in which issues of race, class, 

gender and indeed the specificities of impairment intermingle to compound the 

experience of social oppression for disabled people. For such individuals, to talk of 

politicisiQg the individual experience of oppression only in terms of disablement would 

fail to acknowledge the complexities of the lived reality of social exclusion.

Clearly, the principle of politicising the personal and personalising the political is 

becoming increasingly contested. As noted, issues such as capacity, people’s distance 

from the disability movement, and issues of diversity between disabled subjects are 

indeed important, and have real implications in terms of emancipatory disability 

research. Disabled people do not all start from a similar point of politicisation, and thus 

the challenge must be to promote a research paradigm that can represent the 

heterogeneous interests, locations, positions, and the capacity of people to participate 

and play their role in developing the political agenda of disabled people.

However, to conclude this section of the discussion, despite its recognised challenges, 

it is important to note that there is increasing acceptance that the emancipatory research 

paradigm is the orthodox research method to be applied to researching disability 

(Barnes, 2003). Applying this methodology demands re-evaluating the social relations 

of the research production to ensure that disabled people and their organisations own 

and shape the design, delivery and outcome of the research. It challenges the 

researcher’s claims to objectivity and truth by insisting that research, by its very nature, 

is political, providing insights and directing the social gaze to view subjects and society 

through a particular lens. As Barton (1996: 5) argues, the “emancipatory project does 

involve issues of relationships and ethics but fundamentally it is about the degree to 

which the sociological imagination contributes to the benefit of disabled people”. 

Before putting this research to this test or in context to the emancipatory research 

paradigm in section 2.4, the following section will discuss the empirical methods 

employed in this study.

2.3 Data Collection

The empirical data for this thesis can be understood to fall into three strands. The first 

strand relates to the analysis of Irish policy-related material from the period 1984-2007.
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The second strand takes the shape of a sample study; this included carrying out four 

semi-structured interviews with people with physical and sensory disabilities, who 

were accessed via a mixture of a snowball sampling method and chance meetings, the 

data from which was analysed to identify the key issues of disablement as offered by 

participants, and exploring if and how participants engaged with discourses of the 

social model to contextualise these experiences^'’. The third strand relates to the 

analysis of data generated through thirteen semi-structured interviews with people with 

physical and sensory disabilities, accessed through two voluntary disability 

organisations. The first organisation is an organisation of and for disabled people, the 

second a more traditional service provider organisation. This data was originally 

analysed as separate case studies but was then jointly analysed in an effort to identify 

common features of disablement in the personal social and personal private contexts to 

disability. The three strands provided for a mixture of primary data and the analysis of 

secondary data in the form of policy related material. This is not to suggest that this 

study provides an exhaustive insight into the contemporary locations, experiences and 

opportunities available to disabled people in Ireland. The fact that this study only 

interviewed people with physical and sensory disabilities demonstrated the limited 

scope of this study. Despite this, however, it is believed that when the data gathered 

from these three strands is relationally analysed, it provides an important critical 

snapshot into the reality of the lived experience of disability in contemporary Ireland.

However, before addressing each strand to the empirical research specifically, it is 

necessary to explain the rationale for this research. This research commenced at a point 

of significant change with respect to the social and political response to disability in 

Ireland. As will be discussed in chapter four, at the point of the new millennium people 

eagerly awaited the introduction of disability-specific legislation. A number of key 

developments had fostered this expectation: in 2000 a policy of mainstreaming was 

adopted by the Irish State which meant that the State now had the responsibility to 

provide public services, such as education, housing, and transport, to disabled people as 

they did for the rest of the population; recent anti-discrimination legislation had 

introduced legislative measures to redress the inequitable access of certain groups, one 

of which was disabled people, to goods and services (1998-2004); the State had just 

published the first national study on the needs of disabled people. The Commissions

A s noted earlier, there were five people interviewed for the Sample Study. However, the firth 
person had an intellectual disability and therefore was not included in this analysis.
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Report- The Status o f People with Disabilities (1996) that had recommended the need 

to introduce disability-specific legislation.

Through the Commissions Report (1996), the disability sector had made strong claims 

that legislation and policy that was not routed in the acknowledgement of the rights of 

disabled people would fail to redress the social exclusion and discrimination 

experienced by disabled people as citizens. As will be noted in chapter four, the 

activism of the disability sector in this period, strengthened by the establishment of the 

Disability Legislation Consultative Group'^ in 2002, gave a particular shape to the calls 

to apply the principles of the social model to policy developments. It is within this 

social and political context that this study was developed. It was driven by a desire to 

understand how the principles and discourses of the social model would find expression 

in this changing world, and how useful it would be in supporting the collective struggle 

of disabled people in Ireland.

In order to present how this study was carried out the following three sections will look 

at each of the three strands of data collection specifically. Firstly, section 2.3.1 will 

explain the reasoning behind the four policy contexts that are discussed in chapter four. 

It will also discuss the analytical tools applied to the analysis of this selected material, 

and place the findings in the context of this research. Secondly, section 2.3.2 will 

provide information on the four participants who participated in the Sample Study, the 

access and interview processes, and the analytical tools adopted to analyse the data.

The mapping role of this study will also be discussed, demonstrating how the findings 

from this study were used to shape the direction of the thesis. Finally, section 2.3.3 will 

offer a similar overview of the methodological frame adopted for the analysis of data 

generated through the two Case Studies, and outline how this data was used to validate 

the theoretical frame proposed in chapter six.

2.3.1 The Analysis o f the Policy Context

Before discussing the selection process used to identify key points of transition in the 

Irish policy context, it is important to note that this section of the thesis did not have a

Membership o f the DLCG was by invitation; eight organisations were asked to participate at 
national level. These were the Disability Federation o f  Ireland (DFI), the Forum o f People with 
disabilities, Mental Health Ireland, namhi, National Parents and Siblings Alliance, National 
Federation o f Voluntary Bodies, Not for Profit Business Association, and Disabled people in 
Ireland (PwDI).
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specific time frame. The dynamic and ever-changing world of disability policy in the 

period 1999- 2007 imposes a particular momentum on the study. Although work on the 

Sample Study and the two Case Studies had a chronology, the same cleanness in terms 

of timeframes could not be achieved with the policy analysis. Due to the incremental 

State interest in disability in the period 1999-2007, the policy envirormient was, and 

continues to be in a state of flux. Therefore, during the period of gathering the primary 

data the analysis of policy developments was ongoing and took place simultaneously. 

This immediacy gave a relevance and urgency to this study in that the findings from the 

interviews with disabled people was, despite significant policy developments, 

indicating a growing distance between these developments and the reality of the lived 

experiences of disabled people.

Despite the challenge posed by this ‘live’ policy environment, as already noted, chapter 

four focuses on four key points in Irish policy, which it is argued, mark key points of 

transition with respect to the State response to the question of disability. The four 

policy contexts chosen for this thesis were the Department of Health and Social 

Welfare’s Green Paper, Towards A Fuller Life - Services for People with Disabilities 

(1984) and the civil dialogue that this generated, the work on the Commission on the 

Status of People with disabilities (1996), the collective activism of the disability 

community in securing the National Disability Strategy (2004), and the implications of 

the mainstreaming agenda (2000- 2007). This is not to suggest that there were not other 

key policy developments or ways of addressing the growing political interest in 

disability'^. However, as the intent of this data was to demonstrate that the principles 

and discourses of the social model were incrementally reflected in the Irish policy 

environment over the last thirty years, and that this was given greater impetus by the 

growing activism of the disabled community, it was felt that focussing on four points of 

transition would provide a clearer insight into these changes. These four key points in 

Irish policy demonstrated the gradual transferral from seeing disability as a purely 

health priority to being a mainstreamed priority for all Government Departments. Also, 

these policy developments could not be analysed independent from the growing 

activism of the disabled community in Ireland. Therefore, chapter four does not simply 

provide a review of the policy environment, but also provides a relational insight into

During this study, a number of approaches were explored. These included focussing on the 
responses of different political parties or role played by different Government Departments over 
this period. However, due to their exclusive focus on state agencies, which would not have 
allowed for the activism of the disability community to be recognised, these approaches were 
deemed not appropriate for this study.
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the environment within which the political growth of the disability community 

occurred.

Having decided on the four key points of transition, key Government documents and 

civil society responses were gathered. These documents were then analysed using a 

method of critical discourse analysis. Wodak (2003: 199) suggests that critical 

discourse analysis could be defined “as fundamentally interested in analysing opaque 

as well as transparent structural relationships of dominance, discrimination, power and 

control as manifested in language”. Critical discourse analysis is a useful method in 

particular for this study as it allows a constant movement between theory and empirical 

data to occur. It is not about fitting the data to a particular theory, but about dealing 

with “bottom-up and top-down approaches at the same time” (ibid: 200). 

Simultaneously, the historical context to power relations and inequalities is integrated 

into the analysis, thus ensuring that the study commences from the recognition of 

injustice. In this way, critical discourse analysis is particularly appropriate to the study 

of disability and to the emancipatory research principle of the denial of objectivity.

Drawing upon the identification of the principles and related discourses of the social 

model, chapter four explores how disabled people and their organisations used these as 

a political tool to place issues of disablement on the agenda of the public sphere. 

Although this chapter does provide an interesting historical critique of the changes in 

Government policy over the thirty years period, it more importantly notes how this 

change is fashioned by the public sphere interests of the principles and discourses of 

the social model. This is an important distinction and one that is returned to again in 

chapters six and seven of the thesis.

2.3.2 The Sample Study

Although from the outset it was clear that this thesis would critically analyse the use 

and usefulness of the principles and related discourses of the social model in the Irish 

context, the specifics of this study were not defined. In an effort to put shape to this and 

to include people with disabilities in the framing of the research a Sample Study was 

carried out. Participants for this study were accessed mainly using a method of 

snowball sampling where three participants were accessed via the same source, a 

person working in the area of community development, and two were people who were 

invited to participate following chance meetings in a university setting. One of the

21



participants drawn from the university setting was later removed from the study as he 

had Asperger Syndrome, and not a physical and sensory disability, as was the case with 

the other four participants. Drawing upon the work of Goffman (1968) and other 

interactionists, and indeed as emerged organically through the interviews with 

participants, the visibility of disability was identified as a core determinant to the 

experience of disablement. The lived reality of spoiled identity betrayed through the 

blemish of the flesh was acknowledged as a key socio-cultural context to the 

experience of social disablement and thus included in the identification criteria for all 

participants in this study.

The four participants who agreed to take part in this study were:

• Glen: Glen was a young man in his late twenties who was a wheelchair user. 

Glen had acquired his disability following a car crash and had spent many months in 

rehabilitation before returning to the family home. Glen was unemployed at the time of 

the interview but was attempting to retuni to his job as a dj, which he had worked at 

prior to his accident.

• Bob: Bob was a man in his mid forties who had chronic arthritis and also had 

recently been diagnosed as dyslexic. Bob had not completed second level education but 

was now returning to university via an access course.

• Jules: Jules was a woman in her early twenties at the time of this interview. She 

had one fully developed arm and one arm that did not go beyond her elbow. Jules wore 

a cosmetic arm. She was in second year at university and had attended a mainstream 

school.

• Johnny: Johnny was a man in his late thirties who had a pronounced scar on his 

face and had lost his right eye following cancer. Following his illness he was registered 

as visually impaired. Johnny had accessed third level education prior to his illness. At 

the time of the interview he worked as a freelance journalist.

At the initial contact with these people the interview process was discussed. Potential 

participants were informed that the interview would address their experiences of 

disability and living as people with disabilities in contemporary Ireland. It was agreed 

that each participant would be appointed a pseudonym and that when names, locations 

or issues were discussed that could identify participants that these would also be 

concealed. Participants were asked to identify where they felt they would be most 

comfortable in terms of carrying out the interviews. One of the interviews took place in 

a coffee shop, two in a room organised by the interviewer in the university, and one at
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the participant’s home^^. From the outset it was explained that their interviews would 

form part of a Sample Study that would serve to highlight key issues for consideration 

for the remainder of the thesis. Thus, it was clear that their interviews would act as the 

guiding frame for the thesis. Although there were a number of key areas of interest that 

had been identified prior to the interviews through a critical engagement with disability 

literature, participants were provided with a copy of these questions and it was agreed 

that these would act merely as a guide during the interview. Using the method of semi

structured interviews in this study ensured that questions were open to be used, 

reworked or rejected by participants. It also enabled participants to strongly shape the 

interview process and present counter ideas or issues than those proposed by the 

interviewer, or indeed to present unanticipated issues through their accounts and 

experiences. Applying this method to the data collection provides for flexibility in the 

interview situation. This flexibility, however, should not be read as empowering and 

enabling the researcher to “probe between the answers” as some would suggest, but 

rather “to allow people to answer on their own terms”, and to shape the interview so 

that people’s own priorities come to the fore (May, 2001: 123).Each interview lasted 

between one and two hours. All interviews were tape recorded with the permission of 

the participants, the interviews fully transcribed and offered to the participants for their 

information, comments or clarification. In all four cases, participant’s declined this 

offer and also the offer to contribute to the study on an ongoing basis.

Following transcription, each transcript was initially coded to provide an initial 

analytical framework for the categories and issues that emerged through the data. 

Coding the data enabled a degree of desensitisation from the raw data so that 

commonality and difference in terms of people’s experiences could emerge, and these 

codes could then be linked to the principles and discourses of the social model. It was 

acknowledged from the outset, however, that analysis of the data emerging from the 

interviews would require working, reworking and refining codes over a period 

following the completion of the interviews. Although the richness of the data that 

emerged from these interviews proved invaluable in terms of shaping the thesis, it also 

provided an analytical challenge. It was important to ensure that the richness and 

diversity of experiences did not get lost in the coldness of the coding process, whilst 

also attempting to ensure that the coding applied and the subsequent analysis was 

systematic. This chapter served to focus the remaining chapters, six and seven, and

The fifth interview that was later discarded also took place in a coffee shop.
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when looked at relationally to the opportunities now available via the policy context 

(chapter four), provided the impetus for exploring in greater detail issues of 

disablement at the personal social and personal private contexts. However, it must be 

acknowledged that the final product in chapter five does not provide for all the issues, 

considerations or experiences identified by participants, but rather indicates some of the 

key strengths and weaknesses of the social model in practice, as it is identified through 

the analysis of the data.

2.3.3 Case Studies and the Validation Process

Analysis of the data emerging from the Sample Study demonstrated two specific 

points. Firstly, it validated the capacity of the principles and discourses of the social 

model to provide a coherent political discourse of disablement. It will be noted in 

chapter four that the successful politicisation of issues of social oppression had clearly 

infiltrated the public sphere, demonstrating the translation of the disability issue from 

being one of private, personal trouble to being a public concern centring on the issue of 

contested citizenship. More notably, however, the principles and discourses of the 

social model also dramatically altered the self-perception of disabled people. As will be 

demonstrated in chapter five, people with disabilities now have counter discourses by 

which to account for their experiences of disablement other than those provided for by 

the medicalised discourses that centre on personal incapacity. This empowers disabled 

people to reassert their experiences of disablement in terms of social oppression and 

challenge the mechanisms and structures of the public sphere to respond to such issues 

and experiences. <

However, despite these obvious successes of the social model, analysis of the data that 

emerged through the interviews with participants in the Sample Study also 

demonstrated the social, personal and internalised experiences of oppression that 

continued to persist at the level of the personal and private sphere. Thus, the analysis 

indicated that the social model, in politicising disability as collective oppression and a 

public sphere concern, runs the risk of becoming increasingly distant from the lived 

reality of disabled people’s lives and their continued experiences of oppression in the 

personal, private sphere. In an effort to understand this apparent issue it was necessary 

to return to and engage with the critical theoretical debates that were taking place 

within disability studies around issues of diversity, the body and impairment. However, 

more importantly it was acknowledged that it was necessary to talk further with
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disabled people to gain a better understanding and represent their experiences and 

explore indeed if issues of private sphere oppression were a common feature of the 

experience of disablement (chapter seven).

Thus, in an effort to validate the existence and impact of oppression in the personal and 

private sphere, it was agreed that there was a need to engage with a wide range of 

people with disabilities. This of course could have included interviewing people with 

different impairments, perhaps people with mental health issues, people with 

intellectual disabilities, acquired brain injury, or people from different age groups or 

socio-economic backgrounds. However, sensitised by my acknowledgement of the 

growing impact of the disability movement in Ireland, it was decided to adopt a case 

study approach and interview disabled people who were members both of the disability 

movement, and disabled people who attended services of a traditional service provider. 

The expectation was that these two Case Studies would enable disabled people from 

different ‘political’ locations to account for their experiences of oppression, and 

through the interviews to identify and discuss with them some key universal discourses 

of the private sphere experiences of people with disabilities.

The first Case Study is based on the analysis of data generated from four interviews 

with people who, through their membership of the organisation, the Disabled People’s 

Agenda of Ireland (DPAI), identify themselves as members of the Irish disability 

movement. Participants from this group were accessed after attending the AGM of the 

DPAI and inviting people to participate in the study. Each person who expressed an 

interest in participating was presented with a letter outlining the intention of the study. 

Their names and contact details were taken and the interviewer followed up with 

people within three weeks of the initial contact. Initially, eight people agreed to 

participate in the study but in the end only four people committed to times and dates for 

interviews. As with the Sample Study, in advance of the interviews the list of guiding 

questions to be used, issues of confidentiality and the types of issues to be addressed 

were discussed. Participants were also urged to consider the issues they would like to 

bring to the discussion and to feel free to shape the interview agenda.

The second Case Study draws on data generated from interviews with nine disabled 

people who were employed in Sheltered Occupational Services. These services are 

developed and provided through a voluntary disability organisation, the Beach Wood
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Clinic (BWC)*‘*. Following an initial interview with the Clinics Senior Psychologist, a 

letter inviting people to participate in the study was circulated to people who attended 

and used the services offered by the Clinic. This letter was similar to that circulated at 

the AGM of the DPAI, differing mainly in terms of stressing the independence of the 

research from the Clinic'^. Nine people volunteered to participate in the Case Study and 

the interviews took place over two days that were a week apart. The interviews were 

carried out in a room provided by the DPAI as these participants attended the Clinic 

from a number of geographical regions and lived in a variety of accommodation 

settings, including the family home or residential settings.

The following is a list of participants who agreed to take part in these two Case Studies; 

1. Disabled People’s Agenda of Ireland

a. Derek: Derek was a young man in his late twenties with multiple 

sclerosis (MS). He had acquired MS in his mid teens and was, at the point of 

the interview, a wheelchair user. Derek was a very active member of the 

DPAI, and represented the group on a number of regional and national 

forums, such as City Councils Access Groups, Social Inclusion Measures 

Groups etc. Derek had attended a mainstream school, attended college and, at 

the time of the interview, lived at home and did not work, which he attributed 

in part to the nature of his impairment.

b. Sue: Sue was a young woman in her mid twenties who had cerebral 

palsy. Sue had attended a special school for children with disabilities. She 

worked less than twenty hours a week with the DPAI and this allowed her to 

maintain her medical card and Disability Allowance (DA). At the time of the 

interview Sue lived at home with her family.

c. Adam: Adam was a man in his early forties and, following a car crash,

was a wheelchair user. Adam had been in the priesthood at the time of the

accident but had subsequently left. He was working as a web designer at the 

time of the interview and had, in partnership with a friend, recently set up his

The names of both of these organizations have been changed to conceal the locations through 
which participants were accessed. These names were used partially to protect the anonymity of 
the participants, and partially to ensure that the proceeding discussion would not be drawn into a 
critique of the governance structures or the nature and value of the services that these 
organizations provided. Although these are interesting issues, they are beyond the scope of this 
research.

Despite stressing my independence from the Clinic, some of the participants in this study 
believed that I worked with a Govemment Department. Indeed, one of the participants, Shelia, 
specifically participated to make her argument for her need to maintain her benefits and to work 
beyond the income threshold set by the Department of Social and Family Affairs.
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own business. Adam lived in rented accommodation and accessed a personal 

assistant (PA) service through a voluntary disability organisation.

Cathy: Cathy was a young woman in her early thirties who had recently 

been diagnosed with MS. At the point of contact, which was at the Annual 

General meeting of the DPAI, she remarked that this was the first meeting she 

had attended of this group. Cathy worked as an occupational therapist, but 

following a number of recent relapses, and at the point of the interview it was 

noted she could no longer work forty hours per week. Cathy lived in rented 

accommodation with friends.

Beach Wood Clinic

Julie: Julie was a woman in her late twenties, and was a wheel chair 

user and had cerebral palsy. She worked in the Sheltered Occupational 

Services in the BWC and had also attended the school run by the Clinic. Julie 

lived at home with her parents but had put her name down with a voluntary 

disability organisation that provided accommodation to disabled people.

Neil: Neil was a man in his late thirties at the time of the interview and 

had worked in the BWC since leaving school. As a child he attended a 

special school for children with disabilities. He left the school at the age of 

eighteen with a primary school education. He lived in the family home and, 

following the death of his parents some years earlier, has a PA service for the 

hours that he is not at the BWC.

James: James was forty four years old and at the time of the interview 

had attended the BWC for almost 35 years. Before attending the Sheltered 

Occupational Services, James attended the special school provided by the 

Clinic. Like many of his colleagues, James left school with a primary 

education. At the time of the interview he had been married for eighteen 

years to a woman he met in the Clinic, and who also attends the Clinic. They 

lived in council accommodation and do not have children.

Paddy: At the time of the interview Paddy was a man in his late forties 

who had worked in the Sheltered Occupational Services for almost thirty 

years. He lived with his mother in the family home until a year before the 

interview when she died. At the point of the interview he continued to live in 

the family home and his brothers spend nights with him. As a child he 

attended the nearby school for children with cerebral palsy. He left the school 

at eighteen with primary school education. He has for the last number of



years worked as an internal courier in the BWC, but still reports to the 

manager of the Sheltered Occupational Services.

e. Shelia: Shelia was a woman in her late fifties who had cerebral palsy. 

She worked in the sheltered workshops for half the week, and worked as a 

PA for another service for two days a week. Shelia was separated from her 

husband and did not have children. She continued to live in her family home.

f. Matt: At the time of the interview, Matt was a man in his late twenties 

and he lived in the family home. He had attended the services of the BWC 

five days a week. Matt was non-verbal and communicated with the use of 

eye contact and a word board.

g. Lyn: Lyn was the youngest participant in this thesis. She was nineteen 

years of age and was attending a training programme in the Clinic. She had 

also attended the school in the Clinic and matriculated to the Junior 

Certificate level. She hoped to access a course in a specific vocational 

training course for people with disabilities provided by another service 

provider. She lived at home with her family.

h. Maria: At the time of the interview Maria was a woman in her mid

thirties. She had Friedreich’s Ataxia and was a wheelchair user. Other 

members of her family also have the condition. She attended a mainstream 

school but left at the age of 18 without obtaining an Inter Certificate. At the 

time of this interview she had worked in the Sheltered Services for fifteen 

years.

i. Karen: Karen was a woman in her forties who was a wheelchair user.

During the interview she noted she had worked in the Sheltered Occupational 

Services for twenty four years. In recent years, however, she had attended 

evening courses and wished to go to university. She was raised in a convent 

for children with disabilities since the age of twelve. She was married for the 

second time, having remarried ten years after her first husband died from 

Friedreich’s Ataxia. At the time of the interview she was living in local 

authority accommodation in the city centre but was waiting to receive 

confirmation of a new, accessible house that was being built for her and her 

husband.

These two Case Studies were chosen as it was anticipated that they, by virtue of their 

distinctive locations, may allow the rese^cher access to the private personal 

experiences of disability, of very differently situated disabled people. It was anticipated
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that participants drawn from the BWC, by virtue of the fact that they worked and 

received services from a specialist disability service provider, would have little contact 

with mainstream services and thus be more distant from mainstream society. 

Alternatively, it was anticipated that participants drawn from DPAI would be ‘more 

politicised’ as this organisation prioritises lobbying for the rights of disabled people. 

The DPAI, as a rights-based organisation of and for disabled people, promotes the 

identity, rights and choice amongst disabled people, actively lobbying to secure the 

citizenship interests of disabled people in Ireland.

It is important to note, from the outset that this research acknowledged that the criteria 

for identifying these Case Studies was artificial. Despite this, to avoid simply carrying 

out additional unrefined Sample Studies, it was believed that the application of the case 

study methodology to these locations could potentially yield some interesting results.

At the point of designing the research it was believed that such Case Studies could 

highlight key universal discourses of disablement in the private sphere that could 

generate collective investment by disabled people generally. Stake (1995) reminds us 

that the value of Case Studies is that they enable us to understand issues or questions in 

relation to the wide range of processes going on around them. Thus, Case Studies 

enable us to understand complex, holistic patterns that underpin issues and that cannot 

be reduced to singular causes (see also Yin, 1994: 13). It was anticipated that common 

issues of personal social and personal private experiences of disablement would emerge 

through both studies that could demonstrate areas and issues in the private sphere in 

need of universal political, private sphere analysis. However, during the interview 

process, broad questions and issues of social, economic oppression continued to be 

discussed as it was important to not limit the interview process to only the personal and 

private experiences of oppression. Indeed, such discourses were both sought and 

allowed to emerge generically through the discussions.

A list of ‘guiding’ questions was used to focus the interviews and to ensure that 

participants in both case studies were asked similar questions. However, as in the case 

of the Sample Study, semi-structured interviews were chosen as a method to ensure that 

participants could challenge and shape the interviews and the researcher’s 

understanding of the issue of social disablement. Indeed, each of the participants 

brought a unique interpretation and understanding of what they believed were the key 

issues of disablement as they experienced it, and their efforts to challenge and 

overcome these instances and experiences. All interviews were fully transcribed and
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copies were offered to all participants. Two people requested copies but did not wish to 

change or add to the transcripts. One person sent a letter following the interview to 

reiterate many of the points she had raised during the interview. These points were 

discussed in detail in a follow up telephone conversation.

Transcripts of all thirteen interviews were interrogated using thematic, critical 

discourse analysis. The data generated from each Case Study was initially analysed 

separately. The analysis of each study initially involved identifying codes to account 

for the varied accounts and experiences of personal and private sphere oppression as 

offered by the participants. The generating of these codes was initially informed by the 

growing literature in disability studies that critiqued the socio-political, public sphere 

interest in the social model (see Thomas, 1999, Shakespeare & Watson, 2001). 

However, once the analysis process had begun it was clear that the richness of the data 

would provide for more contextual codes. To effectively reflect this, a significant level 

of commitment was given to familiarising oneself with the breadth of the data at hand. 

This familiarity enabled the researcher to refine and give clarity to the issues emerging 

through the data, and to represent more succinctly the experiences as accounted for by 

the participants. Although each case study was analysed separately, it later became 

evident that in order to identify and provide examples of universal, collective private 

sphere discourses of disablement, these two studies would need to be jointly analysed.’® 

Again, as also noted in section 2.3.2, the final analysis presented in chapter seven does 

not definitively represent all the personal and private sphere discourses of oppression as 

offered through the Case Studies, but attempts to provide a broad account of the 

complexity, and indeed critical importance that needs to be ascribed to the 

politicisation of personal, private sphere contexts to disablement.’’

At the point of preparing for these interviews it had not been expected that the data from both 
Case Studies would be so similar. Indeed, it was expected that there would be more clear 
distinctions between these groups. As the analysis in chapter seven shows, although there are 
subtle distinctions relating to peoples access to social capital, the issues and priorities do share a 
collective commonality.

During the interview there was clearly evidence of participants using and internalising the 
principles and discourses of the social model. The aim of chapter seven is not to deny this, but 
rather to prioritise analysing the personal, private sphere discourses of oppression as offered by 
participants, and to provide for the beginnings of the acknowledgement and politicisation of 
these discourses.
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2.4 Placing this Study in the Context of the Emancipatory Research

Paradigm

As noted at the beginning of section 2.3 committing to undertaking emancipatory 

research is a daunting prospect. Indeed, many prominent researchers in disability 

studies have experienced difficulties in successfully applying and complying with the 

principles of the emancipatory research paradigm, including Oliver himself (see 

Campbell & Oliver, 1996). Therefore, from the outset of this study it was decided that 

all efforts would be given to ensuring that this thesis committed to using the principles 

as a methodological frame. This decision was given further encouragement having 

reflected on the observations of Maguire (in Vernon, 1997: 174) when noting 

“transformation is a process, not a one time event”. Even Barnes (2001) notes it is 

important to remember that doing emancipatory disability research cannot and should 

not be considered in terms of a unitary project or, indeed, a group of projects, but rather 

as an ongoing process.

As previously discussed in section 2.2.1, both the first and last principles of the 

paradigm, namely commitment to the principles of the social model and the need to 

adopt a plurality of methods, are easily adopted and are explicit in terms of the content 

and direction of the thesis. The second principle of the paradigm, the need to abandon 

claims to research objectivity is, as also noted in section 2.2.1, bound to the 

researcher’s commitment to the social model, as both provide the epistemological 

standpoint for disability research, and it is argued, for this study. This study explores 

the usefulness of the social model in the Irish context through the analysis of primary 

data and through critical discourse analysis of policy documents. Although providing a 

critique of the model, this thesis does not propose abandoning the model, but rather to 

strengthening its political scope. From the outset, therefore, this thesis was eager to 

explore the areas, practices and structures of disablement that continue to compound 

people’s sense of alienation and oppression. In being explicit in terms of this intent of 

the research, this research from the outset fronted its intent to address the social 

oppression of disabled people, and thus in this way abandoned claims to objectivity. 

Alternatively, the thesis does in part use a mixed method approach as set out in the 

sixth principle of the emancipatory paradigm, adopting the method of critical discourse 

analysis of secondary data and the production and analysis of primary, qualitative data. 

Notwithstanding these explicit uses of the paradigm, this research did encounter a
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number of difficulties in completing and complying with the remaining three 

principles.

With respect to the third principle of the emancipatory research paradigm, namely that 

disability research must impact upon the material disadvantage and political struggle of 

the disabled community, difficulties aligning to the paradigm in practice did occur. 

Trained in the discipline of sociology, the primary skills that this researcher can bring 

to the table are in the form of intellectual action, and an ability to critically deconstruct 

and problematise structures and practices of disablement in the social world 

(Shakespeare, 1997b: 252). As Shakespeare (1997a, 1997b) notes, this form of action 

differs greatly from that of political activism, which is the bread and butter of the 

disability movement. As the discussion in section 2.3 has demonstrated, the analysis of 

primary data and the policy-related material in this thesis conmiitted to demonstrating 

the use and usefulness of the principles of the social model, whilst also identifying 

issues of oppression that continue to persist and impact on the experiences and 

locations of disabled people in Ireland.

This thesis, however, did not set out to inform policy directly per se, but to reshape and, 

possibly re-sensitise, those researching and lobbying in the area of disability to issues 

of disablement. Thus, if this study is judged in terms of its ability to identify and 

analyse areas of disablement in the social world, or in terms of contributing to and 

deepening the political discourses of the social model, then it will surely be deemed 

emancipatory. If it is to be judged in terms of its immediate impact on the political and 

policy arena, as the third principle insists, it will most definitely fail. It can only be 

hoped that fifteen years on from when emancipatory disability research was first coined 

(Oliver, 1992; Zarb, 1992; Barnes, 1992), and in light of the difficulties both activists 

and researchers have faced in successfully applying the emancipatory paradigm to the 

practice of research, there is greater understanding of the varied disciplines that can 

play varying roles in developing the emancipatory project. As Shakespeare (1997b:

252) notes:

Intellectual activity contributes to a climate in which change becomes possible

and offers theoretical support to practical debate.

There were also significant difficulties encountered in terms of complying with the 

fourth principle, namely redressing the social relations of the research production.

From the outset there were academic constraints that could not have been avoided. In



order to secure a place on the postgraduate programme it was expected that candidates 

would provide an overview of the intended research project as part of the application. 

Although this was in part informed by personal experience as a disabled person, this 

initial research proposal was not developed in co-participation with disabled people.

This conflict between academy and activism is also explicitly fronted as an issue by 

Shakespeare (1997b) who argues for the need to have a clearer understanding of the 

line that distinguishes the academic and academic value, from that of active research 

and activism. He argues that political action achieves change whereas intellectual 

activity contributes to the environment wherein change can be achieved (ibid: 252). In 

defiance of co-participation, Shakespeare (1997a: 186), although he welcomes the 

advice and feedback from participants, insists that he would not want to be held 

“accountable to anyone other than my publisher and my conscience”. In fact he asserts, 

he does not “really care” whether his work is rated emancipatory research, arguing that 

it is to his own individual and ethical standards as an academic that he judges his work.

In addition to this distinction, Shakespeare also strongly argues for the need for a 

clearer understanding of the researcher’s accountability. As he suggests, academics 

have the “luxury of reflection”, and the possibility and skills to look at the issue from 

many viewpoints (1997b: 250). Although he commits to exploring issues of 

disablement, as an academic he believes he has a “duty to be critical, to raise questions 

and consider issues which may have been overlooked in the heat of political debate” 

(ibid: 250). Thus, he insists on the need to protect the independence of the researcher, if 

only to attempt to counteract the “risk of an orthodoxy being established, or dissenting 

voices being marginalised, or challenging opinions being ignored” within both 

disability studies and the movement (ibid: 249).

It is suggested the methodology employed by this thesis sits somewhere in between 

Goodleys (1997) stringent efforts to produce emancipatory research, and Shakespeare’s 

rejection of the principle of co-participation. As chapters six and seven wiU 

demonstrate, this thesis does not accept the socio-political discourses of oppression that 

separate issues of the personal private sphere oppression from the politics of 

disablement. Therefore, it does not comply with what Shakespeare has termed the 

‘orthodoxy’ in the social model, and rather turns towards, rather than strengthens the 

gaze away from, the individual and individual locations of disabled people.
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Furthermore, the research was not developed in participation with disabled people. It 

did, however, in recognising the importance of truly reflecting the experiences and 

contexts to the lived reality of disability, seek to engage with the views and opinions of 

the participants. This is not to say that this was satisfactorily achieved however. In an 

effort to deepen the analytical intent of this study, as noted in section 2.3.3, within the 

first eighteen months, a Sample Study was completed, which included four semi

structured interviews with people with physical and sensory disabilities and one person 

with a specific learning disability, high-functioning autism'®.

It was always intended that the findings of this Sample Study would shape the direction 

of the thesis. Chapter five provides an analysis of the data generated through the 

Sample Study and, it is hoped, demonstrates how the findings from these interviews, 

namely the issues of oppression that occur within the personal social and personal 

private contexts, put shape and direction to the Case Studies and the remainder of the 

thesis. As noted, all interviews were fully transcribed and participants were asked to 

comment or contribute further to the thesis. Participants in the Sample Study 

understood that their interviews were to form part of shaping the thesis, and this issue 

had been discussed at the point of initial contact with all participants. However, as 

previously noted, despite this, all participants declined the offer of responding to the 

transcripts or feeding into the study, a drawback to co-participation that was also noted 

by Campbell and Oliver (1996). The remaining thirteen interviews that spanned the two 

Case Studies discussed in section 2.3 and chapter seven of this thesis were based on 

these interviews. Again, most participants declined the offer to comment on copies of 

their transcripts. One participant from the Disabled People’s Agenda of Ireland did 

provide a follow up letter to clarify a number of points she had raised during the 

interview. Following a telephone conversation she said she was happy that the initial 

interview had expressed these clearly.

Therefore, although efforts were made in this study to engage disabled people in the 

research development, it is clear that these efforts would not be seen as redressing the 

social relations of research production. The research was not designed directly in co

participation with disabled people. It did not develop in a constructed way from the 

collective decision-making and prioritisation of issues by disabled people. However,

The data generated from the semi-structured interview with a participant with high- 
functioning autism was not included in the final analysis o f this study as the remaining 
seventeen participants all had physical and sensory disabilities.
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this research did place specific emphasis on ensuring, as feminists argue, that the 

quality of the relationship between the researcher and participant was open and 

friendly, and attempts were made at all points in the research design and process to 

ensure that participants felt free to shape the discussion in the interviews (Mercer,

2002; 243). Efforts were also made to ensure that the participants felt comfortable to 

ask questions of the researcher as to the nature of the Ph.D. and the participant’s 

interest and reasoning for this study. At times both the researcher and participant as 

disabled people spoke freely about personal experiences of disablement, relationships 

with families, issues of sexuality and so forth. In a number of instances the participants 

asked for specific areas of the conversations to be removed from the official transcripts, 

requests that were always respected. Conversely, there were many times when 

conversations would spark up after the ‘interviews’ had officially ended and, with the 

pemiission of the participant, the tape recorder would be switched back on. Although 

by no means demonstrating that this research was in keeping with the principle of co

participation, it does outline an explicit intent to ensure that the interview experience 

was shaped by the participant’s own interests and their interview boundaries.

Finally, and not unrelated to the principle of redressing the social relations of research 

production, the fifth principle commits to ensuring that research production gives a 

voice to the personal as political, whilst collectivising the “political commonality of 

individual experiences” (Stone & Priestley, 1996: 706). As will be argued in chapters 

three and six, the strength of the social model to date is largely due to its ability to 

provide universal discourses of oppression that collectively present individual 

grievances and thus enables collective investment by disabled people. This principle 

places the responsibility on the researcher to “collectivise findings by drawing together 

diverse personal experiences in the analysis” (ibid: 710). Through the representation 

and validation of these collective findings with the participants it is expected that both 

the researcher and the participant are empowered in terms of coming to the point of a 

shared understanding and a shared political conviction. It is expected, therefore, that 

although researchers may be charged with this responsibility they themselves are still 

bound to the “chosen frame” that has been validated by the disabled people’s 

movement and against the principles and discourses of the social model (ibid: 10).

The findings of this thesis would suggest, however, that the expected outcomes as set 

out by the emancipatory research paradigm are idealistic and do not reflect the diversity 

of the political locations of disabled people, or their varied capacity and engagement
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with the social model. As already noted in section 2.2, writers such as Walmsley (2000) 

point to the fact that issues of impairment, such as intellectual disabilities, may have 

implications for the person’s capacity in terms of contribution or politicisation. 

However, as chapters five, six and seven of this thesis will argue, the question of 

capacity is not only relating to impairment per se, but to people’s distance from what 

Stone and Priestly (1996) argue is the disability movement, and what this thesis would 

suggest is mainstream society and the public sphere. As chapter six and seven will 

argue, for many disabled people the lived reality of disablement is not necessarily about 

one’s denial of access to the public sphere (i.e. education, employment or housing), but 

rather their distance from the public sphere and the opportunities and challenges 

available to them as citizens. As these chapters wiU argue, the continued practices of 

infantilisation, denial of appropriate levels of self-determination, and issues of 

vulnerability are the pressing political issues that shape the lives of many disabled 

people, and the almost complete denial of this by many working within the social 

model means that these contexts to disability continue to persist and that many people 

with disabilities become increasingly distanced from the political agenda of the social 

model. How then can this research return to participants and report that the findings 

suggest that the key issues of disablement emerging through this research related to 

people’s levels of political engagement and practices of infantalisation?

In predicting that such issues can emerge through the research process, Oliver points 

out that we must be clear that the task of emancipatory research is not to help people to 

understand themselves better, “but to develop its own understanding of the lived 

experiences of these subjects” (1992: 111). In a slightly more useful way. Stone and 

Priestly (1996) suggest that in the face of such challenges it is important for researchers 

to revert to their political and theoretical standpoint. As they argue, this approach 

would not suggest that the research, or indeed the researcher are failing in their 

obligations under the emancipatory paradigm when such findings emerge, “since taking 

the initial decision to adopt a social model of disablement as the theory which drives 

our research is in itself taking an important step in establishing our commitment to the 

disability movement and transferring a degree of control to disabled people” (ibid:

711). But, this thesis would suggest that even this response is, in itself, flawed. If one is 

forced to revert to a theoretical framework, namely the social model that it is argued in 

chapter six is in itself part of the perpetrator for the continued non-politicisation of 

private sphere oppression, how useful can this framework be to the research process? 

Although this thesis does revert to the research tactic advised by Stone and Priestly
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(ibid: 711), this, it is suggested, does not provide a satisfactory resolution. In 

attempting to develop a more proactive respoase, chapter six will propose a more 

enhanced theoretical framework by which to address issues of disablement, and 

recommendations for further, more specific empirical research will be briefly discussed 

in chapter eight

2.5 The Issue of Reflexivity

Before concluding this chapter on the methodology, it is important to reflect on the 

position of the researcher in this thesis. Doane (2003) suggests that reflexivity is about 

ensuring that one is the best researcher that one can be. Whilst I agree with her, 1 would 

suggest reflexivity is more importantly about being explicit about one’s intentions and 

interest in the question at hand, and demonstrating that as a researcher you 

acknowledge your role in creating the story that you are telling.

As a disabled person researching disability, the question of reflexivity is a pertinent 

one. Those working within the social model and committed to the emancipatory 

research paradigm could argue that as a disabled researcher, my own personal 

experiences should bring sensitivity to the research process, and enhance my 

commitment to the principles and discourses of the social model. This is certainly true. 

However, as this thesis suggests, disabled people are not a homogenised group. Clearly, 

therefore, my personal experiences of disablement at times were very distant from the 

experiences of the people that agreed to participate in my study. The need to 

acknowledge this was very important, especially in the coding process, as issues of 

politicisation and capacity are not equal for all people or participants.

However, this author would also suggest that as a disabled researcher researching 

disability issues, it is important to acknowledge the benefits that 1 have gained from 

completing this study. As Shakespeare (1997b) has noted there are the professional 

benefits of course; producing academic work does of course result in academic 

acknowledgement. The personal benefits that I have gained from this research, 

however, are more related to the development of a disability identity. Acquiring a 

disability in my late teens has meant that developing a disabled identity was a learning 

process. Through the selflessness of the participants in this study I feel they have 

brought me on a journey, one that has helped me to understand my position as a
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disabled person, admire the determination, and ultimately understand the necessity to 

develop a strong and useful politics of disablement.

Therefore, it is argued that the issue of reflexivity is an essential element to the research 

process. It forces the researcher to acknowledge the investment of participants, and I, as 

the researcher, have an obligation to ensure that I can use my skills to provide a more 

sensitive insight into the critical issues that continue to persist and disable people.

2.6 Concluding Comments

This chapter provides an overview of the methodological considerations that framed 

this thesis. Section 2.3 provides an account of the empirical studies carried out to 

address the question at hand. This included outlining the research methods employed, 

the process of accessing participants or data for analysis, the tools applied to analysing 

the data, and identifying how the findings from the empirical studies contributed to the 

development of the thesis. This chapter, however, also explored the position of this 

research within the advocated disability research paradigm, namely emancipatory 

research. In exploring both the direction and challenges this has posed, this chapter has 

teased out some of the methodological considerations, such as issues of objectivity, 

benefits of research for the disabled community, and the question of politicising the 

personal, that have shaped the research design. Having outlined the shape of the thesis 

the following chapter will provide a review of the literature in disability and explore the 

contemporary debates that have framed, and continue to frame the theoretical 

considerations of the social model.



3 Outlining the Theoretical Parameters of the Social

Model

3.1 Introduction

This chapter will through a review of literature provide an overview of the theoretical 

framework that is sustained by and supports the principles and discourses of the social 

model. In so doing this chapter will sketch an understanding of the theoretical scope of 

the social model, one that has been fashioned by disability activists and academics 

alike. This chapter does not necessarily critique these theoretical arguments, as chapter 

six will provide for this. Rather, the aim of this chapter is to review the orthodox 

position of the social model and to posit a clear understanding of the scope, nature and 

intent of the model so that chapters four and five can evaluate its use and usefulness in 

the Irish context.

Before commencing on this literature review it is useful to recall C. W. Mills (1959) 

observations, that is that in attempting to understand the relationship between the 

individual and society the sociologist must distinguish between ‘a public issue’ and ‘a 

private trouble’. By applying the ‘sociological imagination’. Mills (ibid: 14) argues that 

the sociologist can traverse issues and considerations from the most impersonal of 

public issues to the most intimate in the private sphere, and indeed to see the 

relationship between both of these. This is an important skill that will be employed in 

this study. Over the next six chapters the ‘disability’ issue will be explored both in 

terms of its current position as a public grievance, to an analysis of its individual 

context and experiences. As Barton (1998: 54) notes, applying such an “approach to the 

study of disability provides an alternative perspective in which individualized, 

homogenized and disablist conceptions of policy and practice are subject to critical 

analysis”.

However, it would be remiss to start a discussion on the theoretical scope of the social 

model without first acknowledging that the terms ‘the social model’ and ‘theory’ are 

for some an uncomfortable fit. The fact is that those within both the academy and the 

movement continue to debate the actual purpose of the social model. Although there is
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unanimous agreement that the model has an important role to play in developing the 

collective consciousness of disabled people, for some the model is a tool by which to 

identify and address practices and structures of social oppression as opposed to a theory 

of disability. Oliver (2004b: 11) repeatedly insists that the social model was developed 

as a “practical tool, not a theory, an idea or a concept”. He criticises the ongoing 

debates around the adequacy of the model to provide a comprehensive theory of 

disability “rather than attempting to use it to produce social and political change” (ibid: 

11). Others, however, disregard these claims and, in articulating the social model as a 

theory, criticise social model theorists for their inadequacy in terms of addressing 

issues such as impairment or the diversity inherent in the disability community (see 

Corker and French, 1998; Corker and Shakespeare, 2002; Thomas, 1999, 2001). 

However, Barnes et al, (1999: 67) provide some resolution to these debates by 

suggesting that the social model provides the “central inspiration” for the emergent 

disability theory, “informed by a socio-political approach”, highlighting “the barriers 

and constraints erected by disabling society”.

In placing this thesis in context to such debates, it is accepted that the social model is 

indeed the central inspiration for the existing work in disability theory. The model 

provides for a specific way of seeing the phenomenon of disability that is not person or 

impairment specific, as traditional theoretical frames would have argued. As Thomas 

(2002: 28) suggests, the model demands acknowledgment of “the political and 

conceptual struggles involved in its achievernents, or of those yet to come in the 

advancement of the social status of disabled people and the related theorizing of their 

social position”. Therefore, although its genesis may have been in the practical roots of 

disability struggle, the capacity of the model to provide and support new, innovative, 

and empowering ways of understanding and addressing issues of disablement caimot be 

ignored.

However, although the social model is increasingly recognised as the orthodox position 

on disability (see Barnes, 2003), it would be wrong to assume that the academy has 

totally ignored the question of disability prior to the genesis of the social model. Before 

outlining the core principles and related discourses of the social model in sections 3.3 

and 3.4, it is important to considerer the traditional relationship that has existed 

between, as is the case for this chapter, schools of sociology and the issue of disability. 

This will not simply provide us with an understanding of the theoretical debates that 

have anchored an individualised interpretation of disability, but it should also expose
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the continued relational context that exists between the individual and social models of 

disability.

3.2 The Individual Model of Disability

Oliver (1996a) suggests that the individual model of disability emerged as the result of 

a complex network of disabling relations and interactions. Indeed, these relations and 

interactions can be understood to operate at what Turner (1987) has termed the 

individual, social, and societal levels of sociological interest, resulting in the pervasive 

perception of disabled people as pitiful, dependent, and not fully human. Oliver (ibid: 

34) explains this by listing a number of characteristics of the individual model of 

disability that can be represented as follows:

The Individual M odel

Personal tragedy 

Personal problem 

Individual treatment 

Medicalisation 

Professional dominance 

Expertise 

Adjustment 

Individual identity 

Prejudice 

Attitudes 

Care 

Control 

Policy

Individual adjustment.

Although those working in the area of disability studies easily employ the term ‘the 

individual model’, this conceals the layered, and indeed diversity of interpretations and 

theoretical approaches that underpin the individual model. It also simplifies the reasons 

why those working in the area of disability studies take issue with the various 

traditional theoretical approaches. For instance, those who adopt a functionalist 

analysis to disability, by focusing on individual incapacity and dysfunction, are
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criticised for ignoring the social and societal determinants to health and disability. 

However, and in contrast, those who employ a social interactionist perspective, whilst 

they may demonstrate a better understanding of the relationship between impairment, 

disability and society, are criticised for failing to expose the political contexts 

underpinning and sustaining these relationships (see Nettleton, 1995). And then, of 

course, there are the reflections of these theoretical approaches in different schools of 

sociology, such as medical sociology or the sociology of health and illness. Thus, the 

intention of this section cannot be to provide a developed critique of all these 

influences to the individual model, but rather to demonstrate briefly how such 

theoretical approaches and schools of sociology have shaped a very specific 

contemporary understanding of disability that is now coined by disability theorists as 

the ‘individual model’.

It is possible to suggest that a central influence underpinning these theoretical 

approaches and schools of sociology has been the biomedical agenda that places 

impairment at the centre of its analysis. Williams and Busby (2000: 170) suggest within 

the biomedical discourse it is this “biological reality of impairment” that is taken to be 

the prerequisite for all forms of illness and disability. The central thesis underpinning 

the so called biological reality of impairment accepts that although ill-health or 

disability may be the result of external factors, such as ones class or ones work 

environment, disability becomes manifest and is situated within the individual body. 

Traditionally, therefore, interventions were targeted primarily at the functioning 

limitations of the abnormal body, and indeed the afflicted person and their need to be as 

normal as possible. A number of key assumptions have dominated medical ideology 

and practice since the end of the eighteenth century. Atkinson attempts to summarise 

the biomedical model as follows:

It is reductionist in form, seeking explanations of dysfunction in invariant 

biological structures and processes; it privileges such explanations at the expense 

of social, cultural and biographical explanations. In its clinical mode, this 

dominant model of medicine reasoning implies: that diseases exist as distinct 

entities; that those entities are revealed through the inspection of ‘signs’ and 

‘symptoms’; that the individual patient is a more or less passive site of disease 

manifestation; that diseases are to be understood as categorical departures or 

deviations from ‘normality’ (Nettleton, 1995: 3).
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Clearly, aligning disability with medicine and medical intervention has led to a very 

specific positioning of the individual or patient. The person is separated from the 

deviant body, the social and material determinants of health and illness are largely 

neglected, and the truth and knowledge of the practitioner are understood to be both 

rational and non-political. Thus, those working within disability studies would argue 

dominant medical ideology locates the problem of disability within the body, 

individualising the experience of impairment by articulating it as a personal tragedy 

(Oliver, 1990: 34). As Bury (2000: 179), one of the key figures in medical sociology, 

has noted.

The denial of any casual relationship between illness, changes in the body, and 

disability comes up against the daily realities experienced by the chronically 

sick and those who care for them, whether in the community or in health care 

systems...The point needs to be stressed... that in any overview of disability in 

modem society, chronic illness remains its most significant cause.

Thus, the influence of the biomedical agenda translates abnormality, illness, or loss into 

a level of incapacity that equates to a level of professional intervention. This positions 

the individual in a passive role, dependent on the supports available via the allied 

health professionals. People are encouraged to view their condition as abnormal and to 

actively seek help from such professionals. In this spirit of biological determinism 

bodies, and notably disabled bodies, become objectified and known due to the truth of 

medical knowledge and its deconstruction of the body. Within this framework medical 

hegemony is legitimised through the techniques of biomedicine (such as examination, 

surveillance and surgery) and how these work on and through the passive, deviant, 

impaired body (see Foucault, 1975).

Thomas (2002: 40), echoing Atkinson, suggests that the essential focus of biomedicine 

is on the “individual deviations of the body and mind from socially recognizable 

norms”. Thus, it is the impairment that is considered to be the central location for 

intervention. According to the ideology of the individual model, disability and 

impairment are understood as one and the same, and effective biomedical classification, 

intervention, and treatment as the essential responses to the presentation of disability. 

Thus, the stress on the abnormal biophysical condition is done at the expense of a 

heterogeneous, socio-political, and economic understanding of people’s experiences of 

health, illness, and disablement.
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Due to its interest in the social relational aspects of society, it could be expected that 

the discipline of sociology would have a great deal of interest in the social phenomenon 

of disability. However, mainstream sociology has in truth been largely silent on the 

disability issue, choosing historically to address disability in two distinct ways. On the 

one hand the disability issue was addressed through the functionalist vein of medical 

sociology (which was positivistic in nature), analysing disability in terms of the 

prevelance of conditions and the need to rehabilitate individuals. Alternatively, the 

discipline of sociology has, under the influence of the social interactionist perspective 

and its reflection in the sociology of health and illness, paid significant attention to the 

social presentation and interpretation of abnormal bodies, and the development and 

positioning of discredited individuals and groups in society. In order to fully appreciate 

the contours of the individual model it is necessary to pay due consideration to these 

theoretical approaches, and thus show how they have identified, influenced and, at 

times, played a role in legitimising a very specific way of knowing disability in 

contemporary society.

3.2.1 The Functionalist Perspective

Traditionally, in medical sociology, interest in disability is exercised by exploring the 

prevalence and manifestation of conditions within and across communities.*® Drawing 

heavily on the functionalist perspective this form of analysis has reconciled the tragic 

nature of the personal experience with the social and economic states of illness and 

disability. Implicit in this is the need to uncover the relationship that exists between ill- 

health on the one hand and the capacity of one to work and/or fulfill modem social 

obligations on the other (Nettleton, 1995; Annandale, 1998).

Medical sociology has long been interested in the social inequalities in health. It is recognised 
that poor people die younger than those who are rich: they are more likely to suffer from 
diseases such as cancer and disabilities and these appear disproportionately in poorer 
populations. As Nettleton (1995) acknowledges, social class, unemployment, race, gender and 
geographical location all impact upon a persons access to material resources, living and working 
conditions; accordingly patterns of health illness and disability can be seen to relate to these 
variables. In the Irish context, the Living in Ireland Surveys reflects this interest in 
epidemiological studies.
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The work of Parsons (Annandale, 1998) on the sick role,^” and others such as Siegler 

and Osmond (1978) (in Barton et al, 1999) on the ‘impairment role’, exemplify this 

approach, focusing their investigations on the individual capacity and responsibility of 

ill or disabled people to recover, participate, and be of value to society. Parsons’ 

analysis of the ‘sick role’ assumes that illness is primarily an individual problem, 

placing the emphasis on individual conviction to recover; however, the sick role also 

demands that people both seek and gratefully accept professional intervention, thus 

ratifying the “truth” of medical knowledge, and the bio-medical project. In coining the 

term ‘sick role’. Parsons contends that people with serious illness are conferred both 

rights and responsibilities. As a right they are exempt from normal social obligations 

and are not expected to recover, or achieve recovery, as a result of personal 

intervention and self-management. However, coupled with these rights are 

responsibilities: people are expected to view their condition as abhorrent and to seek 

help from medical professionals.

Others working within the field of functionalist sociology have developed Parsons’ 

work on the sick role. Sociologists such as Gorden (1966) and Siegler and Osmond 

(1974) (in Barton et al, 1999: 41- 42) applied Parsons’ framework to the notion of the 

‘impairment role’, distinguishing their work from his by insisting that those with 

impairments cannot recover, despite diligent attention to medical advice. However, as 

with the earlier work of functionalist sociologists, this disability specific approach also 

failed to question the very category or indeed the very agency of the group identified as 

the disabled. As Barton et al (ibid: 41) suggest, the impairment role is difficult to leave 

and is almost certainly a permanent condition, signifying “loss of ‘full human status’ 

and denoting ‘second class citizenship’ (ibid: 41). In such instances people are 

expected to seek ways of making the best of this permanent position of incapacity, and 

to assume as much of their earlier responsibilities as is individually possible. More 

recently, however, sociologists such as Arthur Frank (1995) have criticised Parsonian 

sociology for presenting the patient as a passive recipient, and fronting the agency 

exercised by people with long-term illness. Accordingly, Frank argues that patients

20 Annandale (1998) suggests that the sick role is predicated upon four defining features, two of 
which bestow rights on the sick person (exemption from normal roles and from blame), and two 
of which can be understood in terms of obligations (namely to get well and to seek and accept 
professional help). In recognizing the limitations of the sick role, she urges us to view this 
typology as a “pure type” rather than a literal empirical description of stages of illness and 
rehabilitation (Ibid: 10).
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with long-term illnesses are active creators of new selves and life opportunities, 

suggesting that illness and disability can have both positive and negative outcomes.

Despite this, however, the functionalist perspective generally does not acknowledge the 

lack of agency or contested citizenship of disabled people. Neither does it account for 

the social factors that compound the experience of disability. Rather the efforts of the 

functionalist perspective are concerned primarily with the person’s lack of capacity and 

the need to facilitate a form of social recovery that will at least minimise the disabling 

effects, ensuring a level of social productivity and participation. As the sick/ 

rehabilitation role proposes, the solution to such affliction lies in the efforts to cure or 

rehabilitate the unfortunate individual. Accordingly, to be bom with or to acquire 

impairment requires an allied professional response, demanding individual intervention 

from doctors, psychologists, and educationalists. Through such interventions 

practitioners may make reference to the broader social and economic determinants on 

disability on the person. Yet it is noted that these concerns are rarely central to the 

proposed interventions (Lupton, 1994; Thomas, 2002: 41; Williams & Busby, 2000).^’

3.2.2 The Social Interactionist Perspective

Although the work of medical sociology has failed largely to question the ‘truth’ of the 

disabled condition, and, crucially, the individual experience of health, illness and 

disability, this is not true of all mainstream sociology. The loss of self, or indeed 

interest in the self, in the functionalist analysis of health and illness has spawned a 

significant level of interest from those working in the field of interactionist sociology, 

most notably in issues pertaining to the social manifestation and management of 

deviant bodies. Whilst it is not possible to pay due attention to the large body of 

interactionist scholarship here, it is important to note that its key concerns are with the 

social context of health care and, indeed, the individual experience of health and 

systems of health (Annandale, 1998: 22). Despite the significant differences between 

interactionists, all agree that the key responsibility of interactionist sociology is to resist

21A range of criticisms have been levied on Parsons and his concept of the sick role. Whilst 
some (e.g. Lupton, 1994) suggest that entry to the sick role is shaped by considerations of race, 
gender, class etc, which is absent from Parson’s analysis, others suggest that many health 
conditions are not value neutral and are subject to stigmatization. Alternatively, others argue 
that the sick role assumes a willingness, and capacity to rehabilitate or recover this is not always 
the outcome, or indeed viable. The deviance ef non-compliance, or indeed, inability, as is the 
case with disability and impairment to comply, is not addressed through the sick role.
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the positivistic tenet underpinning organisational responses to health, illness, and 

disability. As Bums (1992: 25) suggests, “it is only in individual behaviors that it is 

possible to observe the nature and working of the social institutions and structures that 

we have- or have not- fabricated for ourselves”.

This acknowledgement of the implications of social processes and structures’ on 

individuals reflects earlier interests of social interactionists, such as Goffman (1968). 

His work on stigma has been very influential in the area of interactionist sociology and, 

initially, it looks promising in terms of providing a comprehensive analysis of the 

experience of disablement. According to Goffman the term ‘stigma’ was traditionally 

used to account for blemishes of the flesh that denote moral inferiority. He argues that 

moral inferiority relates the application of stigma with the moral value system of a 

society, a system which “may be fully entrenched nowhere” but yet “can cast some 

kind of shadow on the encounters encountered everywhere in daily living” (ibid; 153). 

Thus he suggests evidence of a stigma results in the segregation of those individuals 

with stigmas from the rest of society. As it is essentially a way of knowing oneself in 

others and others in oneself, the branding of stigma, therefore, occurs as a result of 

“situational considerations” and through the processes of social interaction (Oliver, 

1996b: 22). Hence, as Goffman himself has argued, the stigmatised individual is “asked 

to see himself from the point of view of a second grouping: the normals and the wider 

society that they constitute” (1968: 139-140).

Goffman's thesis suggests that the dilemma for individuals is not necessarily centered 

on the stigma, or in this context disability, but rather, the individual issue of managing 

social encounters and ones personal recovery from spoiled identity. In this way, and 

reflecting the individualism inherent in the functionalist perspective, the responsibility 

is then placed on the stigmatised, and not the stigmatiser to ease the inherent tension of 

social interactions which identify and label ‘the disabled’ as abnormal and tragic. On 

the one hand, therefore, interactionist scholarship illuminates the social and cultural 

processes that underpin the ideology of the personal tragedy of disability, successfully 

separating the body from the experience and the labeling of stigma. On the other hand, 

however, this focus on the creation of spoiled identities does not fully release the 

individual from the responsibility to ‘normalise’. Goffman’s approach fails to question 

the very existence of the ‘stigmatised’ category, or for this research, the disabled (see 

Oliver, 1996b; Hughes, 2002; Barnes et al, 1999). This lack of politicisation takes the 

passivity and inferior status of the disabled individual and the stigmatised group as a
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given. As a result, his analysis fails to critically engage with issues of non-biological 

causality and thus move his study beyond the personal tragedy theory of disability. 

Indeed, in leaving the social categories of the ‘normal’, ‘alien’, or ‘stigmatised’ 

unchallenged, it can be argued that Goffman’s research merely reinforces the 

“pervasive two-role social process” predicated on the normal/abnormal dichotomy 

(1968: 163).^^

Cotemporary theorists working in the area of health and using an interactionist 

perspective have tended to build upon the original ideas of Goffman. Writers in the 

school of health and illness such as Bury (1991) and Williams (1999) have explored 

issues such as “the biographical disruptive nature of chronic illness, the importance of 

narrative reconstruction, the negotiation of selfhood and identity, as well as the positive 

actions which people take in the face of their adversity” (Williams, 1999: 801). 

Accordingly, both Williams (1999) and Bury (1991) contend that it is not possible to 

write the body or impairment out of the analysis of disability as this denies, in the 

Goffman way, the significance of the body as a social signifier. Rather, as Williams 

(ibid: 806) suggests,

The body in short, diseased or otherwise, is a real entity, no matter what we call 

it or how we observe it. It also, like all other social or natural domains, has its 

own mind-independent generative structures and causal mechanisms.

Despite these arguments, however, as Finkelstein (1980) notes, although Goffman and 

others may have succeeded in making explicit the social processes involved in 

disability, within this framework the stigma, biographical disruption, or the 

management of ‘real bodies’ remains ultimately the responsibility of the individual. 

According to this criticism, as with the functionalist analysis of prevelance and context, 

Goffman’s framework is predicated on the real and tangible existence of a discredited 

or discreditable individual, as “there could be no stigmatising process unless the 

individual possessed a stigma in the first place” (Oliver, 1990: 66).

^  Of course this is not to suggest that Goffman’s (1968) work has not been used by critics in the 
social model to distinguish, and challenge, practices and processes underpinning the stigma of 
disability (see Oliver, 1990,1996).
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3.2.3 Summary

On the one hand, therefore, the individual model of disability and its related scholarly 

endeavors, clearly locates the problem of disability within the body, individualising the 

experience of impairment by articulating it as a personal tragedy, personal stigma or the 

biological disruption of impairment (Oliver, 1990: 34). It translates abnormality, 

illness, or loss into a level of incapacity that it is believed equates to a level of 

professional intervention. This positions the individual in a passive role, dependent on 

the supports available via the allied health professionals. People are encouraged to view 

their condition as abhorrent and to actively seek help from such professionals. In this 

spirit of biological determinism, bodies become objectified and known due to the 

‘truth’ of medical knowledge and its deconstruction of the body. Within this framework 

medical hegemony is legitimised through the techniques of biomedicine, such as 

examination, surveillance and surgery, and how these work on and through the 

dependent, deviant, impaired body. As Bill Hughes (2001: 24) suggests.

In the medical model of disability the construction of disability is explained as 

the outcome of the biophysical or mental deficit. This deficit brings about 

restriction or curtailment of activity, mobility or function such that one becomes 

dependent, not able to look after oneself, and therefore lacking in autonomy.

On the other hand, the individual model’s commitment to distinguishing normal and 

abnormal functioning ensures that one is not only socially recognisable as deviant or a 

victim, but that this label is internalised and shapes how people understand and present 

themselves. The values of social norms underpinning society are, however, those that 

support and further the interests and activities of the able-bodied majority. It is argued, 

disabled people are therefore continuously expected to validate their capabilities and 

their capacity to be independent and participate economically and socially in 

accordance with such norms (Abberley, 1998: 81). In this pursuit of normality, society 

can only understand disability in terms of coping, adapting, and coming to terms with 

ones loss and incapacity (Pinder, 1995). Difference is seen as an individual impediment 

to accessing education, employment, and social participation. Although the social 

implications of disability may be acknowledged, these difficulties are seen as the 

individual challenge of disability. The recognition of these difficulties, and thus 

differences, serve to remind both society and the disabled person that normal standards 

do exist, ensuring the individual is at all times “intimately alive to what others see as
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his failures, inevitably causing him, if only for moments, to agree he does indeed fall 

short of what he really ought to be” (Goffman, 1968: 147).

33  The Scope of the Social Model

Before discussing the compelling discourses provided for through the social model this 

section will offer a commentary on, what this thesis suggests, are the overriding 

principles of the social model^^. This thesis argues that these principles provide the 

high level ideological frame under and through which the social model operates. This 

frame gives direction in terms of distinguishing the discourses of the social model from 

the more traditional discourses such as the tragedy or abnormality of disability as 

perpetuated by the individual model of disability. These principles provide boundaries 

in terms of distinguishing between disability in terms of disability/ impairment, public/ 

private, socially created/ biologically determined, and discrimination/ personal tragedy, 

thus enabling those who advocate for and work within the social model to share a 

common language and approach to disability.

The social model, coined by Oliver (1990), is acclaimed as the ‘big idea’ of the British 

disability movement (Hasler, 1993). Regardless of ones theoretical standpoint, whether 

one works from a feminist, neo-Marxist or post-modern standpoint for instance, 

accepting the social model demands that one ascribes to the reading of disability as 

social oppression (Abberley, 1987). It is clear that those working from within this 

model find broad consensus in the argument that the contemporary position of disabled 

people can be related to two significant historical developments, namely the rise of the 

modem period of industrialisation and the medicalisation of contemporary society^.

This approach offers a significant break in thinking on the issues of disability and 

disablism. At its inception disability activists constructed powerful discourses of social 

disablement that challenged the consistent but varied levels of social exclusion 

experienced by disabled people. In challenging the functionalist perspective, their 

efforts recognised and were committed to the separation of impairment from the 

experience of disability (Finkelstein, 1980; Oliver 1990), drawing attention to the

^ It is important to note here that these are the author’s interpretation of the key principles 
underpinning the social model. This is not a definitive or defined list but rather the ones deemed 
most notable arising from the data generated for this research.
^ Barnes (1996: 44) suggests, however, since pre-industrialised times there has been “evidence 
of a consistent bias against people with impairments in western society”.
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social determinants of disability. As articulated in the UPIAS document, “disability is 

something imposed on top of our impairments by the way we are unnecessarily isolated 

and excluded from full participation in society” (1976:14). Within the UPIAS^ 

analysis the interrelationship between handicap, impairment and disability was 

deconstructed and the following definitions were offered in their place:

Impairment: Lacking part or all of a limb, or having a defective limb, organ or 

mechanism of the body.

Disability: The disadvantage or restriction of activity caused by a contemporary 

social organisation which takes no account of people who have physical 

impairments and thus excludes them from participation in the mainstream of 

social activities (UPIAS, 1976: 3-4).

To think, however, that theoretically or empirically the social model of disability was 

easily ratified by both academics and society at large would be to lose sight of the 

struggle and activism of a small group of disabled people and researchers. It was 

acknowledged that, in order to front a successful challenge to the dominance of the 

individual model, the model must respond to the fact that disabled people experience 

disproportionately higher incidences of poverty and unemployment than non-disabled 

people. This group recognised that such social realities were directly related to 

historical, social, material, and structural features underpinning capitalism. These 

included segregated education, inaccessible and inflexible work environments, and 

practices of institutionalisation. As Mays (2006: 153- 154) notes, twenty years on from 

the coining of the social model, economic disadvantage and marginalisation continues 

to shape the experience of disability. As she suggests, “the social and historical 

antecedents of low socio-economic status and institutionalisation prevented” disabled 

people from participating in the labour market and in public life generally. In 

identifying, and attempting to respond to these disability constants critics such as Zola 

(1982,1989,1991), Finkelstein (1980,1993a, 1993b), Abberley (1987,1992,1997), 

and Oliver (1990) sought to articulate core fundamental principles, other than those

^ The ideas underpinning the social model of disability were developed by British activists in 
the Union of the Physically Impaired Against Segregation (UPIAS). In 1976 they published a 
document, Fundamental Principles o f Disability, where the definition of disability was radically 
inverted. Many, such as Oliver (1990), would contend that the social model can be found in its 
purest form for the first time in this document, especially in the sections that reflect the specific 
vision of UPIAS.
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proposed through the medicalisation of disability, that could legitimate these collective 

experiences (Riddell and Watson, 2003; 2).

As Finkelstein (2004: 16) notes “models are constructed so that an object can be looked 

at in different ways and under different conditions.” Thus, in challenging the individual 

model, critics applying a social model understood that their initial challenge would be 

to ensure that disability could no longer be considered innocuous or non-political. It 

cannot be viewed as a biological given, or as an individual tragic problem of the mind 

or body as in the case of the traditional understanding of disability. Rather, the social 

model argues disability, and indeed dependency, are ultimately caused by society and 

the environmental and structural barriers that result in a form of ‘institutional 

discrimination’ (Bames, 1992: 20). This principle, the principle of politicisation is 

clearly articulated by Oliver (1990: 94), who argues, “dependency is created amongst 

disabled people, not because of the effects of functional limitations of their capacity for 

self care, but because their lives are shaped by a variety of economic, political and 

social forces which produce it”.

Secondly, the model makes a clear distinction between disability and impairment. In 

efforts to avoid the trend of biological determinism, the model is grounded in the 

principle that people are disabled by society and not the individual impairment- 

centered restrictions they experience (see Oliver 1990). In seeking to avoid the trends 

of biological determinism, the model provides new discourses for the experiences 

associated with the disabling implications of social structures and practices. By 

explaining the problems of disability in terms of institutional discrimination and social 

exclusion, the social model rejects the individual reading of impairment (see Oliver, 

1990,1996b; Barton et al, 1996). This principle and its related discourses shifts the 

debate away from the biomedical agenda to an abstract disembodied discourse centered 

on issues of politics and citizenship.^® The causal relationship is reversed, and the 

traditional analysis is articulated and legitimised through the biomedical and 

rehabilitative sciences becomes part of the problem (Williams and Busby, 2000: 176). 

As Tom Shakespeare (1992: 40) has argued, the achievement of the discourses of social

^ Kjellberc (2003:187) suggests that the commonplace understanding of the term citizenship 
includes three basic elements. Firstly, the concept of citizenship is based on the idea that every 
person is equal before the law. It relates to personal integrity and freedom of thought. The 
second element, political citizenship, refers to ones right to vote and participate in the political 
process. Finally, the concept of citizenship relates to the idea of social citizenship and refers to 
welfare for all, namely that each person has the right to a level of economic security, education, 
health and social services.
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disablement “has been to break the link between our bodies and our social situation and 

to focus on the real cause of disability”.

Thirdly, the social model challenges the individualism at the center of social 

understandings of disability by arguing that practices of social oppression are accorded 

against all disabled people. In response to this individualised discrimination the model 

articulates the view that all disabled people are discriminated against and are exposed 

to similar experiences of disablement, regardless of individual impairments, 

impairment effects or their social or economic location. This ‘universalism’ provides 

for the development of a collective consciousness amongst disabled people, facilitating 

them to understand their individual experiences of exclusion in terms of collective 

experiences of oppression. The principle of universalism, however, also enables critics 

and activists alike to develop and politicise strong, undiluted discourses of oppression 

that the wider disabled conmiunity can both identify with and lend their support to. 

Crucially, therefore, the principle of universalism provides for a coherent politics of 

disability based on universal discourses of oppression, which are in stark contrast to the 

individualized, fragmented or impairment centered discourses of the traditional 

individual model. The success and power of the universal principle is clearly 

demonstrated in Zola’s (1989: 401) call for a the move towards a necessary 

universalizing of policy, when he proposes,

more universal policies that recognize that the entire population is "at risk" for 

the concomitants of chronic illness and disability ...without such a perspective 

we will further create and perpetuate a segregated, separate but unequal society- 

a society inappropriate to a larger and older "changing needs" population.

Fourthly, Oliver (1996a, 1996b) notes it was timely that, at the same time as disabled 

people were struggling to redefine disability, society generally was rediscovering the 

notion of citizenship. This shift in public thinking facilitates critics and activists alike to 

argue that “disability is nothing less than the denial of basic human rights to certain 

groups within society” (1996b: 44). Barton (1993: 241) notes that the question of 

citizenship is a contested one, “raising “the issue of the nature and relationship between 

the subjective experience of self and self-determination and the public aspect of self as 

an agent of community relations”. Drawing upon universal discourses of social, 

economic, and cultural disadvantage, proponents of the social model argue strongly 

that disabled people are denied the conditions for full, uncontested social and
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community participation. As Rioux (2002) insists, although citizenship presumes 

equality between citizens and confers on individuals both rights and responsibilities, 

these are denied to disabled people. Barton (1993) comments that this presumption is 

further complicated by the fact that citizenship is based on the idea of a ‘normal 

citizen’, one that has the capacity to accept the responsibility associated with 

citizenship. Meekosha and Dowse (1997: 65) argue that the concern of ‘capacity’ for 

citizenship is possibly the greatest challenge facing disabled people. Rioux (2002: 217) 

expresses similar anxieties when she notes, being a citizen means one

must have both the right and capacity to participate. Disabled people tend to 

lack both. They lack the right as a consequence of legal structures that assume 

an inherent incapacity and use legal notions of paternalism to safeguard them. 

They trade rights for charity. The capacity to participate is restricted by legal, 

social and physical barriers to participation that result from institutional design 

and the lack of support provided by the state and conmiunity to those with 

disabilities.

Fifthly, one of the determining principles of the social model is its positioning of 

disability as a social rather than individual problem. Accordingly, the model removes 

disability from the grip of the private sphere and through claims for citizenship presents 

the issues of social disablement as a public sphere concern. Crowley et al (1997: 1), 

when commenting on the challenges posed by gender blindness, note that when 

attempting to address the limitations experienced by certain marginalised groups to 

active citizenship, one cannot but challenge the boundaries between the public and the 

private sphere. The question of citizenship exposes the historical positioning of 

disability within the boundaries of the private sphere, a demarcation that is inherently a 

political process that both reflects and reinforces the subordinate position of disabled 

people in society (Joseph, 1997: 75). Proponents of the model, by centring the issues of 

social oppression within the principle of citizenship challenge the naturalised 

demarcation of disability as a private sphere trouble, demanding that the universal 

experiences of social oppression must be acknowledged and responded to as a public, 

political concern.

Indeed, the influence of political theory and its interest in the dichotomy of the public 

and private spheres can be recognised in this fifth principle. In using these terms the
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work of writers like Habermas (1962)^^ immediately spring to mind. However, the 

distinction between the private and public sphere has meant different things since its 

inception (Kaminski, 1991)^. Not withstanding this variety of interpretation, Pitkin 

(1981) notes what is important is that it is recognised that the public and private 

spheres are related terms. Experiences and conditions in the world are, in practice, 

rarely understood only as private or public issues. As she suggests, “social conditions 

become a public issue only when it is widely perceived as a problem, and as remedial 

through public action” (ibid: 329). This thinking is reflected on also by Fraser (1990) 

who, when analysing the work of Habermas, argues that what we consider as matters of 

common concern to be dealt with as public issues will vary, and indeed can only be 

decided through discursive contestation. The social models distinction of disability as a 

public sphere issue, therefore, acts as an epistemological break, which through 

discursive and political validation redefines disability as an issue of social oppression 

as apposed to a consequence of personal tragedy.

This thesis suggests that these five principles of the social model put a very particular 

focus to the issue of disability in contemporary society. Positioning disability as a 

political construct, one that is based on the issue of contested citizenship, clearly 

demarcates disability from impairment. This explicitly fronts disability as a public 

grievance and rejects the analysis of disability as a biological state that is ultimately a 

personal tragedy. In so doing the social model rejects the individualisation/ 

medicalisation of impairment, replacing this with a critique of the external, socio-

Fraser (1990: 58) notes, for Habermas (1962) the idea of the public sphere is when a body of 
private individuals meet to discuss issues of public concern. Habermas argues in early Europe 
the shaping of a bourgeois public sphere was crucial as it provided an essential balance to the 
absolutist State. These publics attempted to hold the State accountable via “publicity”.
Although a useful critique, it is suggested that Habermas presents an over simplified analysis of 
the public sphere. Fraser (ibid: 59) criticises his failure to acknowledge that many people, such 
as women, or in the case of this study, disabled people, would have been denied access to the 
public sphere; she also argues that he failed to analyse other elements of the public sphere that 
were more accessible informal political spaces for certain groups (such as the philanthropic and 
moral reform societies). Others have also criticised Habermas’s public sphere of the bourgeois 
for, as they note, the bourgeois public was never the public (Ryan in Fraser, 1990: 61).
Sales (1991) suggests that, contrary to that proposed by Habermas (1962) in his earlier account 
of the bourgeois public sphere, his concept of the “lifeworld” in The Theory o f Communicative 
Action (1987), provides a more holistic understanding of the public/ private spheres. Although 
this dialectic is no longer his core focus, Sales suggests his interest in the fundamental issues 
with the conflict between system and the lifeworld, provides for a better understanding of these 
in both the life world and systems. Importantly, it is noted that politics is in operation in both 
spheres as a result.

As Joseph (1997: 73) notes, “not only does the site, porousness, and shape of the 
public/private divide vary from state to state and time to time, but these configurations are 
impacted upon by institutions and forces competing with and within state-building projects.”
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political and economic determinants to disability. Thus, the principles of the social 

model directly oppose the traditional, medicalised and individualised discourses of the 

individual model. These principles have generated key discourses of social oppression 

and strongly advocated for a particular view of, and public sphere response to, the 

question of disablement.

3.4 Social Model of Disability

The social model, in developing a critique of the individual model of disability argues 

that the tragedy of disability “denies disabled people’s experiences of a disabling 

society, their enjoyment of life, and their identity and self awareness as disabled 

people” (French and Swain, 2004: 35). As noted in section 3.3, the initial concerted 

challenge to social disablism came from the activism of disabled people. Their efforts 

sought to improve the practical living conditions of disabled people, witnessed in the 

rise of the Independent Living Movement (Barnes, 1996). Following the launch of the 

UPIAS document (1976), key voices in the UK began to turn their attention towards 

developing a theoretical grounding for the social model of disability (Barnes, 1998:

73). Many people working within the disability movement at that time began to argue 

that successful integration could only be fully realised with the development of 

powerful counter-discourses on disability, centering on a critique of social practices 

and structures as opposed to the limitations and tragedy of individuals and individual 

bodies. In response, writers such as Finkelstein (1980), Abberley (1987) and Oliver 

(1990) began to explore the historical, social, economic, and indeed empirical evidence 

for the social oppression of disabled people.

As noted in section 3.1, from its outset, and increasingly in the growing interest in 

disability studies, founders of the social model insist that the model is not an effort to 

develop a theory of disability. Oliver (2004a, 2004b) has argued that the model can 

only be understood as a way of translating ideas into practice, whilst Finkelstein (2004) 

is at pains to make distinctions between the purpose of a model and the purpose of 

developing and contributing to theory. For both Oliver and Finkelstein, the social 

model is most powerful when it is understood to illuminate practices of exclusion in the 

social world that can be removed through exercises of identifying, challenging and 

reorientation. Working from the premise that limitations are not created as a result of 

one’s impairment, but rather practices of social restriction, the purpose of the model 

has thus been to generate a collective socio-political understanding of the common



experiences of exclusion. Hence, the social model from its inception was never 

intended to develop into, or indeed operate as a theoretical apparatus. As Oliver 

(2004b: 9) insists, and in response to the growing criticism of the social model, “it 

seems unnecessary to criticise the social model for not being something it has never 

claimed to be.”

As already noted, despite such claims, however, the social model has become the 

anchor for the growing body of knowledge now termed ‘disability theory’. Writers 

such as Thomas (2004b) argue that disability studies needs more than can be offered 

through a policy/ activist orientated agenda. She suggests that generating a theoretical 

approach to issues of disability and disablement enables those working within this field 

“to secure the foundations for empirically related work” (ibid: 32). Accordingly, a 

number of theoretical approaches have been applied to the principles underpinning the 

social model, most notably the neo-Marxist/political economy, the social constructivist 

and increasingly, the feminist perspective. Therefore, although the social model as a 

theory develops its own logic (Williams, 2001: 128), it is in part shaped by existing 

sociological theoretical developments, ones that have implications for the populist 

identification, interpretation and response to disablement.

3.4.1 Disability as Social Oppression and the Influence o f the Political Economy 

Perspective

In arguing that disability was the direct result of the development of Western industrial 

society, the work of Finkelstein (1980) offered a genealogical map to the contemporary 

position of disabled people. In an effort to contextualise this particular position on 

disability, he identified three phases in the historical emergence of disability.

Phase one corresponds to a pre-industrial society where, it is argued, the economic 

practices of agriculture and small-scale family businesses did not exclude the majority 

of disabled people from participating in daily life. Although people with impairments 

may have been regarded as individually afflicted they were rarely segregated from the 

rest of society, but, rather, cared for within the family unit or supported by the tradition 

of Christian charity (see also Barnes 1996: 44- 45).
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Phase two, characterised by the effects of the Industrial Revolution on social 

organisation, witnessed the further exclusion of many disabled people from society. 

Due to the specialisation of the modes of production and the changing face and practice 

of the family unit, Finkelstein argued the inability of disabled people to perform certain 

tasks became accentuated. As argued, the increased speed and complexities of factory 

work and the regulated disciplines this imposed on individuals resulted in much more 

unfavourable work opportunities for disabled people. With the aggressive acceleration 

of capitalist production and the increase in individualisation a greater number of 

disabled people became excluded from ‘the main stream’.

Phase three, which is largely unrealised as of yet, will, according to Finkelstein witness 

the full integration of disabled people into mainstream society. This, he proposes, can 

be achieved with the aid of technological advancements, but even then only with the 

commitment of disabled people and professionals to the goal of full social inclusion.

For Finkelstein (1980), therefore, disability must be recognised as a paradox emerging 

directly out of the development of Western society. Indeed, his thesis has become one 

of the main pillars of the social model discourse, with writers such as Barnes (1996; 

44), similarly arguing that since industrialised times there has been a rationalised 

process of excluding disabled people through the structures and institutions of 

modernity (i.e. education and work). Despite the success of this thesis in the 

mobilisation of disabled people around issues of equality, Finkelstein’s historical 

analysis has also received much criticism. Many researchers contend that his analysis is 

“over simplistic in that it assumes a simple relationship between the mode of 

production and perceptions and experiences of disability” (Barnes, 2002: 74). It is 

argued his assumption that industrial development and professional involvement will 

secure social inclusion for disabled people is both optimistic and idealistic. Many 

suggest that while technology may offer real opportunities and possibilities, it can also 

present its own challenges to the empowerment of disabled people (Oliver, 1996b).

In an effort to expand the analysis of social oppression, sociologist Paul Abberley 

(1987) called for the development of a more comprehensive theory of disability. 

Abberley insisted that existing sociological approaches to disability were both 

theoretically backward and an impediment to the successful challenge of disabled 

people. As he suggests, the misidentification of the disability ‘problem’ as one of “non

productivity” has led to a disingenuous focus on peoples’ capacity to be “economically
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viable” (ibid: 16). Abberley contends that a critical feature of oppression is the way it 

“operates in its specificity, of form, content and location” (ibid: 7). Accordingly, to 

analyse the oppression of disabled people in part demands clearly identifying the 

essential differences between the lives of disabled people and those without. Abberley 

suggests that to claim that disabled people are oppressed demands articulating a 

number of important positions: disabled people must be identifiable as a distinct, 

oppressed group, their oppressed position is justified and reproduced through a 

powerful ideology or set of ideologies, and of course that such ideologies are neither 

natural nor non-political. Rather, it must be demonstrated that such ideologies benefit a 

more powerful group in society, whether that be the medical bureaucracy, modem 

capitalist systems or states, or indeed non-disabled people.

Therefore, Abberley argues to usefully apply the notion of social oppression to the 

complex networks and processes underpinning disablement one must develop a theory 

that connects “features of economic, social and psychological disadvantage with an 

understanding of the material basis of these disadvantages and the ideologies which 

propagate and reproduce them” (ibid: 17). Clearly, the sociology of disability proposed 

by Abberley demands a genuine focus on empirical evidence to sustain the claim of 

social oppression and economic disadvantage. Nevertheless, he (ibid: 7) recognises a 

theory of disability as social oppression must also

argue that these disadvantages are dialectically related to an ideology or group of 

ideologies which justify and perpetuate this situation. Beyond this it is to make 

the claim that such disadvantages and their supporting ideologies are neither 

natural nor inevitable. Finally, it involves some beneficiary of this state of affairs.

Abberley demands that a genuine theoretical and empirical evaluation of the 

relationship between oppression and the legitimising ideologies that support this state 

has become the central framework for much debate on the social model. The necessary 

analysis called for by Abberley was initially provided in Mike Oliver’s The Politics o f 

Disablement (1990), where he offers a comprehensive social and materialist account of 

the emergence of disability. For Oliver, the question does not centre on the application 

of existing sociological debates to issues of disability, but rather the need to show that 

“disabiUty as a category can only be understood within a framework, which suggests 

that it is culturally produced and socially structured” (1990: 22). Accordingly, Oliver 

attempts to provide a comprehensive materialist account of the creation of disability
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through an analysis of the prevalent post-Enlightenment rationality that “underpins 

social policies and practices including those of the workplace, medical intervention, 

welfare services and the leisure and culture industries” (Bames, 2002: 75).

It is not surprising that in response to the political and ideological tensions posed by 

both the functionalist and interactionist perspectives on disability, and in developing a 

discourse of social oppression, the earlier work of disability theorists has drawn heavily 

upon a neo- Marxist, and, more notably, a political economy analysis of disability. The 

previous discussion demonstrates how, capitalist social relations of production are 

understood to lie at the very heart of the social exclusion of disabled people (Oliver, 

1990; Finkelstein, 1980; Thomas, 1999, 2004b). According to this analysis, and 

reflecting on Finkelstein’s (1980) argument, historically the industrialisation of western 

societies has led to the development of a system of generalised commodity wherein 

non-owners were forced to sell their labour power. Consequently, those unable to 

participate in this rapid production process were excluded, thus denying them the 

opportunity to acquire the necessary means for subsistence. As Thomas (2004b: 22) 

notes, “on this economic basis, and with the assistance of an institutionalised ascendant 

medicine, an ideology of the ‘devalued difference’ represented by ‘cripples’, 

‘imbeciles’, ‘the disabled’ took hold in all quarters of society”.

In drawing upon the political economy perspective the social model exposes the social 

and economic forces that constitutes the material disadvantage experienced by disabled 

people. This approach contends that it is the social structures, especially the means of 

industrial production, that place disabled people in a disadvantaged position socially, 

economically and politically (Pffeiffer, 2001: 34). Abberley (1993) contextualises this 

material disadvantage in terms of the high levels of poverty and unemployment that 

characterises the disabled experience. This analysis privileges a macro or societal level 

analysis (Turner, 1987) of social disablement, highlighting the relationship that exists 

between capitalism and impairment. On the one hand, reflecting the earlier Marxist 

analysis of Engels, it shows that the demands and stresses of modem work practices 

have a significant impact on the health of populations (Abberley, 2002). However, it is 

also suggested that disabled people experience disproportionately higher levels of 

poverty and disadvantage since they are largely excluded from the means of production 

and denied access to the opportunities of modem life. Thus, social inclusion can only 

be fully realised following the total eradication of practices and processes of social 

oppression.
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The political economy perspective has, therefore, enabled disability theorists to 

consider the oppressive consequences of educational, health, and welfare systems on 

the lives of people with disabilities. It enables us to consider how such systems, 

through their positions of power and links with the state’s economic and social policies, 

have real implications on the lives of disabled people. By utilising a political economy 

perspective it has been possible for the discourses of the social model to account for the 

lived experiences of segregation, dependency and oppression. It has exposed the social 

and economic disadvantage experienced by disabled people and the issues of contested 

citizenship that such inequalities make explicit (Bames et al, 1999). It has demanded 

that disability be understood as a public sphere issue, one that can and must be 

redressed via the States apparatuses, structures and systems. Interestingly, the political 

economy perspective enables us to identify a distinct group in society, and analyse this 

group in terms of their collective political, economic, and material disadvantage.

3.4.2 The Social Construction Perspective

To argue that the theoretical trend underpinning the social model of disability draws 

exclusively from a political economy perspective, however, is to lose sight of the very 

real manner in which those working within disability studies have engaged with the 

work of social constructivists to expose the problems at the heart of the apparent ‘truth’ 

of disability. It is generally argued that the influence of the social constructionist 

perspective has superseded the work of other schools of sociology to become the most 

important strand within contemporary debates of health and illness. It is suggested that 

the success of this branch of sociology is largely due to its critical engagement with the 

very reality, or ‘truth’, underpinning contemporary medicine. As Nettleton (1995: 18) 

argues, social constructionists challenge the “very issues” which appeared as given, or 

self-evident to earlier sociologists. Therefore, social constructivism, if applied to issues 

of disability, reveals the problematic nature of medical knowledge; the fact that 

medicine is legitimised as a natural science; and as a result, illness or disability 

becomes naturally “known”. So, in order, for medicine to advance the scientific project 

it must be distanced from social or unscientific influences (ibid, 20).

Many would argue that the work of Michel Foucault is one of the key influences within 

this school of sociology, and indeed disability studies. Critics suggest his work has 

pushed the boundaries pertaining to the conceptualisation and operations of power 

through the bodies of individuals and populations. It is argued that a Foucauldian
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perspective drives social constructionism “right to the heart of the ‘natural’ or 

‘biological’”, proposing that contemporary understandings of disease or iUness are 

constituted only through powerful discourses (ibid: 35). This suggests that a social 

constructionist analysis of illness and disability is strikingly distinct in that it does not 

assume that there is an underlying truth to the biology of health or disability. Rather, a 

Foucauldian perspective does not simply seek to expose the social, political, or 

ideological interests at the heart of medicine, or, in this case, disability, but indeed 

questions how the power inherent in these interests is evidenced, and how it works on 

and through the bodies of individuals/populations.

At the heart of Foucault’s (1979) historicity of modem society is his contention that 

contemporary society is characterised by the transition in the operations of power. He 

proposes that modernity is identified by a move away from sovereign power, where 

power is located in the monarch, to the practice of disciplinary power, where it is now 

invested in the bodies of individuals and the population in general. Annandale suggests 

that disciplinary power refers to the ways in which bodies are “regulated, trained, 

maintained and understood”, and this, according to the Foucauldian tradition, is seen 

most clearly in the workings and organisations of social institutions (1998: 112). 

Foucault suggests that disciplinary power works at two levels. In the first instance, 

bodies are surveyed, and through this siu^eillance are trained to behave in certain ways. 

At the second level bodies are monitored collectively, or at the level of populations, 

which he suggests can be understood as the bio-politics of the population. In 

accordance with this interest in monitoring and controlling bodies, new forms of 

knowledge have emerged (such as medicine, or indeed the will to understand and 

control crime and deviance), the aim of which is to contain and control populations. 

Thus, human bodies become implicated “in networks of power relations” which 

discipline deviant bodies, increase the capacity for controlling productivity” (McNay, 

1994: 93), and legitimise new ways of knowing and containing bodies.

Therefore, in some ways the tenets of the Foucauldian approach reflect Abberley’s call 

for the development of a sociology of disability in that it offers a theoretical framework 

to challenge the apparent ‘reality’ of disability. The Foucauldian interest in power, and, 

more notably, the effects of power on and through the bodies of populations, implicates 

disabled bodies in a process of regulated and regulating disempowerment. The work of 

social interactionists is, however, not lost on critics within disability studies. This is 

witnessed in Oliver’s challenge to the apparent truth of disability, or indeed the core



ideologies or “set of values or beliefs underpinning social practices” (1990; 43). In 

suggesting that the modem period became defined and stratified according to the 

demands of capitalism and capitalist societies, Oliver contends that disabled people 

have become identified and managed as social, economic and educational problems 

(ibid: 28). In applying Foucault’s work on psychiatry to disability, Oliver (ibid: 47) 

notes:

The idea of disability as individual pathology only becomes possible when we 

have an idea of individual able-bodiedness, which is itself related to the rise of 

capitalism and the development of wage labour. Prior to this, the individual’s 

contribution had been to the family, the community, the band, in terms of labour, 

and while, of course differences in individual contributions were noted, and often 

sanctions applied, individuals did not, in the main, suffer exclusion. Under 

capitalism that is precisely what happened and disability became individual 

pathology; disabled people could not meet the demands of individual wage 

labour and so became controlled through exclusion.

This process of exclusion was facilitated by focusing on the body, of individuals 

and populations, and with the rise of capitalism, the main group who came to 

focus their gaze on the body was the medical profession. As disabled people were 

part of the process of control by exclusion, the medicalisation of disability was 

connected to the rise of the medical profession.

As Oliver notes, this identification and labelling of the deviant or disabled came 

increasingly under the sway of medical knowledge and influence. Since the nineteenth 

century medical advancements have moved beyond the surveillance of the afflicted 

patients within hospitals to the surveillance of healthy populations. In this way society 

became medicalised. As Armstrong argues, society is “bound into the vision of the 

benevolent eye of medicine through the medicalisation of everyday life” (1995: 399). 

Welfare systems, supported by the knowledge of medicine, became the mechanism 

through which certain ‘deserving’ groups were identified, categorised and supported, 

then labelled, non-workable, uneducated, and distinct from the ‘normal’ population. By 

engaging with the work of Gramsci (1971) and Hamilton (1987), Oliver (1990: 43) 

suggests these ideologies can only be fully challenged when one understands the 

hegemony, or the taken for granted ways of thinking about social, economic, political, 

and ethical issues. Consequently, for Oliver (ibid: 44) in the contemporary period of
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late capitalism, the hegemony that defines disability is highly specific and socially 

regulating, constituted by

the organic ideology of individualism, the arbitrary ideologies of medicalisation 

underpinning medical intervention and personal tragedy theory underpinning 

much social policy. Incorporated also are ideologies related to concepts of 

normality, able-bodiedness and able-mindedness.

The social constructionist approach to disability and illness, therefore, offers some 

important critical insights for the analysis of issues of disability, disablement, and the 

power dynamics underpinning these states. It enables the very truth underpinning the 

binary terms of able and disabled to be challenged. It allows for a critical engagement 

with the apparent ‘truth’ of disability, and indeed of the medical and lay perspective 

that rationalises the abnormality and segregation of people with disabilities. Through a 

Foucauldian reading the mechanisms and structures of modernity that regulate and 

control the deviance of the subversive body can be exposed. By distinguishing those 

techniques of power that operate on and through the bodies of individuals and 

populations, it becomes possible to identify the discursive practices that constitute and 

create the disabled person.

3.4.3 Disability and the influence o f Feminist Sociology

However, in addition to the more traditional disciplines, Thomas (2001) notes that 

disability studies has much to learn from feminist sociology. As she points out, there 

are women with disabilities who experience social oppression in specific ways, but 

more importantly, “feminists have been engaged in the generation of new knowledge 

about the nature of the ‘oppression’ and social disadvantage of marginalised and 

excluded people for longer and on a larger scale, than have disabled theorists and 

writers” (ibid: 48). However, as Morris (1996) argues, this learning is not related to an 

over interest of feminists in the issues pertaining to disabled women. Rather, as 

Thomas (2001: 48) acknowledges, the learning is more in terms of relating “elements 

of the feminist epistemology” to particular areas of interest to disability studies.

The importance of applying the feminist perspectives to issues of disablement is 

increasingly being acknowledged. Disabled feminist writers such as Jenny Morris 

(1991,1996), Corker (1998), Corker and French (1999) and Thomas (1999) have

64



pushed the boundaries of thought with respect to the experience of disability, both 

inside and outside disability studies. Their work on issues of the personal and 

experiential has demanded that those working from within the social model 

acknowledge the inherent bias within the existing application of discourses of social 

oppression. In challenging the predominant socio-structuralist approach to analysing 

disability, feminists within disability studies call for a politicisation of the private, day- 

to-day realities of the experience of disability. It is suggested that the full range of 

experiences and disabling encounters will “come into view” only once this approach is 

adopted (Thomas, 2001: 55).

However, many within disability studies resist the feminist turn to exploring issues of 

the personal and the private. Oliver (1996a, 1996b) argues to do so would be to loose 

sight of the macro political conditions that shape the universalised experience of 

disablement. As he (2004b: 9) has argued, the social model must be used as a tool for 

identifying the barriers to participation out there in the social world as opposed to a 

return to the analysis of individual restrictions; as he insists, “the limitations that our 

impairments impose upon us are an inadequate basis for building a political 

movement”.

Despite these criticisms, however, it must be acknowledged that in disability studies 

and the application of the social model there is some synthesis with the work of 

feminist sociologists. Sheldon, (1999: 46) notes that feminists working in the area of 

economic structures provide theoretical and political approaches commensurate with 

the socio-political and economic interpretation of disability as social oppression. As she 

notes, the work of Fine and Asch (1988) (ibid: 46) have identified that the work of 

disability studies must, in seeking to address the social oppression of disabled people, 

borrow from the work of socialist feminists “who call for societal transformations in 

addition to equality of opportunity within existing arrangements”. This form of analysis 

can be clearly identified in disability studies in the UK, where, as noted already in the 

chapter, the materialist, socio-political analysis of social oppression is prevalent.

The model has also drawn on the work of feminist sociologists in other ways. In 

seeking to develop a collective political consciousness amongst disabled people those 

working from within a social model perspective point out, an “essential element in the 

politicisation of disability has been the recognition that the personal is political” 

(Oliver, 1997: xii), thus echoing the rallying call of the feminist movement. However,
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those working within the social model do not mirror, for instance, Morris’ feminist call 

to apply this personal politics to the personal private experiences of disability. Yet, at 

the same time, they do not actually deny the personal experience. As Oliver (1996b:

48) clarifies, it has made “a paradigmatic decision to identify and address issues that 

can be changed through collective action rather than medical or other professional 

treatment”. Therefore, as Sheldon (1999: 658) notes, it is as if there is recognition that 

impairments do impose restrictions, and to talk of these restrictions is of course 

political; “it is just not a politics commensurate with a social interpretation of 

oppression” ®̂.

Clearly, although earlier efforts to develop a politics of social oppression did not 

overtly align the model to discourses within the feminist arena, issues relating to the 

recognition of the personal as political, as well as socio-structural conditions to 

oppression clearly echoed similar concerns of feminists. However, growing interest in 

disability studies in the personal conditions to impairment is challenging the social 

models denial of the intimate, private experiences of disablement. Although the 

influence of feminist critiques on the social model may to date have been sidelined by 

socio-structural discourses of oppression, there none-the-less has been an incremental 

turn to ‘learning from’ the more traditionally established feminist politics in this regard. 

As chapter six will later discuss, the work of feminists in the field of disability studies 

is becoming increasingly more important, for as Thomas (2001: 57) argues, the 

feminist critique of the social model highlights,

a number of issues: the importance of taking account of the personal experience 

both of disability and impairment; the necessity of recognising that some 

restrictions of activity are caused by the effects of impairment and cannot be 

causally attributed to ‘social barriers’; and the importance of recognising that 

the capacity to engage in political stmggle is weakened if people feel that 

aspects of their experiences are alienated or denied by the terms and conditions 

of the struggle.

Sheldon (1999), in exploring the usefulness of the many different schools of feminism, 
provides an interesting analogy between disability theory and feminism. However, she also 
posits a clear argument for the tensions between these disciplines. As she notes, issues such as 
reproductive freedom, abortion and care in the community are political concerns for both 
movements, but most likely for oppositional reasons. Therefore, although the social model and 
disability studies may have much to learn from the theoretical and activism of feminists, we 
must not ignore the reality of the potential political conflict between both groups. Although this 
is outside the scope of this thesis, it is recognised that these issues must not be overlooked.
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3.4.4 Summary

To fully capture the distinction between the individual and social models, Oliver’s 

earlier mapping of the individual model must be placed against what he believes to be 

the main determinants of the social model of disability. Oliver suggests that although 

some illnesses do indeed have disabling consequences, and many disabled people may 

experience illnesses at various points during their lives, it is not the impairments per ce 

that constitute the experience of disability. Rather, as is evident in his completed table, 

the social model emphasises the social, political, environmental and cultural barriers 

encountered by disabled people as a collective.

The Individual Model The Social Model

Personal tragedy 

Personal problem 

Individual treatment 

Medicalisation 

Professional dominance

Expertise

Adjustment

Individual identity

Prejudice

Attitudes

Care

Control

Policy

Individual adjustment

Social oppression 

Social problem 

Social action 

Self help

Individual and collective 

representation 

Experience 

Affliction 

Collective identity 

Discrimination 

Behaviour 

Rights 

Choice 

Politics 

Social change 

(Oliver: 1996a: 34)

Although there are increasing internal debates around the parameters of the social 

model^° (Thomas, 1999; Shakespeare and Watson, 2001a; Corker and Shakespeare, 

2002), there remains a general consensus that the social model must always be seen to 

comprise a number of core fundamental principles of resistance. Firstly, as William and

These debates will be discussed in further detail in Chapters 6.
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Busby (2000: 177) propose, the social model, as a form of resistance must be 

concerned with ‘“ disability oppression’, criticism of the biomedical model and 

rejection of the primacy of impairment in thinking about disability.” Furthermore, the 

social model resists seeing specific individual problems in isolation or as they operate 

at the individual and private level, dislocated from the “totality of the disabling 

environments” (Oliver, 2004b: 20). Rather, the dominant socio-political discourses of 

social oppression are committed to analysing the universal and collective experiences 

of disablement as they persist across the life course and are related to the myriad of 

complex social relations and structures. Accordingly, the social model critiques and 

politicises the latent consequences of late modernity in the oppression of disabled 

people, arguing that “modernity creates disability via the medium of normality, a 

medium which modernity has at the least appropriated for itself, if not directly 

manifested” (Armey, 2004: 55).

3.5 Models in Practice

Although it is important to identify the theories of disability, it is recognised that the 

success of the discourse and theory of social oppression should be judged according to 

its articulation, use, and ownership by disabled people, their organisations and its 

reflection in both state policy and legislation. As noted, Finkelstein (2004: 16) suggests 

that a good model exposes the hither to taken for granted, triggering insights that may 

not otherwise have been achieved. Indeed it is suggested that the success of the social 

model, and its many applications, should facilitate and make explicit those practices 

and structures of social oppression that deny disabled people full social inclusion. The 

social model in practice must act as a powerful enabler giving a voice (Barton, 1993), 

or indeed a language, to the individual and the collective experience of disability. As 

Shakespeare and Watson (2001a: 20) have argued, “we believe that any adequate social 

theory of disability must include all the dimensions of disabled people’s experiences.”

Oliver suggests that his socio-structural and materialist accoimt of social oppression 

offers a clear framework from which to explore the relevance of the social model in 

practice and to the lives of disabled people. According to Oliver (2004a: 19) models of 

disability must be understood as “ways of translating ideas into practice and the idea 

underpinning the individual model was that of personal tragedy, while the idea behind 

the social model was that of externally imposed restriction”.



Chapters four and five will explore how successful the application of the social model 

has been in the Irish context. As Oliver and others recognise, social oppression is 

related to the barriers to participation as they are present in the public sphere.

Therefore, this thesis could potentially focus on a number of locations within the public 

sphere to validate the effectiveness of the modeP’. However, the following chapters^^ 

will validate this, firstly through critically analysing changing Irish policy and 

legislation with respect to disabilities since 1980 (chapter four).^^ Then chapter five in 

is thesis, through the analysis of data generated through in depth interviews with people 

with physical and sensory disabilities will explore the usefulness and relevance of the 

model with respect to the lived reality of disability as offered by participants in the 

Sample Study. In this chapter data generated was analysed in order to ascertain whether 

disability was now effectively being articulated as a consequence of social oppression, 

if these articulations adhered to an understanding of the universal context and 

experiences of such oppressions, if disability was no longer acknowledged as an 

individual tragedy or a result of impairment, and if issues of citizenship shaped the 

negotiations and articulations of social inclusion. For it is, as Jenny Morris (in Barnes 

& Mercer, 2004: 4) has suggested, it is essential that a social model should provide 

disabled people with

the words to describe our inequality. It separates out (disabling barrier) from 

impairment (not being able to walk or see or having difficulty 

learning)... Because the social model separates our disabling barriers and 

impairments, it enables us to focus on exactly what it is which denies us our 

human and civil rights and what action needs to be taken.

Although, as chapter four and five will demonstrate, the implications and effects of the 

discourses of social oppression has been immense, this has not meant that the 

understanding of disability as a personal tragedy linked directly to the individual or 

ones impairment has been totally removed from the individual, social and political 

landscape. As analysis of the data generated from the Sample Study uncovered, 

although people eagerly adopt the principles and discourses of the social model, there

These include the media, in the area of the law, professional bodies such as medical 
professions, State bureaucracies etc.

 ̂This work builds upon previous work of the researcher in the area of Irish media 
representation of the issue of disability (McCarthy, 1999).

This is not an exhaustive analysis including all changing policy or legislation, but an attempt 
to provide a sense of the effects of discourses of socio-political oppression on the political 
landscape in Ireland in this period.
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continues to be instances, practices and experiences of disablement at the personal 

social and personal private levels that failed to receive due consideration from 

disability theory. In short, there continues to be instances and practices of disablement 

at the level of the private sphere that continue to evade the political potency of the 

social model. As chapters six and seven wiU demonstrate, these ‘gaps’ threaten the 

ability of the model to represent the true experiences of disability. The model’s failure 

to understand how practices of infantilisation and people’s lack of self determination 

for instance, impact on disabled peoples potential to participate means that these issues 

continue to be marginalised in terms of the politics of disablement and impact and 

perhaps skew the public sphere response to the disability question.

Therefore, the following chapters vvdll demonstrate that looking at the accounts of 

disablement as offered through participants in this study against the changing nature 

and focus of the policy environment illuminates the ‘varied dimensions’ of the disabled 

experience and condition (Shakespeare and Watson, 2001a: 20). Before proceeding, 

however, section 3.5.1 will demonstrate how both the discourses of social oppression 

and individual tragedy can be captured in the talk and reported experiences of disabled 

people. Section 3.4.1 will act as an introduction for identifying and analysing 

discourses in the talk of participants. A more comprehensive analysis of this data from 

the Sample Study will be carried out in chapter five. A similar critique will be applied 

to the changing policy context in chapter four. Section 3.6 in this chapter will then 

provide some concluding comments on the theoretical shape of the competing 

discourses on disability.

3.5.1 Identifying discourses through the individual definitions o f disability

One of the striking things to emerge from the Sample Study was that despite the varied 

nature of the experiences, and indeed the varied discourses invoked to articulate these 

experiences of disability, this heterogeneity did not mask the common features of social 

disablement articulated by the participants. Indeed, analysis of the data draws attention 

to the striking similarities of what people experience in terms of social disablement. 

Despite these similarities, however, participants did evoked diverse discourses, or used 

different models of disability to contextualise these experiences. At times participants 

spoke of feelings of frustration and a lack of personal autonomy generated as a result of 

the issue of contested citizenship, social oppression and environmental barriers. 

However, they also spoke of experiencing depression and, at times, shame as a result of
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their disabilities, leading to strenuous denials of the disability label. Indeed, most 

participants drew attention to these distinct experiences and discourses interactively in 

an effort to account for their experiences of disability.

The competing nature of these discourses was clearly evidenced during the interviews 

when participants attempted to define what they understood by the term disability. As 

Glen, a young man who acquired his disability following a car accident, explains;

Extract 8.1^“

16 R: I know the ins and outs of it now, I know all the, eh, I know both sides of it

17 really, the side of not being aware of what it is and being aware of what

18 disabiUty is, not being able to get to places, whereas being un, not disabled

19 like, you don’t really have a thought in your mind, just like you get, just brush

20 it by.

21

22 I: And so if you had to explain to someone now who did not have a disability,

23 how would you explain it?

24

25 R: Disability, being limited in what you can do like, em, disability, could be,

26 has many forms, eh, being bound down, you can’t get to different places, do

27 different things, visit different places so you’re totally stuck down. My

28 disabihty has dramatically changed, its totally opened my eyes to, em, normal

29 nights out, different things that like you can’t do what you did before. You’re

30 totally limited because of where you can go, what you can do, the places you

31 can get into, the jobs you can get, different things.

Clearly, for Glen the experience of disability means one of limitation, best explained as 

a sense of being ‘bound down’ or being ‘totally limited in what you can do’ (lines 24- 

25). An initial reading of this would imply that Glen engages with the individual model 

reading of disability that identifies and responds to the abnormality and tragedy of 

disability. However, when looked at in the context of the full extract, it is interesting to 

note that Glen contextualises this sense of personal limitation through his experiences 

of social interaction, proposing it is not simply as the result of the physicality of his

^  In analysis o f  the data, ‘I’ refers to the Interviewer and ‘R ’ to the Respondent.
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impairment. He experiences his disability in so far as he is unable to access places or 

public venues, get a job or move freely around the social environment (lines 24- 30). In 

proposing that disability takes ‘many forms’ (lines 25). Glen does not appear to rely 

upon a medical, or even tragic, reading of impairment that focuses only on the passive, 

deviant body. Rather, Glen suggests that disability is about being “totally limited 

because of where you can go, what you can do, the places you can get into, the jobs 

you can get, different things” (lines 28-30). In offering a socio-structural and 

materialist account of exclusion Glen defines disability as practices of restriction that 

deny him the possibility to participate fully in society. This account inverts the 

individual tragic reading of disability, highlighting practices of social oppression which 

it would appear lie at the heart of his experience of disability. It also demonstrates 

Glen’s efforts to reflect his personal experience through the collective discourses as 

outlined by the social model.

For many of the participants in the Sample Study the experiences of environmental 

restriction and social exclusion were a key determinant to the experience of disability. 

However, the articulation of these discourses is not necessarily as sharply defined or 

refined to such a clean social model reading of disability in all the definitions offered 

by the participants in this study. This is witnessed in the definition offered by Bob:

Extract S.2

14 R: I suppose, emm I sometimes, I can remember having a friend who, emm,

15 she was in a wheelchair and we used to have arguments about disability and

16 handicap, you see. And I said well I’m not really disabled but I can be, I see

17 myself as handicap. And she said ‘And you know where that handicap comes

18 from? That’s from ‘hand in cap” . ‘Well’ I said ‘not in my head’, I said, ‘it

19 doesn’t come from that’. It comes from a handicap race where a horse is

20 actually given more weight, you see, and that’s a handicap race and like that’s

21 where handicap comes from. It means you’re loaded. So, for me personally,

22 that’s what a handicap is for me then that you are loaded, that you have

23 various difficulties that we say the able bodied person wouldn’t have that just

24 makes life that much harder, that much more difficult.

Bob illustrates a clear understanding of the politics underpinning the socio-political 

discourses of the social model. He not only acknowledges the contemporary debate that
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rejects the ‘hand in cap’ or tragedy model of disability (line 18) but he outlines the 

commitment and investment that many people with disabilities have in this discourse. 

The use of the discourses of the social model enables disabled people to, as his friend 

has argued, reject the ‘hand in cap’ understanding of disabiUty, and rather to focus on 

the social determinants of exclusion that continue to disempower people with 

disabilities.

Although a popular and powerful discourse on disability used by many within and 

aware of the position of the disability movement, the above extract demonstrates that 

not all disabled people fully accept the analysis of the social model so readily.

Although Bob does not take issue with the socio-political critique at the heart of the 

social model discourse, he is anxious to simultaneously acknowledge the implications 

of the bodily limitations he experiences as a result of his disability. Bob explains, in his 

personal understanding and definition of disability, it is important to capture the fact 

that he has “various difficulties that we say the able bodied person wouldn’t have”, 

which, he argues, makes things more difficult for the person with a disability (lines 22- 

24). Therefore, although Bob does not reject the analysis of social oppression which 

underpins the social model and as engaged with by Glen in Extract S. 1, he is anxious 

that the personal and private, physical impact of these restrictions or impairments are 

not lost within the contemporary discourse.

Of course, not all those within the Sample Study either engage with or articulate a 

discourse of social oppression. Indeed this tension is highlighted through the data that 

emerged from the interview with Jules in which she offered her definition of the term 

disability.

Extract S3

21 I; Could you tell me a little about your disability?

22

23 R: Okay, I have em no arm below the elbow and I wear a prosthetic arm. It’s a

24 cosmetic hand so it looks more real than actually has any functional use,

25 Emm, I basically use it like a normal arm, 1 see it like a normal, as a normal

26 part of my body. Because 1 have had it since I was three.

27

28 I: So would you see yourself... so what do you understand by the term

73



29 disability?

30

31 R: Disability, I would see as when people can’t do normal everyday functions

32 that are important functions. So I don’t usually see myself as being disabled

33 because I can actually do everything. There are very few things I can’t do. I

34 might do certain things slightly differently to other people. And when I was

35 younger I certainly did. I did them in the most practical easy way. And then as

36 I grew older and I didn’t want people to notice my arm as much I started to do

37 them exactly the way everyone else did them, I made myself do them, you

38 know, instead of gripping things, gripping things in my elbow, I started

39 making sure I was gripping things in the cosmetic arm. Just so that people

40 wouldn’t notice.

As evidenced in the earlier account offered by Bob, we see again that, for Jules, the 

experience of disability can indeed be interpreted to mean one of physical restriction. 

However, unlike the earlier accoimts, Jules does not easily accept or ascribe personally 

to the reading of disability as social disablement. Although in lines 23- 25 she offers a 

description of her disability she is quick to distinguish her personal impairment from 

the term disability. Rather, Jules explains that she sees her prosthetic arm as “a normal 

arm” or rather as “a normal part” of her body (lines 25- 26).

This is further elaborated upon when Jules suggests that the term disability can be 

understood to mean, “when people can’t do normal everyday functions that are 

important functions.” (lines 31- 32). The very use of the terms “normal” and 

“functions” immediately invokes a medical discourse of disability. As identified 

through Parsons Sick Role for instance, Jules equates disability with restriction, thus 

prioritising one’s embodied limitation as the key determinant to disability. Unlike in 

Extract S.l where Glen explores the contours to social exclusion, Jules accounts for 

disability in terms of personal incapacity and individual limitation. Perhaps, even more 

notably, Jules is at pains to assert her normality. Reflecting Goffman’s (1968) call to 

normalise and adapt, she insists that she is able to do everything, even if it demands 

that she does “do certain things slightly differently to other people” (line 34). Thus, 

unlike in the previous two extracts where the participants contextualise how social 

restrictions can impact on their life experiences as disabled people, Jules focuses on the 

need for individual adjustment in order to pass oneself off as being “normal” (lines 34- 

40). In successfully achieving this normal status Jules believes that she cannot be
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understood to be a disabled person, and thus reinforces the individual discourse on 

disability that delineates between able and disabled people in society.

3.6 Concluding Comments

Through these three accounts it is obvious that the competing models on disability 

continue to play out in the manner in which disabled people understand and position 

themselves in contemporary society. Although some of the participants easily invest in 

socio-political discourses of social oppression, which enables them to account their 

experiences as issues of social restriction and contested citizenship, others continue to 

understand disability more as something that denotes abnormality or individual failure. 

However, this initial analysis also illustrates the middle ground on disability in that 

people can both recognise the collective social barriers they are forced to negotiate in 

the public sphere as well as the personal challenges they experience as a result of 

impairments and impairment effects.

Reflecting the earlier assertion offered by Jenny Morris (1991), Crow (1996: 207) 

suggests that the social model has

enabled a vision of ourselves free from constraints of disability (oppression) and 

provided a direction for our commitment to social change. It has played a 

central role in promoting disabled people’s individual self worth, collective 

identity and political organization. I don’t think it is an exaggeration to say that 

the social model has saved lives.

For some of the participants in this Sample Study this is certainly true. For Glen, the 

social model has provided both an ideological space as well as a language through 

which he can identify and articulate his experiences of disablement. This enabled him 

to articulate disability as a consequence of social barriers ‘out there’ in the social world, 

arising from the practices and structures of disablement as they operate in the public 

sphere. Disablement, therefore, develops when one is denied ones right as a citizen. 

Conversely, for Bob, the discourses of the social model do in part give a language or a 

voice to the experiences and negotiations of disablement and social exclusion. Bob 

acknowledges that for certain people the discourses of social oppression and socio- 

structural exclusion can provide the answer in terms of challenging the stigma and 

exclusion associated with disablement. However, as he notes, this public sphere, socio-
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political analysis alone fails to reflect the physical embodied restrictions, or the present 

absence, that are intimately a consequence of impairment or individual social location. 

Alternatively, as glimpsed through the definition of disability offered by Jules, 

engagement with discourses of the social model is not a universal constant. Jules 

neither adheres to, nor indeed references, the public concerns associated with the social, 

structural or material barriers to participation. Rather, Jules readily invokes a 

traditional, ‘personal responsibility’ reading of disability, recognising the abnormality 

of impairment and accepting as her social responsibility the need to present herself as 

normal.

Therefore, it would appear through the early analysis of the data that the oppositional 

construction of models, namely the individual and social models, fails to fully equate 

with the lived experiences and negotiations of disablement as it plays out in the lived 

experience of disability. Although for Glen the discourse of social oppression was 

indeed liberating, for others this discourse was alien from the lived personal 

experiences of either pain or shame. Furthermore, as chapter five will demonstrate, 

people move between discourses to account for their experiences of disablement. This 

lack of comprehensive translation has been central to the criticism of the social model 

of disability by people working in the field of disability studies. For instance, writers 

such as Thomas (1999) suggest th§t the social model in its public sphere, socio-political 

focus, fails to adequately address the realities of impairment, which include issues of 

pain or indeed the very real limitations that impairments impose on people. Reflecting 

the criticism expressed by Bob, this argument challenges the anti-corporeal nature of 

the socio-political flavor of the social model and its exclusive focus on disabling social 

structures and practices.

In addition, it is argued that this anti-corporeal model prioritises the political economy 

perspective of disablement at the expense of exploring the richness of the diverse 

experience of impairment. Abberley (1998) insists that we must develop a 

comprehensive theory of disability that truly reflects the standpoint of disabled people, 

part of which will be reflected in the concerns of other social groups. This includes 

consideration of race, gender and indeed class, and the implications that these identities 

and experiences have upon ones position as a disabled person. It is increasingly 

suggested the absence of this diversity within the mainstream contours of the social 

model discourse on disability means that the “richness and plurality of difference” that 

constitutes the disabled experience is thus obscured (Priestly, 1998: 102).
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Furthermore, critics of the social model acknowledge that disabled people in part face 

physical and environmental restrictions. However, writers such as Hughes and 

Patterson (1997) and Shakespeare (1994) contend that analysis of oppression must 

simultaneously address the cultural values that frame the disabled experience and 

identity, both for disabled people themselves and society at large. Drawing upon 

theories of postmodernism and ideas about representation, these writers insist that the 

cultural context to disability is a crucial dimension to the experience of disability.

Finally, drawing upon these shared concerns, there is growing criticism of the adequacy 

of the social model to provide for a comprehensive theory of disability. For many 

people writing within the field of disability studies, the social model, or more 

specifically the trends of the socio-political economy perspective implicit in the social 

model, is too rigid to fully respond to the diversity of the disabled experience. Although 

Corker and French (1998) suggest that disability theory must be inclusive of the varied 

but shared meanings and experiences of disabled oppression, the concept of oppression 

as presented by Oliver (1990,1996a, 1996b, 2004a, 2004b) and others, is, as a tool, too 

blunt, making it difficult for the theory as it is currently articulated to embrace the 

variety of public and private sphere circumstances that need to be considered. Rather, 

critics of the social model increasingly argue that the social and political are just as 

present in the intimacies of “day-to day personal life”, in the business of the ‘private’ 

dimensions of life, as it is in the ‘public’ domains of employment, education and other 

aspects of the wider social structure” (Thomas, 2001: 49).

There is a growing consensus, therefore, that the socio-political and structural 

discourses of the social model must be either dismantled or repositioned to ensure that 

the model is not simply about ‘“barriers’ to ‘doing’” but also about “barriers to ‘being’” 

(Thomas, 1999: 60). However, these challenges have not gone unnoticed by Oliver 

(2004a, 2004b) who asserts that the social model was not developed to act as a social 

theory. Rather, as noted earlier in this chapter, Oliver proposes, the social model was 

first developed as a tool to enable people to challenge the lived experience of the 

dominance of the medicalisation and individualisation of disability. Oliver insists that 

the sector has spent too much time debating the theoretical contours of the models, with 

a lack of investment in the implementation of the expectations of the social model. 

Accordingly, Oliver urges us to consider the social model as a way of switching the 

focus away from the “fundamental limitations of individuals with an impairment on to
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the problems caused by the disabling environment” (2004a: 20). As he proposes this 

will ensures society no longer views disability as an isolated, individual problem, 

wholly separated from the totality of the disabling environment. Finally, Oliver insists 

that this political economy perspective does not mean that individually based 

interventions in the lives of disabled people are not to be welcomed; these practices are 

however distinct from the discourse of collective oppression as suggested by the 

current articulation of the social model (ibid: 20).

Although these debates are gaining momentum, this thesis would argue that they must 

not be understood to weaken the individual and collective investment of disabled 

people and those working within the area of disability studies in the current position of 

the social model. Rather, this thesis suggests these theoretical challenges must be 

recognised as a symptom of the maturing of the social model of disability, both 

theoretically and in its practice. As will be argued in chapter six and seven, although it 

is no longer acceptable to assume that a purely socio-economic, structural, or material 

critique of disability will secure social inclusion, it is important to acknowledge that the 

public sphere discourses of oppression underpinning the social model offers significant 

insights into, and responses to, the systematic discrimination of disabled people in 

western societies.

Therefore, before engaging with these criticisms of the model in chapters six and 

seven, it is essential to firstly account for the successes of the model in the Irish 

context. Articulating disability as a public sphere issue has had important implications 

on both the social and political location of the disability question and redressing the 

personal, lived experiences of disabled people in Ireland. Before arguing for a change 

to the social model it is essential that due consideration is paid to the nature, scope and 

potential of these developments. To fail to reflect upon or pay due consideration to 

these developments runs the risk of ‘throwing the baby out with the bathwater’ 

(Shakespeare & Watson, 2001a). For it is only after such reflections can we confidently 

understand how, and where, practices of disablement are persisting and denying people 

the potential to exercise their rights as citizens. In an effort to begin such an analysis, 

the next chapter will map the key policy and legislative developments that have 

occurred in Ireland over the last thirty years. This will provide an insight into how 

successful discourses of the social model have been in terms of influencing and 

working upon these sites within the public sphere. It will also demonstrate how, and in 

what form, the discourses of socio-political oppression become real and are
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operationalised in the development and delivery of policy and legislation in the Irish 

State. Following that, chapter five will, by returning to the data generated through the 

Sample Study, examine how participants invest in and utilise these discourses to 

account for their experiences of oppression and challenge practices of exclusion and 

disablement. It is only after we have considered these successes will it be possible to 

begin to identify and address the ‘gaps’ of the social model and provide some thoughts 

and recommendations going forward.

79



4 The Principles of the Social Model and their Reflection in 

Irish Policy 1984- 2007

4.1 Introduction

As has been noted in chapter three, the social model articulates disability as an issue of 

the public sphere, prioritising socio-political discourses of oppression. Accordingly, 

such discourses shatter the passive public assumption that disability is an individual 

tragedy resulting from individual restrictions of the mind or body. In mobilising people 

with disabilities to collectively understand, name, and challenge these practices of 

oppression, the model enables people and society at large to distinguish disability as a 

political problem resulting from social and economic practices ‘out there’ in the public 

sphere, rather than as an individual one. Far from remaining an inspirational ideology, 

however, there is conviction from those working in disability studies that the model 

must be seen as the fulcrum around which ideas get translated into practice (Oliver, 

2004a: 19).

Therefore, the positioning of disability as a public sphere issue means the challenge of 

disablement is no longer recognised as a purely individual, private experience. This 

suggests the translation of the social model into practice is not realised in how people 

with disabilities challenge practices of social disablement alone. Social disablement is 

present, shaped and reshaped through multiple social arenas, and through the 

interlocution of these arenas, and how these arenas name and respond to ‘disability’. In 

the public sphere these include, for instance, the areas of State social and economic 

activities, political systems, the legislative processes, the media and medical practice, 

just to mention a few. The challenge for the social model, therefore, is in part related to 

the collective politicisation of the disability community; it is also, however, about 

ensuring that the political potency’ of the social model (Shakespeare and Watson,

2001) results in the successful realisation that people with disabilities are citizens in 

contemporary society. For, as Barnes et al (1999: 124) remark, the ultimate validation 

of the social model is in its use as the litmus test of disability politics where the 

principles and discourses of the social model are recognised as essential elements in the 

development of progressive policy and legislation.
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In evaluating the success of the social model in the Irish context, this chapter will 

examine the extent to which the principles and discourses of the social model can be 

found to have influenced and be present in the Irish policy and political contexts. As 

already noted in chapter two, this chapter will not offer an exhaustive look at policy 

developments since the establishment of the Irish State, but will identify what this 

thesis suggests are four key points of transition with respect to disability policy and 

legislation since the 1980s. The first example will look at the Green Paper, Towards a 

Full Life - Services for People with disabilities, published by the Department of Health 

and Social Welfare in 1984. The second key point of transition identified in this chapter 

is the development and publication of the Commissions Report on The Status o f People 

with disabilities in Ireland, Department of Equality and Law Reform (1996). Thirdly, 

this chapter wiU trace the development and enactment of the National Disability 

Strategy (2004) in the period between 2001 and 2007. Finally, the chapter will 

demonstrate the political potency of the model in so far as the principles of denial of 

citizenship, universal discourses of socio-political oppression and disability as a public 

sphere issue now find expression in recent mainstreaming policy developments in 

Ireland, most specifically in the social partnership^^ process. In discussing these four 

key points of transition this chapter will, developing Barnes et al (1999)^® typology, 

demonstrate the progressive influence of the principles of the social model^^ on the 

development and substance of these policies and legislation, the role played by disabled 

people and their organisations in shaping these developments, and finally, the potential 

impact that these developments may have on the lives of disabled people.^*

Social partnership is a political structure that falls under the Department of the Taoiseach 
remit and describes a Government approach where groups, apart from elected representatives, 
play an active role in the policy and decision making process at a national level. Social 
partnership, as a form of participative democracy, enables those invited to be social partners to 
enter discussions with Government on a range of economic and social issues with the view to 
agreeing consensus on policy and having these delivered through services and programmes.
 ̂ Barnes et al (1999: 124) suggest that in accepting that the social model is the litmus test for 

all policy, social policy development should be analysed in order to identify its origins, its 
substance and its expected benefits for disabled people.

In section 3.2 it was argued that the core principles of the social model included the fact that 
disability was understood as a political issue in that it was caused by social barriers, that a clear 
distinction was made between disability and impairment, that issues of disablement were 
understood to be universally experienced, and that disability arose from the denial of one’s 
rights as a citizen. In this section it was argued that these principles articulated the question of 
disability as a public sphere, political concern as opposed to a private issue.

An obvious omission from this chapter is a discussion on UN and EU policy developments, 
such as UN Convention on the Rights of Disabled people. Although these developments of 
course played an important role in shaping Irish policy and service developments, it was felt that 
there was not adequate room in this chapter to pay due considerations to these.
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This thesis suggests that, in light of the significant policy and legislative developments 

with respect to disability that have taken place in Ireland over the last two decades, the 

need to evaluate the shape, content, and projected direction of this policy and how it 

has interpreted the principles of the social model has never been so pressing. The 

development of the National Disability Strategy (NDS) (2004), the reflection of these 

commitments in the National Anti-Poverty Strategy (2007) and the current social 

partnership agreement, Towards 2016 (T16), has dramatically altered the world in 

which disabled people are now positioned. Coming from a place where disability was 

located very much within the private sphere, to the acknowledgement that disability is 

indeed a result of social oppression, the very experience and location of disabled people 

is now a recognisable public issue. Hence, the hitherto private troubles of living with a 

disability are now identified as the consequence of practices of social marginalisation, 

of institutionalisation and segregation, and the denial of a person’s right as a citizen. As 

Lee (2002) remarks, this change in thinking about disability now forces the disability 

question onto the mainstream political agenda. Barton (2001: 8) notes that in this new 

environment the fundamental task for those working in the area of disability must now 

be to ask how policy and legislation can be directed “to create a society in which all 

citizens experience full participation, includirig the maximum development of their 

abilities”.

Before beginning this analysis, however, section 4.2 will first offer a brief outline of 

the historical position of the issue of disability in the Irish policy context.

4.2 Disability and its Historical Position in Irish Policy

Despite the recent success of the social model in the Irish context, many disability 

theorists generally contend that social policy has remained “locked into an 

individualistic, medical approach and as such has been disabling rather than enabling in 

its impact on disabled people” (Barnes et al: 1999: 124). It is suggested that State 

guaranteed citizenship has, historically, had little meaning to disabled people, many of 

whom were confined to institutions, denied an education or the basic right to self- 

determination. Griffin and Shevlin (2007; 20) note “disabled people have tended to 

exist on the periphery of Irish society”. In the past the State has depended largely on a 

programme of incarceration and segregation to respond to the disability question. This 

fostered an individualistic understanding.of the ‘problem of disability’ wherein people 

were viewed as abnormal, pitiful, or even dangerous, separated from so-called ‘normal’



people and targeted through individual interventions, practices that legitimised the 

institutional segregation of disabled people. Such practices also enabled the State to 

detach itself from the issue of disability, confident that the ‘problem’ was securely 

addressed through the specialist and segregated management of people with disabilities 

in the private sphere. This separation meant that the needs of disabled people were not 

seen as part of the public system or indeed the responsibility of public services. As 

Doyle (2003: 11) argues, until as recently as the 1980s public policy responses to 

disability in Ireland had remained very static. She suggests that the very apathy of the 

State to issues of disability is crystallised in the lack of Irish census data on the disabled 

population between the years 1911 and 2002^ .̂

It is recognised that the State response to disability was, typically, to view, and respond 

to it as a medical problem, or a private issue outside the interests of public policy and 

politics. In so far as disability was addressed as a public issue, the development of 

necessary policy was viewed exclusively as a matter for the Department of Health, 

ensuring that whether the issue pertained to social services, education, training, 

transport or housing, the State response was driven through the health agenda. This link 

between disability and health has, as Colgan (1997: 114) argued, produced, and 

reproduced the belief in the dependency of disabled people and “created a 

psychological climate of low expectations among recipients that they could ever work 

or attend training for employment”.'*'*

Barnes (1993) suggests that such practices and systems have been critical to 

rationalising the medicalisation of disability within the public sphere, thus naturalising

As noted in Doyle (2001:11) historically, the Census of Population for the years 1841-1911 
collected information on the prevalence of disability among the population, using outdated, and 
now discredited terminology such as dumb, lunatic and idiot. However, no information has been 
collected on disability using a population approach between 1911 and 2002. In recognition of 
the lack of epidemiological data on the needs and experiences of disabled people the 2002 
Census on Population (2002) included questions on disability. Following the 2006 Census on 
Population, a specific follow up study on disabled people was carried out. The first analysis of 
this data is due to be released before the end of 2007.

The Disabled Persons Maintenance Allowance (DPMA) scheme is a typical example of this. 
Doyle (2001) notes that although the establishment of the DPMA originally flagged a move 
away from the poor law provision, marking the recognition of the need to introduce, for disabled 
people, a system of income maintenance, this policy was developed and delivered through the 
health rather than welfare agenda. The DPMA was introduced on the 1** of October 1954 to 
enable Health Authorities to pay a maintenance allowance to disabled people, with a mental or 
physical disability, over 16 years of age and who were unable to provide for their own 
maintenance. Strict eligibility criteria were applied to these allowances. In 1996 this scheme was 
transferred to the Department of Social and Family Affairs and was renamed Disability 
Allowance (DA).
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the removal of disabled people from public life. This practice of segregation, or 

specialist provision, means that disabled people are compelled to engage the specialist 

health/ disability agencies for all services, including non-health services such as 

education, housing and transport (French, 1994: 109). With regard to the Irish context. 

Quin (2003) remarks that, although the historical move to see disability, and the needs 

of disabled people, as a medical concern was instrumental in the historical creation and 

development of services in Ireland, this has obscured the wider determinants to 

disability such as education, employment and housing disadvantage, removing the 

concerns of disabled people from the mainstream policy agenda.

Ann Colgan, in assessing the impact that such policy agendas that were based on 

practices of segregation had on the experiences of children with disabilities in the 

1940s in Ireland suggests:

The norm of institutionalisation would have meant an early move away from 

family and friends, probably for life. For those staying at home, the family 

attitudes of shame and fear might well have meant a life of isolation more 

impoverished and isolated than that experienced in an institution. Active and 

regular surgical interventions in the case of children with physical ‘defects’ 

would not have been unusual... Extensive hospitalisation shaped the lives of 

children, while doctors looked for cures for little understood disabilities. (1997: 

112).

However, although health agencies such as Health Boards'^  ̂historically played a role in 

providing services to, one should not overlook the key role of the voluntary disability 

sector in Ireland. Traditionally, the sector pioneered responses to the needs of disabled 

people, advocating for better services and resources in a period when there were little 

services available to this group. This was most notable in the area of education. In

Initially eight Health Boards were established under the Health Act 1970; in 1999 the Eastern 
Region Health Authority (ERHA) Act changed this to ten health boards with the three Boards in 
the Dublin regions being administered via the ERHA. They were statutory bodies responsible 
for the provision of health and personal social services in their geographical area. Although 
Health Boards provided many of the personal social services directly themselves, in the case of 
disabilities, voluntary disability organisations were contracted to provide much of the needed 
services. The Controller and Auditor Generals Report on Value for Money Examination of 
Disability Services Provided by Non Profit Organisations (2005), recognises the significant 
contribution of the non-profit sector. Although the obligation to provide health services to 
disabled people rests with the State, the report recognises that over 90% and 60% of services 
provided to people with intellectual and physical disabilities respectively are provided via the 
non-profit sector.

84



many instances the initial ‘specialist services’, apart from large scale institutions of the 

nineteenth century that were established to contain those with mental health issues, 

were developed through the voluntary sector, and often their key agenda was to address 

the educational needs of ‘the deaf and dumb’ through the foundation of special schools 

for blind children of the poor (McDonnell, 2003: 28-29). The Census of Ireland 1851 

noted that these institutions had the responsibility to address the “education and moral 

improvement of Idiots and Imbeciles”^̂  (Ibid: 29), and where appropriate, to provide 

the people with a limited level of occupational skills.

Oliver (1990: 114) notes that the growth of such organisations in the UK “signified a 

move away from ‘individual concern for the handicapped’ to a concern to promote the 

welfare of particular groups, and such groups were successful in raising public 

awareness and encouraging the state to take on particular responsibilities.” The 

importance of these organisations in terms of providing services and advocating for and 

with disabled people is also an important feature of the Irish disability sector.'*  ̂Since 

the late 1960s the number of voluntary disability organisations in Ireland has increased 

significantly. This is clearly evidenced in the membership of one of the voluntary 

disability umbrella organisations, The Disability Federation of Ireland (DFI)'* ,̂ who in

As noted by McDonnell (2003: 29), despite growing interest in vocational institutions, until 
1922 there was only one such institution in Ireland. Those deemed ‘chronic and incurable’ 
continued to be sent to work houses, where they were identified as both abhorrent and destitute 
individuals.

In Ireland today such organisations are generally understood as having two distinct functions. 
For some organisations, such as the Irish Wheelchair Association or the Central Remedial 
Clinic, their most recognised function is in terms of direct service provision, where they are 
contracted to provide a direct heahh service fully on behalf o f the State. Although they also play 
a formative role in terms of advocating for the interests of their members, these organisations 
are staffed, and often governed predominantly by non-disabled people. The second type of 
disability organisation in Ireland is often more loosely termed advocacy organisations. Although 
they may over time secure funding to provide a range of personal social services, such as Family 
Resource or Personal Development Services or Personal Assistants, often such organisations are 
initially established by disabled people and/ or family members and tend to represent the interest 
of ‘niche’ disabilities, such as the Dyspraxia Association or the Spinal Injuries Association. A 
growing number of organisations in the latter group could also be termed organisations of, as 
opposed to ‘for’ disabled people, namely comprising only of disabled people. In Ireland, as the 
number of organisations suggest, the voluntary disability sector is a vibrant sector, providing 
both specialist services, supporting disabled people to access mainstream services, and 
advocating for and with disabled people to securing their rights and entitlements as citizens.

As noted in their Annual Report (2006), DFI “is the national support organisation and 
advocate for voluntary disability organisations in Ireland who provide services to disabled 
people and disabling conditions. DFI works to ensure that Irish society is fully inclusive of 
disabled people and disabling conditions so that they can exercise fully their civil, social and 
human rights”. In pursuit of this “DFI acts as an advocate for the voluntary disability sector and 
supports organisations to further enable disabled people”. Allied to the work with the full and 
associate members, “DFI works with and supports over 200 organisations and groups around the 
country that have a significant and growing disability interest, mainly coming from the statutory
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2007, has a full and associated membership of 110 disability organisations, and 

supports and is affiliated to another 150 organisations with a disability interest 

(www.disability-federation.ie).'*̂

However, Quin (2003) suggests that, at times, voluntary disability organisations in 

Ireland have been viewed as a reactionary force in the development of innovative 

disability policies. Furthermore, she observes that although organisations may be 

established to act as a vehicle for change, “over time, however, its own existence 

becomes its raison d ’etre and it can outlive its relevance and usefulness” (ibid: 90). In 

addition to this accusation of being ‘anti-mainstream’, such organisations have also 

been accused of speaking and acting for disabled people as opposed to genuinely 

representing the interests of their clients (Drake in Quin, 2003: 91).'** Such criticisms 

repeatedly challenge traditional organisations for disabled people to prove their 

interests in the ‘disability business’, and their efforts to include people in the decision

making process in their organisations.

Therefore, although the important role of the disability sector is well documented (see 

Comptroller and Auditor Generals Report, 2005),“*̂  as indeed is their determination to 

provide much needed services in times when the State failed to do so, yet within some 

areas of disability studies, and for some disability activists, there is the view that the 

voluntary sector plays an important role in fostering the dependency of disabled people.

and voluntary sectors”. DFI is the only umbrella organisation in Ireland, whose membership is 
drawn from across the disability spectrum, including physical, sensory, intellectual, mental 
heahh.

There are a number of umbrella disability organisations in Ireland- the Federation of 
Voluntary Bodies, the Not For Profit Business Association, and the Disability Federation of 
Ireland. There are also a number of disabled peoples’ organisations including Disabled people in 
Ireland (PwDI), Inclusion Ireland, Centres for Independent Living (CILs) and The Forum for 
Disabled people.

Although this is a popular debate, it is fair to suggest that this is an over simplification of the 
voluntary disability sector. To assume that an organisation is either an organisation of or for 
disabled people is to lose sight of, firstly, the many different types of voluntary disability 
organisations that currently exist in Ireland, and secondly, the varied services that any one 
disability organisation provides, and, finally, the role that the Health Service Executive (HSE), 
as the core funder’s of these organisations, plays in deteritiining the type and quantum of 
services being provided on any particular budget. This thesis will, in chapter 8, briefly return to 
discuss the vital role that the voluntary disability sector must play to fully realise the 
opportunities currently available to disabled people both through the National Disability 
Strategy and the new social partnership Agreement, Towards 2016.

The Controller and Auditor Generals Report on Value for Money Examination of Disability 
Services Provided by Non Profit Organisations (2005), recognises the significant contribution of 
the non-profit sector. Although the obligation to provide health services to disabled people rests 
with the State, the report recognises over 90% and 60% of services provided to people with 
intellectual and physical disabilities respectively are provided via the non-profit sector.
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Accordingly, voluntary organisations are accused of developing restrictive services for 

disabled people, of not acknowledging or respecting the interests and views of disabled 

people, and of focusing on sustaining the disability business, thus “reiterating previous 

dependency-creating service provision” relationships (Barnes et al, 1999: 143).

Clearly, as this brief overview demonstrates, historically the Irish policy response to 

disability could be at best described as medically focussed, and at worst institutionally 

driven. Apart from the introduction of the DPMA (see footnote 40) in the 1950s, the 

only evidence of innovation or response came from the voluntary disability sector that, 

to varying degrees, were committed to developing and delivering specialist services to 

disabled people. Despite this commitment, however, until recently for the most part 

these services were specialist in nature and delivered in segregated settings and distant 

from the public sphere. Furthermore, it is suggested these services were not provided or 

available as a right based on citizenship, but resource dependent, ad hoc and often 

impairment specific. As Quin and Redmond (2003: 2) argue, even in the current 

environment the “absence of basic infrastructure along with inadequate service 

provision may, in reality, be insurmountable obstacles” to the rights of disabled people 

in practice.

43 The Green Paper'*̂  (1984) and the Beginnings of the Mainstream Agenda

Colgan (1997: 111) notes that “the extraordinary growth and development in the 

volume, distribution, cost and structure of services available to people with disabilities 

in Ireland over the past fifty years is one of the most immediately obvious features of 

this half century.” To presume, however, that these developments were easily achieved 

would ignore the real and continuous struggle of disabled people and their advocates in 

Ireland. The difficulty faced by those contesting the political isolation of the disability 

issue has been the fundamental denial by those involved in politics and policy making 

that disability is in fact a political issue to begin with, and one which merits 

consideration in the public sphere. As Shakespeare and Watson (2001b) note, disability 

has traditionally not been on the agenda of mainstream policy or party politics in the 

UK. They argue that in failing to acknowledge that disability was the consequence of 

social oppression, that it was universally experienced by disabled people, and that these

A Green Paper is a Government issued consultation document that contains policy for 
discussion, and seeks views from interested parties. This can then inform the preparation of a 
White Paper, which is a more concise document outlining the Governments views on a topic. 
This then may be followed with the drafting of a Bill.
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experiences constituted a denial of citizenship, those developing policy and legislation 

felt justified in responding to the needs of disabled people in an individualised ad hoc 

manner. Thus, legislative and policy developments were directed at “individuals 

suffering impairments” and were believed to rightly rest in “the domain of medical and 

welfare professionals” (ibid: 547).

However, this thesis suggests the publication of the Green Paper by the Department of 

Health and Social Welfare, Towards a Full Life - Services for Disabled People (1984) 

proved a landmark in terms of thinking on the possible policy responses to the issue of 

disability. It marked a definitive move away from seeing disability purely in terms of 

impairment and personal incapacity and towards recognising the need to respond to the 

social exclusion of disabled people as citizens. The Green Paper mapped the priority 

areas that would need to be addressed in order to facilitate the social participation of 

disabled people, noting that the “Paper is a statement for Government policy on the 

development of services and facilities which will enable disabled people to achieve full 

participation and equality in our society” (1984: 9). In identifying the issue in terms of 

inadequate levels of services and facilities, and in acknowledging the difficulty 

experienced by people with disabilities in terms of social participation, the Green Paper 

did move some way towards articulating disability as a social, rather than individual 

problem.

This shift in thinking was further evidenced in the paper’s focus on the needs of the 

totality of the disabled population, as distinct from addressing specific needs of specific 

categories of disability. This marked an unprecedented State move away from the focus 

on individual impairments and restriction of activity towards an understanding of the 

broad, shared, universal needs of disabled people. In identifying the social determinants 

to disablement, such as housing, transport and employment, the paper attempted to 

scope out a response to disability that was based on addressing service deficits as 

opposed to specific impairment management. Thus, the paper looked at key areas 

underpinning the collective experience of disablement, including the absence of State 

data on the needs of the disabled population, and the deficit in terms of the education, 

vocational training and employment options available, income supports and welfare 

dimensions to the experience of disability, the housing, accommodation, and mobility 

needs of disabled people, and the issues of residential care. In moving significantly 

beyond the primary health and personal social care needs that related directly to 

impairment, the substance and policy scope outlined in the Green Paper was quite



ambitious and demonstrated an acknowledgement of the principles underlying the 

social model. However, the challenge that such an interpretation posed was also 

acknowledged by the State, when it was noted

Society faces fundamental choices; it can pay lip service only to the ideas of 

improving the quality of life for disabled people; alternatively society can show 

a genuine concern by indicating willingness to contribute, whether through 

higher taxation or a redistribution of resources, towards a full life for disabled 

people. (1984: 10)

Although welcomed by disabled people and the voluntary disability sector, it was 

acknowledged that the Green Paper left a number of significant issues unresolved. As 

the Union of Voluntary Organisations for the Handicapped (UVOH)'*^ (1984: 3) noted, 

the Paper was “the beginning of a debate on our services to people with disabilities.” 

Therefore, it was accepted that the paper marked an unprecedented move away from 

responding to disability purely in terms of impairment, as UVOH argued, the document 

did not attempt to reflect on the responsibilities of other Government Departments to 

provide, and plan for the needs of disabled people. Rather, as was noted, although 

innovative in that it proposed addressing disablement in terms of the social 

determinants to disablement, the paper restricted its policy responses to services that 

were, or could, be provided directly through the Department of Health and Social 

Welfare. In basing proposed developments too “tightly on existing statutory provision”, 

or indeed on the current practice to provide services solely through the Department of 

Health and Social Welfare, UVOH argued the Green Paper failed to explore the 

capacity of mainstream services to respond to the needs of disabled people as part of 

the wider planning for the population (Ibid: 1).

The paper’s failure to challenge the mainstream services that did not see disabled 

people as their ‘business’ meant that, any policy or service developments that could be 

informed by the Green Paper would fail to reflect on the possibilities that could be 

afforded through a broader, cross Departmental response to issues of disablement. 

Criticising the paper’s failure to embrace or realise the potential of mainstreaming,^”

In the 1990s UVOH changed its name to the Disability Federation of Ireland. This 
organisation was discussed earlier in this chapter.

The principle of mainstreaming refers to when the “concerns of disabled people are 
considered by policy makers and service providers as part of their everyday work”. (NDA, 
2006a).
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UVOH argued that “the greater the success of special services with marginally disabled 

and handicapped people, the more pressing the question of why such people are being 

segregated at all from the mainstream of general provision” (1984: 2). Furthermore, as 

the organisation noted:

We recognise within the Green Paper the genuine desire to improve the standing 

and acceptance of disabled and handicap people in society generally. We could 

not but feel this desire, in many instances, to have been negated through an over 

preoccupation with and reliance on existing arrangements within statutory 

provisions (Ibid: 2).

Clearly, it was noted the Green Paper did not offer, nor did it attempt to offer, a 

mainstream response to the levels of social and economic disadvantage being 

experienced by disabled people. As the response of the UVOH suggested, the Green 

Paper went only as far as the Department of Health and Social Welfare could itself 

ideologically perceive, or practically provide. It responded only in so far as disability 

continued to be placed within the health agenda. Despite these obvious limitations, 

however, the Green Paper, in identifying disablement and social restriction as a 

collective, universal feature of disability, went some way to reflecting the social 

model’s concern with the broader determinates to disablement. In the very action of 

speaking about the need to use policy as a tool to realise and “enable disabled people to 

achieve full participation and equality in our society” (1984: 9), the document marked 

the onset of a national debate that has spanned, and progressively preoccupied, the 

intellectual, political, and civil spheres of Irish society for the last three decades. For 

the first time, the State had identified the inequity of disabled people and linked these 

inequities to practices of social disadvantage as opposed to individual restriction. It 

enabled those working to achieve social justice for disabled people the “right to expect 

the improvements in statutory services” (UVOH, 1984: 3). As noted therefore, as a 

policy development, the paper provided a break in terms of enabling “shifts in thinking, 

in ideology, in attitudes, in spheres of influence and in expectations” (Colgan, 1997: 

111). This fostered expectations that disability could indeed be resolved via appropriate 

policy and legislation, and legitimised as a genuine political grievance in the public 

sphere.

If mapped against the principles of the social model, the Green Paper, which marked an 

explicit move by the Irish State to respond to the social oppression of disabled people.
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was an admirable attempt. The origins of the paper clearly reflect the growing civil 

dialogue on citizenship (Oliver, 1996a), and the international debates taking place on 

the rights of disabled people. The International Year of the Disabled Person in 1981, 

the International Decade of Disabled People and the UN Adoption of ‘The World 

Programme of Action Concerning Disabled People’ generated a powerful global 

discourse centring on the recognition and response to the exclusion and 

disempowerment of disabled people^’. Simultaneously, as Toolen (2003: 178) remarks 

it facilitated the development of a collective consciousness of the disability sector 

“disillusioned with the slow pace of change, organisations of disabled people ...began 

advocating access to the same rights and opportunities as other citizens in the 1980s 

and 1990s in Ireland,” focussing more on the collective experience of disablement than 

on impairment, thus, reflecting on the recently introduced Americans with Disabilities 

Act (1990) and the growing influence of the ideologies of the social model.

Clearly, therefore, despite its silence on the mainstreaming of services to disabled 

people, the Green Paper did front the issues of social disablement as a public sphere 

concern. Although it did not ignore the restrictions imposed by impairment this was 

balanced with the recognition that are restrictions related directly to the inadequate 

levels of supports and services and the lack of education and training programmes 

available to disabled people, all of which are necessary for the transition and social 

inclusion of disabled people. However, the Green Paper, although critical in marking 

the politicisation of the issue of disability, did not in itself resolve the reality of the 

social oppression and exclusion of disabled people in Ireland. Rather, it marked the 

beginnings of an intense public sphere debate on the question of disability that, 

although further developed, continues to be played out in the contemporary discourses 

on the rights and entitlements of disabled people in contemporary Irish society.

The Charter for the International Year of the Disabled focussed on the rights of disabled 
people to expect and experience full participation and access to equal opportunities in their 
societies. The decade that followed was selected as the International Decade of Disabled People, 
and this was showcased by the UN adoption of ‘The World Programme of Action concerning 
Disabled People’ (Doyle, 2003: 25- 26). In parallel with this, the growing activism of disabled 
people, both internationally and nationally, and their agitation on behalf of the interests of 
disabled people were yielding results.
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4.4 The Commission on the Status of People with Disabilities - Deepening 

the Debate

The international developments in the 1980s and 90s put particular shape to the 

expectations of the disability sector in Ireland generally, which gathered momentum 

behind demands for developed and mainstreamed policy responses to the needs, and 

exclusion of disabled people. This led to a growing awareness that disabled people 

were not merely involved in the struggle to transform social attitudes, but also with 

“the realisation of citizenship, social justice, equality and protection through the 

legislative process” (Barton, 2001: 3).

In recognising that the disability question demanded more than simply a health policy 

response, the 1992 Programme for Government signalled the State’s full acceptance of 

the need to engage a mainstream response to the disability question. Although the 

mechanisms and structures to realise the policy of mainstreaming were still at an 

embryonic stage, the commitments of the 1992 Government went some way towards 

implementing the core principles of the social model. By severing the health/disability 

interdependency, the State pledged to address the barriers to social participation, or 

indeed the practices of disability that were ‘out there’. It redirected the focus from 

prioritising individual interventions solely to demanding that all Government 

departments recognise the disability issue as their business. Central to this commitment 

was the establishment of the Commission on the Status of People with Disabilities in 

1993 under the then recently formed Department of Equality and Law Reform, whose 

remit was to review the conditions necessary to ensure that all disabled people could 

participate, as was possible, in the economic, social, and cultural activities of the Irish 

State (Doyle, 2003: 15).”

Although disability continued to be mainly addressed through the health agenda and health 
policy, a number of other Departments began to address the issue of disability. For instance the 
1993 Special Education Review Committee (SERC) report (Department of Education) analysed 
through detailed statistical data the breakdown of the special education needs sector. This report 
was critical in that it constituted an important review of past practices and provision of 
education to disabled people, as well as signposting future planning and policy in the areas of 
special education and education to disabled people, and redressed the absence of disability in 
previous studies, even those aimed at addressing equality and disadvantage in education (see 
McDonnell, 2003). Despite these significant advances, the SERC did carry with it the paternalist 
assumptions of early policies, when for instance they talked of the socio-psychological 
developmental challenges of children with profound deafness (McDonnell, 2003: 38). Griffin 
and Shevlen (2007: 51) also noted that the report, “while broadly supportive of social 
integration, allowed room for the exclusion of children with disabilities if their inclusion in 
classroom activities disadvantaged their peers”. Despite such instances of regression however, 
the SERC Report and other reports such as the White Paper on Education, Charting Our
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There were high expectations that, on completion, the Report of the Commission on the 

Status of People with Disabilities would lead to the introduction of the policy 

instruments required to realise the social inclusion of disabled people. The review is, to 

this day, regarded as the most comprehensive study of the needs of disabled people in 

the state. It resulted in the presentation of 402 individual recommendations that 

spanned the breath of the disability experience, including policy and structural changes 

to issues affecting the economic, social and civil rights of disabled people. It also 

included specific measures to address the needs of vulnerable adults, for instance. 

During the consultation process that informed the final recommendations in the Report, 

over 600 submissions were received from a variety of different sources, including 

persons with disabilities (250), family members of disabled people (93), voluntary 

bodies (120) and statutory bodies (15). Although it was recognised that the infonnation 

contained in the submissions could not be interrogated as would epidemiological data, 

it was widely acknowledged that “it should be seen as enabling us to gain a reasonably 

clear picture of the range of views and experiences of people whose lives are in some 

way affected by the many forms of physical, sensory and mental disabilities which 

exist in our society” (Tubridy, 1995: 3). More importantly, however, in compiling and 

facilitating the responses of interested stakeholders, the Commission established a 

space wherein a critical level of civil dialogue on disability issues became possible.

Educational Future (1995), and A Strategy for Equality (Report of the Commission on the 
Status of Disabled people) were important prerequisites for the development of the Education 
Act 1998 and the Education for Persons with Special Educational Needs Act 2004.
At the same time, developments in the early 1990s in both employment legislation and social 
security in relation to disabled people remained very static. Disabled people who had never 
participated in employment relied on the means tested Disability Maintenance Payment 
(DPMA), which was provided by the Department of Health, via the Health Boards, until its 
function was transferred in 1996 to the Department of Social and Family Affairs when a number 
of adjustments, including those to the means testing criteria, were introduced (McManus, 2003). 
At the same time disabled people, segregated in separate schools, training programmes and 
employment venues, remained very distant from the labour market and did not appear on the 
official unemployment statistics. Between the years 1973 and 1994 the European Union 
invested € 6 15m in vocational training for disabled people in Ireland. A review o f these funds 
suggests that this money was used to fund training outside work places and was provided by 
social rather than employment orientated agencies (Conroy, 2003: 48). Even the Report of the 
Commission on the Status of Disabled people (1996: 135-143) failed to fully showcase the 
employment and training issues for disabled people, devoting just nine pages out of a 340 page 
document to the issue. As Conroy (Ibid: 50) points out the report failed to distinguish between 
the issues of labour market access for those outside of the employment and job retention from 
those already in the work place. Furthermore, the report did not address the issue and impact of 
‘structural segregation’ as it is experienced by people in the areas of education and training, and 
how this should be addressed in future labour market and employment policy.

93



This level of civil dialogue with respect to disability that emanated from these 

consultations was a notable feature of the process. It demonstrated clearly the efforts of 

disabled people and organisations to contribute to and shape the growing public sphere 

discourse on disability. In contrast to the predominantly health-centred agenda 

proposed through the Green Paper, the Commissions Report identified the need to 

engage a cross- Governmental response to the disability question. By recommending 

strongly that specific Government departments delivered on their responsibilities to the 

disabled population, the Commissions Report called for the mainstreaming of supports 

and services to disabled people as part of the broader provision of services and supports 

to the population. These recommendations clearly reiterated the need to break the linear 

link between the Department of Health, health policy and disability that had 

characterised the States response to the disability question. It built upon the principles 

outlined in the Green Paper that had focussed exclusively on the health arena, turning 

the direction of policy away from the individual, towards issues of citizenship and the 

need to develop a State agenda aimed at including the needs of the disabled population 

in the planning and delivery of policies and services generally. These demands were 

explicit for instance, in the areas of education, training, and employment, when the 

Commission recommended:

Notwithstanding the excellent training being provided in many specialist 

centres, the fact remains that such training is largely segregated in nature. It is 

separate in both policy and in terms of Governmental responsibility from 

mainstream training... mainstream training offers a wider choice of courses that 

can currently be offered through specialised centres, as well as the practical 

ambiance of integration. Equality of training opportunities, which does not exist 

at present for all people with disabilities, requires that the present policies and 

systems be fundamentally reviewed and revised (1996: 142).

It has been acknowledged that the Commission’s Report, as a policy document, has had 

significant influence and impact “on the field of disability” in Ireland (McGettrick, 

2003: 72). As noted already, it supported a level of civil dialogue on the issues of 

disablement that had, up to that point, not been possible in the Irish State. In linking the 

needs and exclusion of disabled people to the mainstream arenas of socio- economic
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ac t i v i t y t he  Report marked an unparalleled move towards an incorporation of the 

principles underpinning the dominant trends in the social model, recognising that 

disability was indeed ultimately the consequence of restrictions ‘out there’ in the social 

world, as opposed to individual incapacities. It identified the need to develop universal 

responses to the disability question, and thus recognised the collective, unifying, and 

indiscriminate experiences of disablement. Furthermore, in paying significant attention 

to the income, employment, training, education, and housing needs of disabled people, 

the Report clearly took its position from the principle’s of social oppression and 

contested citizenship as argued by Oliver (1990), Barton (1993) and others. In so doing, 

the Commissions report demonstrated the potency of the social model and its ability to 

act as “a significant and powerful force influencing social policy” (Dewsbury, 2004: 

146), providing a counter rationale for the exclusion of disabled people than offered 

through the medical model. This is clearly demonstrated in the Report’s 

acknowledgement that.

people with disabilities are the neglected citizens of Ireland. In the eve of the 

21®' century, many of them suffer intolerable conditions because of outdated 

social and economic policies and unthinkable public attitudes... Whether their 

status is looked at in terms of economics, information, education, mobility, or 

housing they are seen to be treated as second class citizens (1996: 5).

4.5 Arriving at the Point of the National Disability Strategy - the public 

sphere response to the disability issue

In less than two decades the ideology of the social model had clearly started to find 

expression in the policy environment and dimensions of the Irish State. Concepts such

Despite the predominant socio-economic thrust of the Commissions Report, it did go beyond 
a pure socio-materialist critique of the exclusion of disabled people, in looking at areas of 
sexuality and relationships for disabled people and at their rights in terms of political practice.
In recognising disabled people right to the same degree of satisfaction through relationships and 
sexuality, it was noted “[pjeople with disabilities are denied their sexuality primarily by the 
stigma that surrounds and precedes disability. In a society in which the cult of the “body 
beautiful” reigns, one becomes less sexually acceptable the further one is from the stereotypes 
of beauty. For many disabled people this is a further burden on top of low economic and social 
status” (Ibid: 231). The Commissions interests were also extended to the “desexualising” of 
disabled people: the wider population’s fear of disabled peoples’ capacity to reproduce, and 
their treating of disabled people as children or as genderless. Although not as easily qualified in 
policy terms, the Commission made a bold move to link the remit of policy with the most 
intimate and private experiences of disempowerment, recommending a number of policies to be 
developed by the Department of Health and Children. These included in the areas of the right to 
privacy and dignity and the right to accessible information and guidance (Ibid: 232).
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as mainstreaming, social oppression, and the rights of disabled people began to reshape 

the expectations of disabled people, their families and the voluntary disability sector 

generally. Following the publication of the Commissions Report (1996), the disability 

question was firmly rooted in the public sphere agenda. As the Report acknowledged, 

any response to the oppression and exclusion of disabled people would require a cross- 

Govemmental approach that would respond to the collective experience of socio

political structural and economic oppression. This was acknowledged in the 1997 

Programme for Govenmient, when it was stated, “radical change to ensure that the 

needs and aspirations of people with disabilities, their families, carers and advocates” 

would be comprehensively addressed in the life of the Government. In noting that, “we 

recognise that disability is one of the most important issues facing Ireland today,” the 

new Government committed to addressing the inadequate income of disabled people, 

introducing a collaborative response to promoting environmental access for disabled 

people, and addressing the provision of adequate residential facilities for those with 

mental illness or intellectual disabilities. By far the new Government’s most radical 

commitment, however, was to ensure that disability was “placed where it belongs, on 

the agenda of every Government department and public body.” In recognising that the 

disability question demanded more than simply a health policy response, the 1997 

Programme for Government signalled the State’s full acceptance of the need to engage 

a mainstream response to the disability question. This shift in thinking was quickly 

tested with the introduction of successive pieces of legislation: the Employment 

Equality Act (1998) (2004),^“* the Education Act (1998),^^ and the Equal Status Act 

(2000) (2004),^® all of which included the exclusion and discrimination of disabled

Although the passing of the Employment Equality Act (1998) (2004) ensured that, for the first 
time, employees, vocational trainees and those seeking employment with a disability had the 
right not to be discriminated against, this piece of legislation did not pass into the statute books 
with ease. Indeed, the Bill was delayed by a constitutional challenge to one of its clauses that 
had the effect of obliging employers to accommodate the needs of disabled people in the work 
place at their own cost. In advance of the passing of this legislation, this clause was weakened 
so that employers were only obliged to reasonably accommodate employees with a disability, 
or, as it was eventually stated in the Act, “to do all that is reasonable to accommodate” (Section 
16(3)(b), but this was qualified in terms of a nominal cost (Conroy, 2003: 51-53).

The Mucation Act (1998) aimed to introduce students with special educational needs into the 
mainstream educational system (Noonan Walsh, 2003:110). In recognising that students with 
certain “conditions” learn differently to other students, the legislation attempted to balance the 
rights of the child with special educational needs with the rights of the child without special 
educational needs. The landmark ruling of the Sinnott Case (2001) had put pressure on the State, 
and the Department of Education and Science specifically, to take seriously the States 
responsibility to provide for the educational rights of all students.

Specifically, the Equal Status Act (2000) (2004) introduced legislative measures to challenge 
the inequitable access of certain groups to goods and services, including access to public places, 
banks, insurance services, entertainment, travel, transport, access to professional services and 
education for instance. The legislation demands that a service provider must do all that is
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people in their remit.^’ As Griffin and Shevlin (2007: 2) have noted specifically with 

respect to the Irish response to special educational needs, in light of the impact from 

such developments as the Commissions Report (1996) and the Education Act (1998) 

“there is no turning back from this vision”, with all those involved are challenged to 

respond.

However, positioning disability as a public sphere concern was ultimately ratified in 

2000 when the Taoiseach launched the agenda of the mainstreaming of services for 

disabled people. At the launch, the Taoiseach confirmed the recommendations provided 

in the Commissions Report^* and reiterated the commitments made in the 1997 

Programme for Government when he noted that every state agency should recognise 

disability as their concern, and stated that Government Departments “from today, have 

the concerns of people with disabilities as part of their core work.” This delivered on 

the commitments made in the 1997 Programme for Government. Specialist state 

agencies such as the National Rehabilitation Board (NRB) that had held the 

responsibility for addressing the training and employment needs of disabled people was 

disbanded and its responsibilities were transferred to relevant Departments and 

Agencies such as the Department of Enterprise, Trade and Employment and FAS.^’ In

reasonable to accommodate the needs and ensure provision of services to disabled people, 
unless it can be shown that to do so would have greater than a nominal cost to the provider. In 
accordance with this legislation, positive action measures are permitted to ensure compliance 
with such responsibilities (Doyle, 2003:19).

The Government committed to enact legislation that would “prohibit discrimination and will 
cover a wide range of groups, including... handicap”. Although these are important legislative 
developments, it should be pointed out that issues pertaining to such concepts as ‘reasonable 
accommodation’ and ‘nominal cost’ have, in effect, meant that the Equal Status Act has 
qualified people’s rights in terms of the cost of those rights. Thus, as McGettrick has suggested, 
“the potential for this legislation to impact on the built and external environment both in the 
public and private sectors is extremely curtailed” (2003: 75- 76).
* The Commission on the Status of Disabled people drew particular attention to the issue of

equality of opportunity so that “disabled people can participate in education, employment, and
all other walks of life on an equal basis”.
59 FAS is Ireland’s National Training and Employment Authority and is an agency of the 
Department of Enterprise, Trade and Employment. The role and function of FAS is to enhance 
the skills and competencies of individuals and enterprises “in order for Ireland to further 
develop as a competitive, inclusive and knowledge based economy” (www.fas.ie). It aims to do 
this through the development of tailored training and employment programmes that suit 
everyone’s needs.
Following the 2000 Government commitment to the mainstreaming of supports and services to 
disabled people, the responsibility for the training and employment needs of disabled people 
was transferred to FAS. Access to employment or training via FAS for disabled people is 
provided through a number of programmes, including specialist training, supportive 
employment and the provision of assistive technology. These are the specific disability 
measures that FAS provide in addition to their mainstream programmes and services that 
disabled people can also access (see also DFI, 2006).
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place of the NRB, the State established the National Disability Authority (NDA)®*, the 

remit of which, as an agency of the Department of Justice Equality and Law Reform, is 

to advise the Minister on policy issues and research relating to disability.

During this period of activity it would appear there was a dampening or quietening with 

respect to the disability specific legislation, despite calls to introduce such legislation in 

the Commissions Report (1996). This may, in part, have been due to the enormity of 

the task, that is to translate the ‘wish list’ of recommendations outlined in the Report 

into a meaningful piece of legislation that could holistically address the social 

exclusion of disabled people. Although disability theorists such as Oliver (1990,1996a, 

1996b) may have offered the principles from which to understand concepts such as 

social oppression, the lack of developed examples of the social model in operation must 

have made it difficult to conceptualise what was really meant by the social model as 

“transformative change” (Barton, 2001: 3). There was, of course, also learning to be 

gained from the Americans with Disabilities Act (1990) and the British Disability 

Discrimination Act (1995), but these needed to be nuanced to the specificities of the 

Irish context. At the same time, the sector was distracted by the demands of its 

domestic business, struggling to secure base-line resources to provide much needed 

personal social services.®*

Despite this pause, however, the announcement in August 2000 by the Department of 

Justice Equality and Law Reform that the publication of a Disability Bill was imminent 

served to focus the minds of disabled people and the disability sector in Ireland

The National Disability Authority (NDA) is an independent statutory agency established 
under the aegis of the Department of Justice, Equality & Law Reform by the National Disability 
Authority Act 1999. On behalf of the State, they promote and help secure the rights of disabled 
people. They were established following the publication of the Report of the Commission on the 
Status of Disabled people, entitled A Strategy for Equality, which strongly recommended the 
mainstreaming of services to disabled people, following which the National Rehabilitation 
Board was disbanded. Its responsibility to provide training and employment for disabled people 
now became the responsibility of the main State employment agency, FAS. The NDA was 
established in June 2000 to assist the State in the development and coordination of policy with 
respect to disability, to undertake research to assist in the planning, implantation and monitoring 
of programs, and to advise the Minister on the planning and implementation of programs and 
standards.

Physical and Sensory Coordinating Committees were established in each of the 10 area Health 
Boards in 1996 and were an innovative response to the question of the planning and delivery of 
services to disabled people. They were established to provide a space wherein the Health Boards 
and the voluntary disability sector could, in partnership, identify service gaps and needs, and, 
whh the limited resources available, prioritise responses.
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generally. By inviting submissions on the scope of disability legislation, this demanded 

that the disability sector apply its attention to the disability question and consider how 

the principles of the social model and the layered socio-political contexts of 

disablement could be reflected in, and responded to, through legislation. For the first 

time, the possibility that social oppression and disablement could be directly redressed 

via the political agenda forced people to consider questions such as ‘who are we, what 

should we get, how shall we live’ and ‘what should be conserved, and what reformed, 

what should be public and what private and the rules by which society should be 

governed’ (Gambel in Barton, 2001: 2). For possibly the first real time in the Irish State 

the discourses of social oppression and exclusion as articulated by the social model 

were to be tested for their translation into real, sustainable, and incremental levels of 

inclusion for disabled people in their communities.

In an effort to develop a collective response to these vexing questions, and to infuse 

energy into the Government’s earlier commitments to the introduction of disability 

legislation, the Forum of People with disabilities invited a number of national disability 

organisations to jointly convene a conference, “Get your Act Together”®̂ on 3 

December 2001. The conference had a number of purposes. Firstly, it aimed to inform 

the context and content of any disability legislation introduced in Ireland. Secondly, it 

sought to communicate to the Government the expectation of the disability sector that 

the recommendations of the Commissions Report (1996) would be delivered. It was 

envisaged that disability legislation would set out clearly the rights, and, just as 

importantly, the means of redress for those whose rights have been denied.®  ̂A 

Disability Act, therefore, was understood as the means by which to permanently locate 

the issue of disability within the public sphere, legitimising the discourses of socio

political disablement, and thus ensuring that disabled people could access mainstream 

supports and services, as well as be confident that, where appropriate, well resourced 

disability specific services could be accessed.

In the Conference Report it was noted that four organisations, the Forum for Disabled people, 
namhi (National Association for the Mentally Handicapped in Ireland, now Inclusion Ireland), 
Disabled people in Ireland (PwDI) and the Disability Federation of Ireland (DPI), “came 
together to provide the Campaign with leadership and focus”, receiving “endorsement and 
support of a broad range of individuals and other organisations statutory and voluntary” (2002:
4).
® As stated in the conference Report, “the Act should outlaw all discrimination against disabled 
people and should require public and private bodies, employers and educators to make 
reasonable accommodation to meet their specific needs”.
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However, as identified in the Conference Report (2002), the conference “was also to 

serve as a focal point for the disability sector. It was in fact the platform from which the 

Get Your Act Together campaign was launched as a vehicle to move the Disability Bill 

forward”. Accordingly, the conference acted as a mechanism to unite, and politicise, 

the disability sector behind demands for the introduction of disability specific 

legislation that could realise the collective rights of disabled people. In the opening 

speech of this conference. Professor Gerard Quinn stated:

We have failed to make any significant breakthrough in relation to disability 

rights. When I look around the hall I see many different people, many different 

groups, and I sense many shared and unshared experiences - experiences of 

hardship, or neglect and or discrimination. (Ibid: 6)

In identifying the adverse social effects of disablement, Quinn operationalised the 

principles of the social model, demanding recognition of the collective experiences of 

social exclusion and isolation. In so doing he had, and drawing on Watson’s (2004:

106) general discussion, engaged the model to transform “a mass of disabled people 

into a politicised grouping whose personal discontents will be translated into a public 

struggle”, a struggle which was, in Ireland, to take place around the question of 

citizenship and the introduction of disability specific legislation.

4.5.1 The Publication and Withdrawal o f the first Disability Bill 2001

To the surprise of the disability sector, the Government launched the Disability Bill 

2001 on 3 December 2001. Although in August 2000 the Government had called for 

interested parties to make submissions to inform the drafting of disability specific 

legislation, the December 2001 Bill was read into the Dail with no specific consultation 

with disabled people or the wider disability sector. It was concerned primarily with 

placing statutory duties upon public bodies in relation to the provision of services to 

people with disabilities. This reflected the main focus of Government policy, which, as 

indicated in the equality legislation and the Government’s commitment to 

mainstreaming, was to provide services to people with disabilities in a mainstream 

setting, in so far as could be reasonably accommodated. In addition, the Bill also laid 

out specific legislation for the provision of services that were currently not available, 

such as an assessment of health need and the development of a statutory advocacy 

service. Furthermore, it obliged public bodies to make their mainstream services and
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buildings accessible, as far as was possible. In particular, the Bill addressed a number 

of additional core issues such as transport services, sign language facilities, and public 

service employment.

Despite the apparent scope of the proposed legislation, its failure to confer a “new 

individual right of civil action” (Doyle, 2003: 21) for disabled people meant that for 

many the legislation was unacceptable. Rather than securing people’s rights to services 

and supports through the legislative process, it was suggested that the Bill 

compromised by instead proposing to enhance the existing monitoring role of the 

National Disability Authority (NDA). The lack of redress to the civil courts in relation 

to the assessment of needs process meant that disabled people would be forced to use a 

disability specific complaints procedure within the health service. Criticising the Bill, 

Toolan (2003: 180) argues that, in sharp contrast to the expectations of disabled people 

and the disability sector, it did not propose to confer rights, but rather “appeared to 

attempt to restrict the use of the courts system to vindicate rights where agreed actions 

were not forthcoming.” An hour prior to the beginnings of a mass rally at the Mansion 

House on 19 February 2002, organised by a number of key organisations within the 

disability sector, the proposed legislation was withdrawn by the Government and 

promises made for the drafting of new legislation, in consultation with the disability 

sector.

Despite the disillusionment and disappointment of the sector following the withdrawal 

of the Disability Bill (2001), it could be argued that February 2002 marked a new dawn 

for disabled people and their organisations in the Irish State. The sector-wide resistance 

to the proposed legislation had acted as the stimulus to mobilise people with disabilities 

and the disability sector, and collectively they began to debate “as to what they 

understood they [were] entitled [to] as citizens in a democracy” (Toolan, 2003: 180). 

Therefore, for some, although the proposed legislation failed to live up to expectations 

and provide, what they believed was an acceptable vision for the future place of 

disabled people in Ireland, one rooted in their rights as citizens, it did serve to focus the 

sector and provided a starting point from which they could begin to map out the 

changes and developments believed necessary to achieve the social inclusion of 

disabled people. Essentially, the legislation and its subsequent withdrawal had, as in the 

case of the Green Paper and the publication of the Commissions Report earlier, altered 

the social and political thinking on the rights of disabled people. This reflects Barton’s 

(1996: 13) view that disabled people are

101



increasingly involved in challenging ... and developing an alternative dignified 

perspective, one that recognises disability as a human rights issue. This involves 

the struggle for choice, social justice and participation.

The aspiration of social inclusion was now a realisable objective and to the fore of the 

thinking within the disability sector. Collectively, the sector rejected the proposed 

legislation, insisting it was not directed towards a realisation of the rights of disabled 

people as citizens. The sector’s demands for legislation to look at the totality of the 

disabling environments, which, in terms of redress, included disabled people’ right to 

the protections offered through the court system, were not shaped by a desire for 

preferential treatment. Rather, the sector sought to secure the rights of disabled people 

as a mechanism to validate the equal place of disabled people in Irish society. In 

recognising the rights of disabled people to be able to participate fully in their society, 

the sector was drawing upon the political aspirations of the disability movement to turn 

the life experiences of people with disabilities into “a political strategy” (Watson, 2004: 

110).

4.5.2 The collective struggle for disability specific legislation - a move from a 

politics on the outside to a politics o f coalition

The Government’s commitment to consult on the development of new disability 

legislation was realised when, in March 2002, the Department of Justice, Equality, and 

Law reform wrote to the NDA on the establishment of a new consultative process on 

disability legislation. As part of this process, the Minister requested that the NDA 

would convene a representative stakeholders group and “facilitate meaningful dialogue 

at national level, both with the sector and with the consultation team.” The intention to 

introduce disability specific legislation was further ratified in June 2002 when, in the 

Programme for Government (2002), the new Government of Fianna Fail and the 

Progressive Democrats committed to publishing a Disability Bill that would include 

provision for rights of assessment, appeals, and enforcement.
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The establishment of the Disability Legislation Consultative Group (DLCG) in April 

2002^ marked a new and innovative approach to addressing the disability question. It 

provided the space wherein the State, in consultation with disabled people and the 

disability sector, began to explore the social and economic conditions that sustain 

disability. The diversity of organisations invited to participate in the DLCG also 

demonstrated the Government’s eventual recognition that ‘a one size fits all’ response 

to the disability question would not work. Rather, in seeking to mould a more inclusive 

response, the Government invited the DLCG to participate in the process of finding a 

workable solution to the disability question. To apply Barton’s (2001: 10) words on the 

challenges posed by the social model, the challenge being faced by the DLCG was 

“disturbing, demanding and developmental.” However, members of the DLCG (2003: 

11) also recognised the real benefits and possibilities that robust disability legislation 

could provide by “creating a society where all people with disabilities can participate 

fully as equal and active citizens”.

In February 2003 the DLCG published its recommendations in a document entitled 

Equal Citizens - Proposals for Core Elements o f Disability Legislation. These 

proposals were informed by extensive engagement with all stakeholders, including 

disabled people, their families, carers, and service providers.^ The DLCG proposed a 

number of core areas to be addressed by disability legislation, signposting the rights 

and provisions to be contained in the legislation, as well as the implementation, 

monitoring, review, and complaints mechanisms necessary to ensure that these rights 

would be adhered to. The group proposed that the legislation would need to provide a 

dual mandate. Firstly, it must place the disability interests at the centre of mainstream 

policy and services, noting that disability specific legislation would be appropriate only 

if it built upon national anti-discrimination legislation and measures. Secondly, 

however, the DLCG also insisted that a positive action framework would need to be 

applied to ensure that the rights of disabled people, and their ability to exercise these 

rights as citizens, were “further elaborated beyond those found in the anti

discrimination legislation to ensure that appropriate economic and social supports are

^ As noted in chapter one, membership of the DLCG was by invitation: eight organisations 
were asked to participate at national level. These were the Disability Federation of Ireland 
(DPI), the Forum of Disabled people, Mental Health Ireland, namhi. National Parents and 
Siblings Alliance, National Federation of Voluntary Bodies, Not for Profit Business 
Association, and Disabled people in Ireland (PwDI).

A number of open regional and national events were organised by the DLCG to illicit the 
views and opinions of all stakeholders. In addition, each organisation, as a national organisation, 
held specific consultations with their own member organisations to debate and generate 
consensus on the core elements of disability legislation.
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available to enable people with disabilities to experience those rights in practice” (Ibid: 

11). These recommendations demonstrated a clear commitment to apply what Lee 

(2002: 139) has termed the ’romanticised’ view of disability politics (i.e. the principles 

of the social model) to the rational operations of legislation.

This thesis argues that the publication of Equal Citizens demonstrated the maturing of 

the disability sector in Ireland. In responding to the challenge posed of them, which 

was to provide direction and leadership in the development of disability legislation and 

policy, the group had translated the ideological social model discourses centring on the 

concept of citizenship to the state’s political apparati. In so doing, the DLCG moved 

the politics of action from one that traditionally occurred outside of, and as a challenge 

to, formal politics, to being at the centre of the political machine, and operating “in 

realpolitik terms” (ibid, 2002: 138). In other words, they had successfully translated the 

central issues of disabled people and the disability sector into a political struggle that 

was at the centre of state activity. The question of disability was crystallised in terms of 

ensuring that public services were readily available to disabled people, as an 

entitlement as citizens. However, this position was not a secure one. It was dependent 

on the strength and cohesion of the DLCG itself, and on all members committing to the 

politics of coalition, to leaving aside their organisational differences and jointly 

committing to the collective realisation of real opportunities for disabled people. 

Clearly, this form of coalition politics demanded more than just sectoral cohesion; it 

was also dependent on the sector ‘coming in from the cold’ and, through engagement 

with the state political apparati, negotiating, compromising, and committing to the 

progressive implementation of the agenda of the social inclusion of disabled people.

By adopting a politics of coalition, the disability sector had both changed its political 

position and its potential for influencing the political environment. The DLCG was 

now in the position wherein it was possible to infuse the principles of social inclusion 

into the real, active and lived politics of the Irish State. In September 2004 the 

Government launched the National Disability Strategy (NDS) that contained four key 

legislative and policy provisions (see Comhairle, September 2004). These included the 

publication of the Disability Bill 2004, a commitment to a multi-annual investment 

programme to address priority gaps in health and personal social services, the 

introduction of a statutory Personal Advocacy Service for people with disabilities, and
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a commitment to developing Sectoral Plans'^ under six key Government departments 

that were to outline their activities for disabled people over a five year period®’. In 

launching the NDS (2004), the Taoiseach, Mr Ahem (T.D.) noted,

This Strategy is a very significant milestone. It shows clearly our intention to 

put a programme of action in place to support and reinforce equal participation 

in society by people with disabilities...The Government recognises the 

importance of this agenda and the complexity of the task. We want to move 

forward. We need to do so in strong partnership with the disability sector and 

service providers if we are to succeed in this great task.

At first glance, the NDS seemed to adequately apply a social model response to the 

disability question. If we return to Oliver’s template (1996a: 34), the legislation clearly 

acknowledges the social oppression of disabled people, ensuring that the collective 

representation of people with disabilities was to the fore during the drafting process. 

Furthermore, the Government repeatedly argued that the NDS was a specific piece of 

legislation that was in addition, but not a replacement, to the existing Anti- 

Discrimination Legislation. Together these legislative developments would provide the 

tools to achieve social change and real rights of citizenship.

Despite such clear efforts, however, the disability sector generally acknowledged that 

the NDS, as it was presented, lacked depth. The Sectoral Plans presented by six 

Government Departments were presented as Outline Plans and offered only a skeleton 

outline of how services would be developed. The focus of the Independent Needs 

Assessment under Part 2 of the Disability BiU 2004 did not seek to look beyond the 

health and personal social service needs of disabled people. As in the former proposed 

Disability Bill (2001), disabled people were denied access to the courts system to 

address issues of unmet needs under service statements. The two years following the 

publication of the NDS was marked by the increased politicisation of disabled people

^  These Departments were the Department of Health, the Department of Environment, Heritage 
and Local Government, the Department of Social and Family Affairs, the Department of 
Communications, Marine and Natural Resources, the Department of Transport and the 
Department of Enterprise, Trade and Employment.

The Department of Education and Science were not included in the list o f six Departments to 
develop Sectoral Plans. However, the Education for Persons with Special Educational Needs 
Act 2004 was recognised as being related to the suit of policy and legislative measures 
introduced through the NDS.
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and the sector generally.^ Within this short time frame, the DLCG, at national level, 

and a myriad of community and voluntary organisations and disabled people at local, 

community level, as part of a collective response, invested significant time in lobbying 

and making representations to improve the scope and capacity of the NDS.

For some within the disability sector the NDS demonstrated real potential. The 

commitment to introducing an Independent Needs Assessment, a public service 

employment quota, a right of access to public buildings and services, and the 

introduction of a statutory Personal Advocacy Service for people with disabilities at 

risk, all appeared to embrace and respond to the social model ideology of social 

exclusion in spirit, as something that occurred in the interface between the individual 

with an impairment and their efforts to participate in their society. Nonetheless, as 

noted, there was agreement within the sector that the NDS lacked credible depth and 

understanding of the complexities underpinning social disablement, or indeed the 

conviction needed to address these complexities. As noted by the Disability Federation 

of Ireland in their presentation on the Disability Bill 2004 to the Joint Oireachtas 

Committee on Justice, Equality, Defence and Women’s Rights,

Good intentions and honest attempts are not in themselves enough. We have to 

get it right. There has to be a seismic shift in public service delivery for people 

with disabilities. Otherwise, the Taoiseach’s speech expressed an intent for the 

National Disability Strategy, which we consider has not been fully developed in 

the Disability Bill as of yet. The public service must ‘think’ disabled people 

into all of their planning and delivery activities (2004: 3).

However, for others within the disability sector, the NDS, and specifically the 

Disability Bill, fell far short of expectations. Indeed, for these people and organisations 

the Disability Bill 2004 epitomised the citizenship crisis that, they suggest, lay at the 

heart of the experience of social oppression. In failing to confer the ultimate right to 

public and personal social services, the BiU was, in practice, viewed as a useless tool. 

Such groups argued that the restricted definition of disability that would be used to 

determine eligibility for an assessment of need (Part 2 of the Disability Bill 2004), the 

lack of redress to the courts with respect to unmet commitments in Service Statements 

(Part 2 of the Disability Bill, 2004), and the introduction of exemptions that allowed

** The legislation called for the Disability Bill 2004 to be laid before the Dail by September 
2005 and the Sectoral Plans in autumn 2006,



public buildings, services, information or goods to not necessarily be made accessible 

(Part 3 of the Disability Bill 2004), all diluted the intent and purpose of the proposed 

Bill. In light of these issues, some of the organisations and disabled people challenged 

the legislation’s ability to grant a sufficient degree of rights, dignity, and equal 

opportunity (namhi, 2004: 1). Amnesty Ireland argued that

the 2(X)4 Bill, despite repeated Government pledges, is not human-rights-based. 

It falls far short of providing an unambiguous right to progressive realisation of 

an independent holistic assessment of need, with the guarantee of independent 

channels for complaint and appeal. The Bill does not lay down enforceable 

duties for public services in respect of the full spectrum of individual needs, and 

fails to include a statutorily mandated mainstreaming. What proposals it does 

contain for service delivery are too heavily circumscribed by caveats on 

resource availability and practicability (2004: 4).

At this point competing interpretations of citizenship clearly began to put pressure on 

the sectoral unity which had become a feature of the disability sector in the immediate 

period following the introduction of the first Disability Bill in 2001. This is not 

surprising, because the concept of citizenship is a core principle underpinning the 

social model. Thus, development of acceptable legislation would need to satisfy this 

principle in order to be deemed emancipating. Indeed, in proposing core elements for a 

Disability Bill, the DLCG had insisted the disability specific legislation should create 

“a society where all people with disabilities can participate fully as equal and active 

citizens” (2003: 10).®® This recommendation presumes that the principal of citizenship 

would secure the basic rights of disabled people to such structures as the judiciary 

system, a right that is extended to all citizens.

However, as noted by many of the organisations, in restricting people’s access to the 

courts in the case of lack of receipt of services to an Independent Needs Assessment 

and to public buildings and services, for many, the Disability Bill (2001) did not signify 

the State’s recognition of the rights of disabled people as citizens. As noted by the 

National Parents and Siblings Alliance (NPSA), the purpose of disability “legislation is 

to create structures which will satisfy the needs of people with disabilities in order to

The DLCG proposals used the European Model of social rights which had also been used to 
inform the development of, for instance, the Charter of Fundamental Rights of the European 
Union (2000). The Charter sets out six fundamental rights and values that should be promoted 
by the EU - dignity, freedom, equality, solidarity, citizens rights and justice.
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allow them to live in this country as equal citizens” (2004: 2). As the NPSA argued, the 

restricted definition of disability under Part 2 of the Bill “means that the Government 

still has no intention of providing the services that people with disabilities need to live 

as equal citizens.” (Ibid: 2). Later in the same year these differences came to a head, 

resulting in a number of disability organisations withdrawing their membership from 

the DLCG.™

Despite this splintering, the majority of the disability sector remained conmiitted to the 

Disability Bill 2004, believing it was important to stay with the process in order to 

secure further gain. Using the proposals outUned in the document Equal Citizens as a 

guide, the remaining members in the DLCG continued to lobby for the establishment of 

both specific and mainstream mechanisms and structures to address the needs and 

exclusion of disabled people.’  ̂Although the enactment of the Disability Act in 2005, 

the establishment of the Personal Advocacy Service under the Citizens Information Act 

2007, and the passing of the Sectoral Plans in 2006 through the Houses of the 

Oireachtas were significant achievements for the disability sector, these developments 

brought with them specific challenges for disabled people and the disability sector in 

Ireland. Unlike in the past where the key activities of the sector related to the struggle 

to get ‘disability’, and the place of disabled people as citizens, onto the agenda of 

public policy, for the first time the struggle would now be to focus on the 

implementation and monitoring of Government commitments. As noted in the PwDI 

newsletter following the enactment of the Disability Act 2005, “now it is time to see 

action, not just in health and education but across all Government departments so 

everybody, not just people with disabilities, have equal access in society, whatever 

form that may take” (PwDI, 2005)^^.

™ The organizations who withdrew from the DLCG were the National Parents and Siblings 
Alliance, the Forum of Disabled people and namhi.

In September 2005, the Disability Act 2005 passed through both Houses of the Oireachtas. 
The six Sectoral Plans were passed in autumn of 2006 and the Citizens Information Bill 
(formally the Comhairle Amendment Bill 2004) in 2007. The Independent Needs Assessment 
under Part 2 of the Disability Act was initiated for children aged 0-5 in June 2007 with an 
obligation to begin full implementation in 2011.

These included the disability proofing of cabinet procedures in the Oireachtas, the progressive 
realisation of unmet need and service provision under the Independent Needs Assessment 
process, robust monitoring and review mechanisms and the timely review of the many parts of 
the NDS.

It is important to note here that the NDS did not confer ultimate rights on disabled people. As 
was the case with the Equality legislation, in many cases people’s right to a service is balanced 
against the availability and costs associated with providing that service to disabled people.
There is an acknowledgement that the Sectoral Plans of the six Government departments should 
greatly enhance disabled people’ use of mainstream services. The yearly report by the HSE to
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The Disability Act becoming law was understood to be “in itself a milestone in that it 

marks a significant point in a journey” (DFI, 2005f; 1). To assume, however, that the 

NDS offered the final solution to the disability question in Ireland would be a juvenile 

assumption. Serious concerns continue to be placed against the capacity of the public 

sector to think laterally about providing robust services to include people with 

disabilities. Indeed, it is recongised that the diversity inherent in the disability sector, 

which means no one size fits all, will challenge service developments to respond 

adequatly to the inclusion needs of very diverse individuals and individual experiences. 

For instance, the introduction of a Personal Advocacy Service which does not have 

right of entry into nursing homes, institutional settings, or sheltered services to identify 

people with disabilities at risk, who themselves may not be able to or have someone on 

their behalf identify their need for a personal advocate, could mean that those most 

vulnerable could remain unaffected by the capacity of this service. (DFI, 2006q)

However, despite these criticisms, as Dolan notes (DFI, 2005f: 1), the journey is far 

from over. Although the NDS provides for a variety of measures to address the social 

exclusion of disabled people the challenge is now to put the flesh on these legislative 

bones. This is, in part, to embed in the consciousness or marrow of the public sphere 

the fact that disability is a legitimate public grievance; it is also to secure the full 

implementation of the NDS’ many parts. Clearly, disability politics in Ireland is no 

longer just the ideological struggle of disabled people and their families and 

organisations, and neither is it the battle to secure the recognition that disability is not a 

private personal issue. Rather, the NDS has pushed disability issues into the public 

arena, so disability is now the business of all public bodies and of civil society 

generally. The challenge, therefore, is now the implementation of the social model’s 

principles. The establishment by the Government of the National Disability Strategy 

Stakeholders Monitoring Group '̂* in place of the DLCG in October 2006, whose remit 

is to monitor the NDS’ implementation, secures the State’s ongoing commitment to 

securing, in coalition with the voluntary disability sector, the social inclusion of 

disabled people.

the Joint Oireachtas Committee on the services both provided and not provided under the INA 
should, it is expected, provide for the progressive realization of responses to the unmet needs of 
disabled people.

The includes representatives from the Taoiseach’s Office and Senior Officials from seven 
Government departments and representatives from six national disability organizations in the 
monitoring of the implementation of the NDS.
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Despite Oliver’s (2004a) conviction that the social model is a tool to be used for 

securing the social inclusion of disabled people, as the struggle discussed above 

indicates the model does not offer a blueprint for bringing this into effect. However, the 

principles underpinning the model, such as the idea that disability is socially created, 

disablement is a denial of people’s rights as citizens, social disablement is universally 

experienced, and disability politics is dependent on a collective consciousness amongst 

disabled people, have nonetheless served the disability sector well in terms of 

deepening its understanding and expectations. They have resulted in successfully 

repositioning disability as a public sphere issue rather than as a private trouble. As the 

dominant paradigm, the social model has influenced the development of the NDS and 

has challenged and altered both the social understanding and political response to 

disability. As Dewsbury et al (2004: 145) when considering the potency of the model 

has noted that it has had the effect of “redefining disability in terms of a disabling 

environment, repositioning disabled people as citizens with rights, and reconfiguring 

the responsibilities for creating, sustaining and overcoming disablism.”

4.6 Progressing the Mainstreaming Response to the Social Exclusion of 

Disabled People

The NDS marks a significant coimnitment by the Irish State in developing the 

necessary disability specific policy measures and responses to address the social 

exclusion of disabled people. In recognising the responsibility of the State “to put a 

programme of action in place to support and reinforce equal participation in society by 

people with disabilities” (Ahem, 2004), the Taoiseach ratifies social disablement as a 

public sphere issue, requiring a cross-Govenmient response.^^ This also ratifies the 

principles of social oppression as articulated by Oliver (2004a; 2004b), and as 

Dewsbury et al (2004: 145) suggest, the model’s strength lies in its ability to redefine 

disability in terms of contested citizenship and thus a public grievance.

However, there is recognition that the NDS alone will not successfully result in the 

social inclusion and participation of disabled people. Rather, this will only be fully 

realised when people “have access to quality public services that underpin life chances 

and experiences” (Ahem, 2004). This reflects the principles of the social model and its

The development of Sectoral Plans for the six Government departments marks a cross- 
Govemmental response.



drive to realise the rights of disabled people as citizens, by acknowledging that social 

inclusion will not be fully realised in disability specific policies and strategies alone.

Thus, while the mainstreaming of public services via the Sectoral Plans under the NDS 

is a welcome policy development, the realisation of effective mainstreaming demands 

that the universal needs of disabled people are included nationally in the development 

of general, as well as disability-specific, legislation and policy. As section 4.5 suggests, 

the development of the Employment Equality Act (1998, 2004) and the Equal Status 

Act (2000, 2004) both marked an interesting move toward the inclusion of universal 

disability interests in mainstream social policy developments. Further expression of the 

mainstreaming agenda on disability was also evidenced in recent policy and legislative 

developments, such as the National Action Plans against Poverty and Social Exclusion 

(Irelands NAPSinc) (2001, 2003, 2007)^® and recent policy statements produced by the

NAPSinc, as part of its broader remit to reduce and ideally eliminate poverty in Ireland, 
identified the sustained and perpetuating relationship that exists between disability and poverty. 
The 2001 Plan identified that 18.9% of those on social welfare benefits were disabled people, 
and committed to introducing the target rate of just below €130 which was in line with 
commitments in the social partnership agreement Sustaining Progress. Furthermore, the Plan 
committed to a five-year programme to make public services, as far as was reasonable, inclusive 
of disabled people, as well as monitoring the goals to bring about a more equal society through 
equal treatment and accommodations as laid out under the Equality Legislation. Recognising 
employment as a key response to poverty, the Plan also committed to investing in disability 
training for employers as well as a review of such positive action measures, such as the Positive 
to Disability Schemes. Although such targets were welcomed as they acknowledged the social 
and economic oppression of disabled people, they failed to provide a clear understanding of the 
complexity of the issue of the nature of the responses required to meet the needs of disabled 
people. The Plan’s assumption, for instance, that public services could in five years be re
orientated so as to be fully inclusive of disabled people, was naive, demonstrating the lack of a 
developed Government understanding of the challenge posed by the mainstreaming agenda. 
Disabled people could not simply fit into existing services; the mainstreaming agenda would 
demand introducing a level o f flexibility into existing rigid, bureaucratic systems.

The second NAPSinc, 2003-05 demonstrated a deeper understanding of the disability 
question. The Plan proposed addressing the social exclusion of disabled people through 
identified policy tasks as well as specific targets. It was noted that “[t]he Quarterly National 
Household Survey for the second quarter of 2002 shows that just over 40% of people who are ill 
or with a disability are in employment compared with an overall rate of 65% of the total 
population in the same age category” (2003:11). In efforts to eUminate the identified consistent 
poverty of disabled people, who were recognized as one of the prioritised vulnerable groups in 
NAPSinc 2003, the Plan committed itself to improving the access of this group to appropriate 
health care, education and employment options . Unlike the first NAPSinc, the 2003 Plan was 
committed to a range of policy tasks and specific targeted investments and developments, 
including completing research into the feasibility of introducing a Cost o f Disability payment, 
the implementation of a range of resources to facilitate greater numbers o f people with physical 
and sensory disabilities to live independently, the creation of 100 new residential places for 
people with intellectual disabilities and 500 to 600 new day places, as well as the transfer of 
education and training responsibilities from the Department o f Health and Children to the 
Department of Enterprise, Trade and Employment.

The recent launch of the next three year cycle of the NAPSinc 2007-20016 further 
ratified the political aspirations for the inclusion of disabled people and the State’s investment to
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National Economic and Social Council (NESC)’’; importantly these intentions have 

been reflected in the new ten year social partnership agreement, Towards 2016 (2006).

address the social oppression and economic disadvantage of disabled people as articulated by 
prominent discourses of the social model. As noted in NAPSinc, “EU-SILC 2005 indicates that 
persons with a chronic illness or disability were almost twice as likely to be in consistent 
poverty as those without a chronic illness or disability (9.5% compared to 4.8%), while almost a 
quarter of this group were ‘at risk of poverty'.” (2006: 55). In mirroring the lifecycle framework 
as laid out in T16, the document also made specific commitments to including disabled people 
in proposals across all areas of the lifecycle. NAPSinc 2006- 2009 notes 
Employment is the main route out of poverty but, even during a period when an unprecedented 
number of jobs became available, some remained jobless. While unemployment has a major 
impact on the individual, it also affects children -  the majority of children in poverty live in 
jobless households. It is also the case that for many people, employment may not be possible. 
These include older people who are retired, people unable to work due to illness or disability, 
and those temporarily unable to work due to care responsibilities in the family or lack of the 
necessary skills and aptitudes. In these cases, adequate income supports and services to help 
them achieve greater autonomy and well-being are essential. (2006: 23).

The NESC outline their work as follows: “The National Economic and Social Council was 
established in 1973. The function of the Council is to analyse and report to the Taoiseach (Prime 
Minister) on strategic issues relating to the efficient development of the economy and the 
achievement of social justice and the development of a strategic framework for the conduct of 
relations and negotiation of agreements between the Government and the social partners. The 
Council is chaired by the Secretary General of the Department of the Taoiseach and contains 
representatives of trade unions, employers, farmers' organisations, NGOs, key Government 
departments and independent experts.” (www.nesc.ie).

The NESC published three key documents between 2004 and 2006 that radically 
altered the State’s direction in social policy generally, of which disability specific and related 
policy was a part. In the first publication. Housing in Ireland - Performance and Policy (2004), 
the Council outlined a shared understanding of the economic, social and policy mechanisms at 
work in the housing sector and identified the key problems that urgently needed to be addressed. 
In acknowledging the housing difficulties experienced by disabled people, the Report stated,
“[a] particular gap is the lack of a strategic framework to support the provision of tailored 
housing and housing supports for disabled people”. In recognising the complex measures and 
services required to address the housing needs of disabled people, the report placed the housing 
needs of disabled people as a central concern for the State in the coming years. This concern 
was given further weight in the 2006 social partnership agreement. Towards 2016, where there 
was a commitment to developing a Housing Strategy for Disabled people. The initial work on 
the strategy commenced in October 2007.

The second NESC publication of importance for the area of disability. The 
Developmental Welfare State (2005) acknowledged Ireland’s strong economic performance as a 
new context within which to seek major improvements in social protection. It notes that the 
challenge is both to facilitate as many people as possible to play a role in the economy and, 
simultaneously, provide tangible proof - in the form of improvements in the quality of life for 
everyone - that good economic performance is leveraging the creation of a more just society.
The report recommends adopting a Developmental Welfare State model to secure continued 
economic development; this demands equal investment in economic performance and social 
protection, proposing that sustainable development will only be achieved once the economic and 
social dimensions are working to a shared vision of social prosperity. This report proposes 
developing dynamic policy responses that recognise the relationship between universal services 
(e.g. housing and education), income supports (e.g. disability allowance, working age transfers) 
and activist measures (e.g. activation processes to training, independent living etc). As noted in 
the Report,
The self-respect of a society —  as well as its societal cohesion, social peace and potential 
economic growth rate —  is intimately related, to the extent and standards of social provision 
made for its most vulnerable members. Attempts to raise significantly the reach and standards of 
social protection for vulnerable individuals and groups have already had, and will continue to
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As noted in section 4.1, social partnership is a structure that falls under the Department 

of the Taoiseach’s remit and describes a Government approach whereby groups, apart 

from elected representatives, play an active role in policy and decision making at a 

national level. Social partnership, as a form of participative democracy, enables those 

invited to be social partners to enter discussions with Government on a range of 

economic and social issues with the view to agreeing consensus on policy. Following 

the ratification of the 2003 social partnership agreement, Sustaining Progress, the 

Disability Federation of Ireland (DFI) was invited to join the community and voluntary 

pillar of social partnership to represent the disability interest. This was a critical 

development for the sector. Firstly, it firmly placed disability interests at the centre of 

the political agenda. Secondly, the representation of the disability sector in the social 

partnership process gave a new political context through which the concerns of the 

sector could be expressed and legitimised. This move was specifically strategic in light 

of the mainstreaming agenda outlined by the Government, but more notably, the 

Government’s withdrawal of the Disability Bill (2001) in February 2002, and its 

subsequent commitment to draft, in partnership with the disability sector, a new Bill, a 

commitment that was given further expression in the 2003 Agreement.

The introduction of a Disability Act, therefore, was no longer the concern of the 

Government and the disability sector alone; its inclusion in Sustaining Progress meant

have, significant implications for social policy and resource allocation in every area —  
mainstream social welfare, housing, health, education, training, and employment policies, and 
tailored social inclusion measures. (2005: 4).

Finally, the publication of the NESC Strategy 2006 People Productivity and Purpose 
(2005) sets out a vision for Irish society wherein joint economic and social development 
becomes a necessity as opposed to an ideal. Central to this vision is the understanding that, as 
previously identified in the report, The Developmental Welfare State (2005), a more vibrant 
approach to welfare must be adopted. It is suggested in order to sustain economic development 
the state must invest in achieving high social, and thus economic, participation rates that will 
more successfully respond to the issue of diversity and social exclusion. NESC, in its NESC  
Strategy 2006: People Productivity and Purpose (2005) has noted the groundbreaking nature of 
the NDS: “The passing into law of the Disability Act 2005 marked a major watershed in Irish 
social policy and for Ireland’s welfare state”. It has given recognition, as never before, to “the 
place of persons with disabilities in Irish society and the state’s responsibility to ensure they 
participate on an equal basis to other citizens.” As identified by DFI, the mission of the strategy 
is to “ensure that equal citizenship is assimilated into every nook and cranny of life, as if it was 
always there for disabled people.” Although, DFI notes that the “maps, the plans and the project 
management are not in place” the conviction to redress the inequitable place of disabled people 
in Ireland as part of the wider population, demands confidence of the disability sector in the 
public sphere response to disability, (http://www.disability-federation.ie/news/mar06.pdf)
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that the force of all four Pillars of the social partnership process could now be brought 

to bear in securing the legislation’s introduction. The potency of this was witnessed in 

the mid-term review of Sustaining Progress (June 2004) when the Community and 

Voluntary Pillar lent its weight behind the calls of the DLCG to complete the process 

of introducing a Disability Bill, criticising the Government’s failure to honour its 

commitment to introducing the Bill by November 2003.

Although disability representation in social partnership is a critical development, 

Barnes and Oliver (1996) would warn that

to get too close to the Government is to risk incorporation and end up carrying 

out their proposals rather than ours. To move too far away is to risk 

marginalisation and eventual demise... .To remain aloof risks appearing 

unrealistic and/or unreasonable, and denies possible access to much-needed 

resources.

The accelerated State interest in the issue of disability has indeed forced disabled 

people and the sector generally to ask these questions. However, in accepting the 

invitation to join the social partnership process, DFI did not ignore these challenges; 

rather, in writing in their newsletter the organisation acknowledged,

we are under no illusion as to the difficulties and challenges attached to getting 

the results that we need. The social partnership process provides another arena 

within which we make our case. The process is about 'bringing about positive 

change in the medium to long term. DFI’s involvement in Social partnership 

does not prevent the organisation from setting out its’ own views about the 

progress of any agreement (DFI, 2005h)

Indeed, as noted, and almost in response to Barnes and Oliver’s (1996) warning, DFI 

promoted a hybrid approach to coalition politics, working in partnership with the State 

around shared objectives, whilst continuing to lobby on behalf of the disability sector to 

secure the rights of, and services (both specific and mainstream) to, disabled people. 

DFI’s representation in social partnership has played a strategic role in strengthening 

the relationship between the State and the disability sector. Although DFI had entered 

the process following the ratification of the 2002 agreement of Sustaining Progress, 

which meant they did not had the opportunity to shape the commitments in that



agreement, their contribution to the implementation of commitments in areas of 

housing, long term unemployment, and educational disadvantage challenged 

Government departments to think about disability in terms of developing their 

mainstream services. This challenged the conventional state response to disability that 

continued to see disability and the disability question predominantly as a health 

anomaly, despite the 2004 launch of the NDS. As DFI noted in a presentation to the 

Sustaining Progress Steering Group™ in October 2003:

Major work remains to be done to successfully fulfil the disability related policy 

commitments of the previous and present Government, this includes:

1 Equitable and timely access to necessary services.

2 The enactment of rights based legislative measures.

3 Changes to practice and culture to make mainstreaming a reality.

If implemented, they will stop people with disabilities and their families falling 

further behind the rest of society. People with disabilities and their families 

have grown frustrated with their continual slide further into poverty and social 

exclusion. The Government must invest in people with disabilities and their 

families. This is about investment in people with disabilities and not about the 

costs. It is about enhancing the lives and capacity of Irish people with 

disabilities and their families. (2003: 2-3).

The strategic importance of the social partnership process was ultimately realised in the 

2006 agreement. Towards 2016 (T16). The NDS’ introduction in 2004 was key in 

terms of redressing the State’s specific responsibilities to disabled people.^’ However, 

the NDS, in effect, demonstrated a commitment between Government and the disability 

sector. The reflection of the NDS commitments in T16 provided a truly cross- 

Govemmental commitment, as well as a commitment by other Pillars such as the 

Employers and Trade Unions Pillar, to support, monitor and sustain the full inclusion

™ The Steering Group is one of the key mechanisms established under the social partnership 
process. The Group comprises representatives from all four pillars of social partnership, as well 
as representatives from Government Departments, and is chaired by the Office of An Taoiseach. 
This group has the overall responsibility to monitor the implementation of social partnership 
agreements.
 ̂ By introducing both disability specific commitments, such as the Independent Needs 

Assessment, and a number of important commitments to enhance the capacity of and the 
expectation that mainstream services are to provide for disabled people (i.e. Sectoral Plans and 
the public employment quota for disabled people), the State marked its commitment to seriously 
respond to the disability question.
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of disabled people. Section 33.1 of the agreement, which outlines a vision for disabled 

people in Ireland, has strong resonance with the principles underpinning the social 

model, including a recognition of the citizenship rights of disabled people, 

development of a mainstream response to the question of social oppression, and, 

crucially, reflecting the understanding of disability as a public sphere issue.

Vision 33.1

The parties to this agreement share a vision of an Ireland where people with 

disabilities have, to the greatest extent possible, the opportunity to live a full life 

with their families and as part of their local community, free from 

discrimination.

To achieve this vision, the Government and the social partners wiU work 

together over the next ten years towards the following long-term goals with a 

view to continued improvements in the quality of life of people with disabilities:

• Every person with a disability would have access to an income which is

sufficient to sustain an acceptable standard of living;

• Every person with a disability would, in conformity with their needs and

abilities, have access to appropriate care, health, education, employment and 

training and social services;

• Every person with a disability would have access to public spaces, 

buildings, transport, information, advocacy and other public services and 

appropriate housing;

• Every person with a disability would be supported to enable them, as far

as possible, to lead full and independent lives, to participate in work and in 

society and to maximise their potential, and;

• Carers would be acknowledged and supported in their caring role.

{Towards 2016, 2006: 66).

Furthermore, in negotiating the new agreement, DPI repeatedly called on the 

Government to honour its commitment to ensuring that disabled people could benefit 

from all opportunities across the life cycle, not just those conmiitments specific to 

disability. This was realised in the agreement when in the opening paragraph to chapter 

three on the lifecycle framework it is noted, “The key life cycle stages are Children, 

People of Working Age, Older People and People with disabilities (who, in accordance



with the policy of mainstreaming, will benefit from measures at all stages of the 

lifecycle)” (2006, 39). Accordingly, children with disabilities should have the right to 

benefit from commitments in other areas of the lifecycle including those that address 

the childcare and preschool needs of children (Section 30.2.1) and measures to redress 

the educational disadvantage of children (Section 30.2.2). In the section on addressing 

the needs of people of working age, it is recognised that it is important that 

commitments relating to lifelong learning and the development of a National Skills 

Strategy benchmark developments to include the needs of disabled people, for instance 

(Section 31.2.1). Finally, the commitment to ensure that public services are designed 

and delivered in an integrated manner, and through the local community in the section 

marked Older People is also of significant interest to the disability sector.*”

The focus of the new ten year social partnership agreement, T16, demonstrates clearly 

how far the disability question has travelled in the Irish State. Within less than three 

decades the emphasis has shifted from one wholly focused through the health agenda to 

one which seeks to address and resolve the issues of disablement using a cross- 

Govemmental approach. The strategic relevance of framing disability as a question of 

citizenship cannot be underestimated. Oliver notes the importance of introducing the 

idea of citizenship into the disability debate, suggesting “it offers us a way of speaking 

about the relationship between the individual and the State at times when this 

relationship is in crisis” (1996a: 145).

Accordingly, in Ireland disability can no longer be understood as an unfortunate 

individual condition. Rather, it directly implicates the political decisions and policy 

directions that are supported by the State in the production, reproduction and 

normalising of practices and structures underpiiming social disablement. By framing 

the issue of social disablement in terms of the collective experience of lack of rights as 

citizens to core services and entitlements, such as transport, education and housing, the 

Irish disability sector has successfully challenged the State’s political apparati to 

acknowledge their responsibilities to a largely neglected group in Irish society. This 

success, however, has dramatically altered the political interests of the disability sector. 

As noted at the end of section 4.6 of this chapter, the question is no longer one of

80 As the 2002 Census in Ireland showed, 136, 000 disabled people in Ireland were over the age 
of 65, which represents 42% of the disabled population and one third of the over 65 population.
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agitation, but the need to develop the sector’s capacity to monitor the commitments to 

the disabled citizen in Ireland. The CEO of DPI has noted that

Ensuring delivery of these commitments becomes the next step. The disability 

sector must rise to the challenge of working to ensure maximum benefit for 

people with disabilities from the provisions of the Agreement. There are 

challenges for each disability organisation to address on behalf of the people 

they serve. (2006m: 1)

4.7 Concluding Comments

This chapter has offered a brief historical map to the developments in the area of 

disability policy in Ireland over the last thirty years. It has demonstrated that policy 

interests during this period have moved from responding to disability solely as a health 

anomaly to the recognition of the broader determinants to social disablement. It is 

argued that the influences of principles and discourses of social disablement as 

prioritised through the social model have played an important role in this 

transformation process. These principles have offered a focus to the political 

aspirations of the Irish disability sector and, in framing these discourses in terms of 

citizenship, enabled the sector to engage with the State’s political aparati to address the 

marginalised position of disabled people.

However, the successes of the disability sector to date were not easily realised. One of 

the central obstacles faced in efforts to secure the rights of disabled people was the lack 

of political will with respect to the disability issue. Barnes et al (1999, 69), in 

paraphrasing Stone (1985), note that “disability is socially constructed in the sense that 

‘disability’ is what policy makers define it to be”. The resolve of the State to 

exclusively address disability through the health agenda was difficult to counteract. 

Although the publication of the Green Paper, Towards a Full Life - Services for People 

with Disabilities (1984) signalled an acknowledgement by the State of the broader 

determinants to disability, such as transport, housing, education and training deficits, in 

acknowledging these solely in terms of inadequate health service provision this 

document served merely to confirm the State’s lack of understanding of the core, 

complex factors sustaining the social exclusion of disabled people.
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This Green Paper, in failing to strategically apply a mainstreamed response to the 

issues of disablement, served merely to crystallise the expectations of people with 

disabilities and the sector generally as to what they saw as necessary to ensure the 

rights and entitlements of disabled people as citizens. Drawing upon discourses of 

economic and social disadvantage, environmental barriers and questions of contested 

citizenship provided a clear direction for the disability sector in Ireland and their calls 

for a public sphere response to the question of disability. The Commission on the 

Status of People with Disabilities' establishment in 1993 offered the sector a legitimate 

forum through which these interests could be progressed. The scale of the consultation 

process carried out by the Commission ratified the collective context to the experience 

of disablement, demonstrating the economic disadvantage experienced by many 

disabled people as a result of the extra costs associated with having a disability, the 

effects of institutionalisation on people’s life opportunities, and the challenges posed to 

the social integration of disabled people because of segregated education and 

employment. The introduction of Equality legislation went some way towards 

responding to the discrimination experienced by disabled people; these pieces of 

legislation ensured the equal access of disabled people, where practicable, to goods and 

public services. This was not driven by a desire to extend charitable responses to 

people with disabilities as previous policy responses had been. Rather, this legislation 

reflects the principles of the social model, notably that disability was the consequence 

of restrictions out there in the social world and disabled peoples place as contested 

citizens, as opposed to the result of the limitations or failures of individuals and 

individual bodies. Accordingly, this legislation redresses such universally experienced 

inequalities by ensuring that disabled people have rights and entitlements as citizens.

As this chapter has noted, the political potency of the social model was clearly not lost 

on disabled people or the disability sector in Ireland generally. The simplicity of the 

core principles of the model, that disability was created by social and material 

disadvantage and by disabling environmental barriers, gave the many disparate parts of 

the sector a manifesto that they could all use in their efforts to secure the rights of 

disabled people. As has been argued in this chapter, this brought cohesion to the efforts 

of the sector and their calls on the State to respond to practices and sites of social 

oppression and, through the publication of a Disability Bill, prove its commitment to 

fully including disabled people as citizens in Irish society. The 2001 conference. Get 

Your Act Together, organised by a number of disability organisations, epitomised this 

collective spirit and the universal interests of the sector.
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However, the introduction and withdrawal of the Disability Bill 2001 changed the 

political environment in ways that could not have been anticipated by disabled people 

or the sector generally. Until this point, people with disabilities and their families and 

organisations had lobbied the State from the outside. Although the slogan ‘nothing 

about us without us’ was liberally used by the disability movement both nationally and 

internationally, as the publication of the Disability Bill (2001) has demonstrated, 

disabled people and the sector generally continued to be distant from the decision 

making processes. However, in preparation for the redrafting of the Disability Bill, the 

establishment by Government of the DLCG drew the sector and the State closer 

together. In this new environment the disability sector was no longer operating as a 

force external to, or outside of mainstream politics. Rather, in placing disability at the 

centre of the political arena, and inviting the sector to participate in this political 

process, the sector itself was to play a crucial role in contributing to these 

developments from the inside. The establishment of the NDS Stakeholders Monitoring 

Group in 2006 following the enactment of the Disability Act 2005, and the 

representation of the disability sector in the social partnership process further extended 

this practice of coalition politics. As argued in this chapter, however, these new 

relationships do not just provide for greater opportunities; it also places an onus on the 

sector to strike a balance between working with, and continuing to challenge, the State 

to secure the rights and services of disabled people as Irish citizens.

The impact of these policy developments in Ireland has yet to be fully realised.®* What 

can be said with certainty, however, is that disability can no longer be addressed as a 

silo issue, demanding individual, segregated responses. Commitments both in the NDS 

and the new social partnership agreement, T16, as well as the reflection of these in 

other mainstream policy developments such as NAPSinc, demonstrate efforts to 

generate new coherent responses to the disability question. These legislative and policy 

developments propose addressing the social exclusion of disabled people in part 

through mainstream responses, whilst continuing to recognise that the issue of 

disability also requires targeted, disability specific interventions. Although some of 

these responses may be delivered through health specific services and agencies, 

disability is no longer responded to through such health policy domains exclusively. As 

this chapter suggests, incremental developments in disability policy in Ireland over the

The NDS has a ten year implementation time frame, as does T16. The NAPSinc has just 
started its three year cycle.
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last three decades have served ultimately to position the disability question as a public 

concern rather than a personal, private health trouble. Disability is now firmly located 

in the domain of the public sphere and is acknowledged and addressed as a legitimate 

site of social disadvantage and a denial of citizenship. This marks a turning point in 

terms of the Irish Government response to ‘disability’, and indeed the relationship 

between the State and the individual (Shakespeare and Watson, 2001: 547). Each 

development - the Green Paper (1984), the Commission on the Status of People with 

Disabilities (1996), the introduction of the NDS, and the 2006 social partnership 

agreement, T16 - has served incrementally to give clarity and focus to the fact that 

disability is, indeed, an issue and concern of the public sphere.

Thus, this chapter suggests these developments reflect and reiterate the social model’s 

interest in redressing the social exclusion and material disadvantage experienced by 

disabled people. Contemporary policy developments resist responding to micro 

instances and experiences of impairment and exclusion, rather favouring a macro, 

population health response to disablement. Where responses are individually focussed 

as in the case of the Personal Advocacy Service (PAS) currently being developed by 

the Citizens Information Service, the remit of such services remains firmly directed at 

people’s experience of social exclusion and the denial of personal social services. The 

influence and reflection of the principles of the social model, namely that disability is 

socially created, is universally experienced and is ultimately a denial of one’s rights as 

a citizen can be clearly recognised in the current public sphere articulation of social 

disablement.

Therefore, as previously noted the principles of the model have clearly served the Irish 

disability sector well. However, it would be correct to argue that the principles of the 

social model do not in themselves offer a blueprint for the development of policy or 

services for disabled people. These principles do not spell out or dictate the nature and 

substance of the policies and the related Irish public sphere response required to 

achieve the social inclusion of disabled people. Rather, the principles underpinning the 

model present in outline paradigm on disability that, it would appear once applied, 

provides for a strong and directed public sphere response to the exclusion of disabled 

people. The model does, as Dewsbury et al suggest, serve to redefine “disability in 

terms of a disabling environment, repositioning disabled people as citizens with rights, 

and reconfiguring the responsibilities for creating, sustaining and overcoming 

disablism” (2004: 145).
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Although the principles of the model have put an important shape to the Irish policy 

context, as Morris (1991) and Crow (1996) have noted, the reality of the success of the 

model must be judged predominantly in terms of its ability to provide people with 

disabilities a language by which to account for their experiences of disablement. 

Therefore, in order to evaluate how useful the model has been in this regard, the next 

chapter will explore, through the analysis of data generated through four semi

structured interviews with disabled people, how participants use the principles of the 

model to account for their individual experiences of disablement in terms of collective 

discourses of social oppression. In so doing this provides a useful insight into the 

changing locations, experiences, and expectations of disabled people in Ireland. As 

noted at the beginning of chapter four, such an evaluation is timely in terms of the raft 

of policy measures now being developed within the public sphere.



5 The Use and Usefulness of the Social Model- Changing

the Experiences and Expectations of Disabled people?

5.1 Introduction

As chapter four has demonstrated, over the last three decades the socio-political 

discourses of social oppression have served the disability sector well in Ireland. The 

political potency of the model has forced the disability question onto the mainstream 

political agenda, translating the status of ‘disability’ from being that of a private trouble 

to a public issue. In so doing, issues of disablement now become intimately related to 

the question of citizenship and the denial of disabled people of their rights to participate 

equally in their society, and with a level of dignity (see Barton, 1993; Meekosha and 

Dowse, 1997; Rioux, 2002). This turns the focus away from addressing disability as a 

private trouble, locating and legitimising disablement as a social condition, and, 

consequently, a public sphere issue (Pitkin, 1981). Accordingly, as the National 

Disability Strategy (2004) and the social partnership agreement. Towards 2016 (2006) 

demonstrate, this enables the development and delivery of universal political responses 

to the diverse realities of social oppression.

However, the value of the social model cannot be judged solely in terms of its ability to 

act as a litmus test to be applied to policy and legislative developments. As Oliver 

(2001: 11) insists, the success of the social model is primarily witnessed in “how 

disabled people began to think of themselves in a totally new way, and became 

empowered to mobilise, organise and work for equal citizenship” (see also Morris, 

1992; Crow, 1996). In identifying the success of discourses of social disablement in the 

Irish context, therefore, it is essential that this thesis demonstrate the use and usefulness 

of the principles of the social model as it serves disabled people in their efforts to 

redress the practices and their experiences of disablement. As noted in chapter three, 

these principles include the acknowledgment that disability is a consequence of social 

disablement and not impairment, that challenging disability requires developing a 

collective consciousness amongst disabled people, that it can be addressed and 

politicised using universal discourses, that central to these discourses is the principle of 

citizenship, and finally that disability is not a private trouble but a public issue.
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demanding appropriate public sphere responses. This chapter will, therefore, reveal if 

and how disabled people engage with these principles and related discourses of social 

oppression in Ireland. To do this, this chapter will focus specifically on the analysis of 

data generated through a Sample Study®  ̂that comprises of semi-structured interviews 

with four participants. This will expand upon the brief analysis of data previously 

undertaken at the end of chapter three (Extracts S I-3) by exploring how people use the 

social model in an effort to reposition themselves as equal citizens in their society.

Through a more in depth analysis of the data generated from the Sample Study, it is 

possible to expose the conditions and situations of disablement that are now being 

addressed via the collective struggles of disabled people. In accounting for the 

discourses of disablement articulated by the participants it is possible to identify the use 

and usefulness of the principles of the social model. Section 5.2 will expose how 

participants in this Sample Study engaged with the principles of the model by 

articulating discourses on the denial of people’s rights, environmental access, the 

poverty experienced by disabled people, and their sense of social responsibility. 

Reflecting the findings in chapter four, this section will demonstrate the powerful 

impact achieved from translating ‘disability’ from a private sorrow to a public issue.

However, despite these successes, sections 5.3 and 5.4 will identify how, in talking 

with participants, it becomes clear that disabled people do not only experience 

disability solely as a socio-political condition. As section 5.3 will demonstrate, the 

reality of the effects of impairment and the social translation of the image of disability 

continue to shape the life experiences of disabled people. Furthermore, section 5.4 will 

demonstrate that despite significant developments with respect to the positioning of 

disability as a public sphere concern, practices and relationships within the private 

sphere continue to impact on the individual experience of disablement and people’s 

access to levels of autonomy and participation in the public sphere.

5.2 Disability and Peoples Lived Challenges to Social Oppression

The social model is not about showing that every dysfunction in our bodies can

be compensated for by a gadget, or good design, so that everyone can work an

8-hour day and play badminton in the evenings. It’s a way of demonstrating that

For further information on the participants or this Sample Study, see chapter two.

124



everyone- even someone who has no movement, no sensory function and who is 

going to die tomorrow- has the right to a certain standard of living and to be 

treated with respect.

(Vasey in Barnes et al, 1999: 31).

As noted in chapter 3, and demonstrated in chapter 4, the principles and related 

discourses of the social model challenge the socio-political practices and structures that 

construct disablement and compound the oppression and exclusion of disabled people. 

As argued in chapter four, this focus has successfully generated a powerful drive for 

social and political change (see Barton, 2001a) and the positioning of disability as a 

political concern located in the public sphere. Despite the varied socio-economic 

locations of disabled people, those working from within the social model argue 

discourses of social oppression provide for a universal, collective understanding of the 

exclusion experienced by disabled people (see Abberley, 1997; Oliver, 1990,1996a, 

1996b; Finkelstein, 1980). This section, through analysis of the Sample Study interview 

data, will identify some of the key principles and related discourses engaged with and 

articulated by people in their efforts to counteract their experiences of social 

oppression.

As this data demonstrates, in varying degrees all four participants engaged and 

translated the social model’s principles into discourses relating to the social, material, 

and structural determinants to exclusion, whether consciously or not. In so doing, 

participants made explicit the lived experiences of social oppression, the contexts 

within which these instances occur, and indeed the participant’s efforts to challenge 

these practices. Glen captures these efforts succinctly when he exposed the challenges 

faced by disabled people in being accepted as equal citizens. As he suggests;

Extract S.4

62 I: Do you feel that people look and respond to you differently since you

63 acquired your disability?

64

65 R: Yah but you know I still have a voice I’m the same person I was before I

66 had an accident, like you get some people, like, that when you do talk back to

67 them they’re totally like stunned like this person is talking to me, oh jee like

68 you can hold a conversation with them. Now some people when they see a
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69 chair they automatically think like, the person cant talk properly, dribble,

70 shake, that’s the one thing that they’d have in their mind like, whereas

71 they’re totally gob smacked when they sit down and this person’s holding a

72 conversation with them, answering their questions and speaking out for

73 themselves and it does it shakes some people. There’s a lot of people that I

74 put them down as like totally uneducated as to what disabihty is like. I’m a

75 person with the same feelings and rights as any other person, who happens to

76 be disabled, nobody takes that into consideration.

In this extract, Glen clearly identified the adverse social response to the image or 

presentation of disability. Despite this however, he insisted that he is no different to 

non-disabled people in that he has “a voice” (line 65). He acknowledged, however, that 

people do tend to have a one-dimensional view of disability and disabled people, 

expecting that “the person can’t talk properly, dribble, shake, that’s the one thing that 

they’d have in their mind like” (lines 69- 70). As he explained, generally people are 

“stunned” when they realise that “you can hold a conversation with them” (lines 67- 

68). Although Glen acknowledged that these reactions are most often the result of 

people being “totally uneducated”, he insisted that this excuse was not acceptable. 

Rather, he demanded that people must begin to understand that disability means 

nothing more or less than that person is “a person with the same feelings and rights as 

any other person, who happens to be disabled” (lines 74- 75).

Glen clearly aligns his experience of disability with the principles of social oppression, 

challenging the social assumptions that disability equates to biological abnormality. 

Although he was sensitive to what Goffman (1968) has termed the stigma of the 

blemish that is recognised through the social gaze, Glen was not content to merely 

normalise, or condition himself to be as normal as possible, as Goffman would 

determine. Making explicit what the social model calls the politicisation of the 

individual experience (Oliver 1990,1992), it can be argued that Glen shifted the debate 

away from a focus on the disabled persons abnormality to a critique of the social 

practices that mark disabled people as different, thus linoiting their presence and 

participation in the public sphere. Indeed, he engaged the principle of citizenship to 

legitimise his claims for social inclusion, and in his challenge tO' practices of social 

disablement. This demonstrates how successfully people can apply the principles and 

related discourses underpiiming the social model to a critique of their lived experience 

of social oppression. In defining citizenship in terms of “equal participation in a
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national community”, Barbalet (in Oliver, 1996a: 146) has argued it “is one means of 

achieving social and political integration, either through the general acceptance of 

common values or through the negotiation of divisive inequalities”.

As argued in chapter three, Oliver (1996a) notes that the concept of citizenship is 

central in considering the process and politics of collective empowerment. As he points 

out the issue of citizenship inextricably links the individual to society, making explicit 

the fact that disability is a public issue demanding appropriate political response within 

the public sphere. Claims for citizenship, therefore, must be understood as claims for 

equal membership, access, and levels of participation in ones community and society. 

As Rioux (2002: 217) suggests, disabled peoples rights and capacity to participate can 

be “restricted by legal, social and physical barriers to participation that result from 

institutional design and the lack of support provided by the state and community to 

those with disabilities.”

However, the principle of citizenship, and the related discourse of ones rights as a 

citizen, is more than an ideology. In the process of collective empowerment, and in 

peoples challenge to practices of social oppression this drive for citizenship becomes 

objectified as real and tangible practices and instances of exclusion. Oliver (1996a: 

147), in recognising that disabled people experience and are subject to sustained 

instances and practices of denial of citizenship, has gone as far ass to coin issues of 

citizenship as ‘a thing’. In Extract S.4, therefore, the dimension of social disablement 

that is exposed is the reality and lived implications of the public sphere recognition and 

response to the presentation of abnormality. The recognition of normal/abnormal 

citizens gives rise to the experience of contested citizenship, where as a result of this 

recognition of abnormality people are forced to justify their capacity and their right of 

participation in the public sphere.

However, throughout the interviews participants moved interchangeably between 

principles of social oppression and that of citizenship. These were tested through a 

number of discourses offered by the participants, offering an insight into the broad 

range of determinants to disability, such as education, poverty, and employment. This 

is clearly evident through Bob’s account in Extract S.5 where he teases out this 

interrelationship:
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Extract S.5

441 I: Do you think that being a disabled person has impacted on how you see

442 yourself?

443

444 R: Well I don’t know if my disabilities have changed how I see myself as

445 such but they definitely have affected my life in the sense that em somebody

446 from a working class background like I would have been from, I mean the

447 only thing that seemed to be left open to me would have been manual labour

448 traditionally, and particularly cause of my dyslexia and my poor kind of

449 education, educational standards. Emm, but it wasn’t even a, that wasn’t an

450 option for me cause of the physical disability. So it meant that for quite a

451 number of years in my life I was poor. I mean desperately poor and 1 would,

452 would put that down to my disability. Like expecting people to live on DAs®̂

453 a joke, especially when no other options were ever even put forward. Christ,

454 no one expected you for anything. As a disabled person you really have to

455 struggle to get out of all those traps.

Interestingly, Bob did not engage with discourses of individual limitations or 

impairment to account for the economic deprivation that he experienced and is 

experienced by other disabled people. Rather, he pointed directly to the social barriers 

he experienced as a result of disability, his dyslexia and his physical impairment, 

suggesting these barriers resulted in, and were compounded by, his limited education 

and his subsequent risk of poverty. Although he acknowledged that he was, in part, 

limited as a result of his social class, he insisted that he is further marginalised and 

distanced from the work force as a person with a disability. As he suggested, as a 

person from a working class background “the only thing that would have been open to 

me would have been manual labour traditionally.” (lines 446- 448). However, as he 

noted, because of his physical disability even this avenue to employment was not a 

possibility. His lack of employment options was compounded by his poor educational 

attainment, and meant that Bob became trapped in a level of relative poverty, 

dependent on Disability Allowance (DA) (lines 451- 453). For Bob, therefore, the 

experience of disability was not necessarily one of the personal tragedy of disability, 

but rather was shaped by the low expectations and a lack of viable employment

DA is used here by the participant as an abbreviation of the social welfare payment, Disability 
Allowance.
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options, that place disabled people in a marginalised position, distant from 

opportunities in the public sphere.

Dewburt et al (2004: 146) suggest that the social model is characterised by its desire 

and commitment to re-frame “disability as outcomes of interactions - as a grouped 

entity”. In Extract S.5 Bob exemplified this principle of universal disablement by 

linking his individual experiences of isolation, exclusion, and disempowerment to a 

discussion of collective subordination. In lines 452- 455, Bob criticised the welfare 

system that confines people to a life of abject poverty. The lack of social expectation, 

or indeed, public sphere responsibihty, with respect to the issue of disability means that 

disabled people more often do not get targeted for activation or progression to training 

and employment programmes. This serves to reiterate disability as a personal trauma 

outside the influence of public sphere concern.

As noted in chapter three, since its inception the social model has recognised that one 

of the key factors contributing to the social oppression of disabled people is their low 

participation and exclusion from the production of social wealth (Finkelstein: 1980:

12). It has been suggested that the oppression and social exclusion experienced by 

disabled people is due to the negative attitudes of employers to disabled people (Barnes 

et al, 2000: 113). On the other hand, however, it is also noted the distance of disabled 

people from the labor market ensures that they are unable to develop solidarity with 

others, thus legitimising both the ideological and spatial distinction of disability as a 

private sphere concern (Abberley: 1996: 65).*  ̂Thus, the socio-political implications of 

this become evident in the low educational attainment and the adverse poverty 

experienced by a significantly high proportion of disabled people. Bob linked the 

relationship that exists between the social oppression of disabled people, the socio

political consequences of disablement, and the real life effects that this systematically 

generates, illustrating what Barnes et al (2000: 110) have suggested, “the work that we 

do has a crucial impact on our social and material well-being, in terms of income, class, 

status, influence, social relationships and personal identity.”

Irish statistics indicate that people receiving illness and disability payments now have the 
highest risk among different social welfare groups of falling below the relative income line set 
at 60% of medium income. The risk of this group has increased almost five fold since 1994, 
with people in receipt of illness and disability payments at risk of falling below the relative 
income line set at 60% now over twice as high as for the population generally.



Extract S.5 demonstrates the application and usefulness of the principles of social 

disablement, universal oppression, and contested citizenship underpinning the social 

model, and how, in practice, these enable people to identify the relationships that exist 

between disability, poverty, and the diminished levels of social expectation conferred 

on disabled people. However, these principles were also used by participants to 

contextualise other issues and practices of exclusion. Many participants specifically 

identify the need to address the issue of environmental barriers as key to the inclusion 

of disabled people. These discourses highlighted the fact that the independence and 

self-determination of disabled people can only be successfully realised once they “have 

the same degree of physical access to public buildings as non-disabled people” (Ibid: 

117). This critique of social barriers and people’s rights as citizens is best reflected in 

Glen’s interview, when he insisted issues of access continue to affect the levels of 

social participation enjoyed by himself and others.

Extract S.6

347 R: I only know one other person that’s DJin’ that’s in a wheelchair and

348 he’s in Sydney. In Ibiza and eh, or Sydney and that’s, that’s the only one that

349 I know that’s DJing like, I haven’t heard of anybody else like I’ve been

350 on the Internet and I’ve come across people that do DJing but they’re

351 only in their rooms like, not actually but ‘n about doin’ gigs and its, I

352 understand where they’re comin’ from. There’s nothin’ in Dublin that I can

353 do, nowhere, no accessible clubs, there’s the Temple Theatre but like, for me

354 to get into a DJ booth in there would be absolutely a nightmare coz one of

355 them is up on a wall so they haven’t got that end of things sorted out. Or

356 theres two different places one is downstairs and one is upstairs so you’re

357 kinda caught in the middle that I cant get to either. Its the same with even

358 some pubs you could set up the equipment ‘n that and you could work away,

359 then there’s the likes of different eh, different GAA clubs and they’re, some

360 of them can be good some can be bad they’re mostly upstairs ‘n things like

361 that, that’s what we’re up against like, very, very limited to where I can

362 work. Even I was goin’ mad to try and get onto a radio station ‘n there’s

363 nothing, not a thing like that’s accessible like. Most of the radio stations

364 would be out peoples backs in sheds ‘n upstairs and downstairs but there’s

365 not one that’s kind of easy to wheel into ‘n work away at like. Its ridiculous

366 like. But hopefully by if its a thing that if I’m off in Ibiza next year that



367 somebody comes up from somewhere in a wheelchair and gets a go of

368 actually DJing then that would be great.

The principle of social disablement yet again becomes explicit here. Glen suggested it 

is not necessarily the person’s impairment that compounds the experience of social 

oppression, but rather the lack of social accommodation and employment opportunities 

for disabled people. Accordingly, Glen positions disability as a socio-political issue, 

and thus locates it as a public sphere concern. As he highlighted in lines 352- 364, the 

lack of accessible venues in Dublin makes it almost impossible for him and others to 

secure work as a DJ. Such barriers resigned him to practicing in his bedroom- a fact 

that he pointed out is replicated in the experiences of many other disabled DJs. The 

image that Glen invoked of disabled people being house bound and limited, reinforces 

the traditional social stereotypes of the disabled person and the assumption that 

disability is a personal issue, located in the private sphere. However, he repeatedly 

challenged this by insisting that the apparent incapacity of the disabled person is not as 

a result of their inability to participate, but rather was due to the physical barriers 

people face in the built environment.

As seen earlier with Bob, Glen also exposed the complex and layered nature of the 

disabled experience. Although he offered a critique of the environmental barriers faced 

by people, he demonstrated how these physical barriers have significant impact on 

other aspects of ones life. For Glen, the challenges he and others with disabilities faced 

in negotiating the lived environment are also realised and implicated in the difficulties 

he experienced in securing employment. Both Bob and Glen drew attention to the fact 

that the issues of social disablement cannot be reduced to single facts or determinants. 

Rather, in exploring the dimensions to social exclusion, one is forced to excavate the 

layered, diverse, and complicated areas of the public sphere that, together, offer a 

matrix of practices of social exclusion. It is in this way, as Bames (1998b: 56) suggests, 

that disability must be understood to mean nothing more than “to be discriminated 

against. It involves social isolation and restrictions. This is because of an essentially 

inaccessible socio-economic and physical world.” Therefore, as illustrated in the 

literature and reflected in data analysis, the extent to which people can exercise their 

rights as citizens, live independently and with a level of social autonomy depends, to a 

large extent, both on the effectiveness of social structures, the accessibility of the built
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environment, and the ability of society to recognise disability as a public issue that 

demands redress through the mechanisms and structures of the public sphere.**^

Furthermore, French and Swain (2004: 35) suggest that the social model has 

empowered people to collectively understand the discourse of the tragedy of disability 

as itself disabling, denying “disabled people’s experiences of a disabling society, their 

enjoyment of life, and their identity and self-awareness as disabled people,” This is 

intrinsically linked to the development of a collective consciousness with respect to 

disablement, and was witnessed when Glen acknowledged the collective experience of 

disabled people in terms of access to employment for disabled people. As part of 

adopting the principle of collective empowerment, however, at many points during the 

interviews participants identified the need for people with disabilities to act as 

advocates for others. This is captured in the following extract, where Glen spoke 

prolifically of the need for disabled people to challenge disabling social practices in 

order to realise social inclusion.

Extract S.7

222 R: That’s what limits you yeah, that’s what limits you in so many ways

223 People’s attitudes. A typical one would be, eh, the ignorance of people, if

224 you go to shopping or anywhere like that ‘n there’s designated disabled spots

225 you’ve got people that have nothin’ wrong with them come up and park in

226 the disabled spots. Like I’m forever having fights in Dun Laoghaire or not

227 Dun Laoghaire, Blanchardstown where people park in disabled spots. I park

228 there and sit in the car for an hour and watch people coming in and you’d say

229 it to them and the abuse you’d get like. I’m only. I’m picking somebody up

230 or I’m here for five minutes. If you’ve no sticker on your car that’s what I

231 say if you’ve no sticker or nothing to say that you’re carrying any disabled

The issue of access has increasingly been used to refer to the fact that all environments should 
be accessible by everyone, regardless of their ability or need. Many now subscribe to the 
concept of ‘universal access’ which recognises that everyone is different and there is no 
‘average’ person. The National Disability Authority (Mainstreaming Position Paper, 2006) 
highlight the following as some of the essential issues that must be addressed when considering 
issues of access:

Management- Accessible handbook, access and safety, responsibilities and conunitment
Transport- Getting to the building, location, set down access
External Environment- car parking, routes, ramps, steps and doors
Vertical and horizontal Circulation-steps and stairs, lifts, corridors and internal doors
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232 and the abuse that you get off these people, that goes to show you the

233 ignorance. Like most people would say they didn’t notice it was the

234 wheelchair spot with big signs like ‘disabled parking’. Sure any disabled

235 person would tell you de same

236

237 I: The signs are all along the bottom as well aren’t they?

238

239 R: It’s the same with parking you park there and you’re clamped and they

240 still park there its crazy. Ah its frustrating more than anything, especially on

241 any busy shopping day to try and get into these places and you’ve just got

242 people parked up and what 1 done last week is a good one. Two people

243 parked in just as I was, right in front of me and I parked in behind them and I

244 asked them like listen would yous’ move like. ‘I’m disabled’, one of them

245 said. ‘I’ve got the right to use this’ eh. I got abuse of them so I just parked the

246 car behind their cars, got out locked my car up ‘n so they couldn’t reverse

247 couldn’t go forward couldn’t do anything, so one of the girls turned around

248 and said ‘I’m gettin’ out now you can park your car in here’. Sure I’d my

249 wheelchair out I was in the chair I’d my car locked up and I said well you’re

250 not goin’ anywhere I’ve shopping to do, locked my car up and went in I was

251 there for I think three hours, it was three o’clock when I got in and it was

252 after six when I got out and they were still at their cars, like.

Glen clearly exposed the challenges encountered from public attitudes, and more 

specifically, people’s lack of understanding of the level of social accommodation 

needed to secure the participation of disabled people. For Glen, one of the key 

determinants of disability was the “ignorance” of others (line 232). Rather than 

stressing the limitations he experienced as a result of being a wheelchair user, Glen 

highlighted the inappropriate social practices that compounded the experience of 

disablement, drawing attention to instances when, for example, “you’ve got people that 

have nothin’ wrong with them come up and park in the disabled spots.” He 

demonstrated how disabled people are often forced to personally advocate on their own 

behalf to secure their rights and entitlements. Indeed, as he outlined, he was often 

forced to challenge people and instances of disablement directly in an effort to simply 

perform everyday tasks. He explained his efforts through the use of vignettes, 

illustrating how, at times, it was necessary to assert one’s rights in the face of 

discrimination, and to force people to acknowledge the negative impact their actions
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can have on the lives of disabled people. In so doing, Glen demonstrated that, as 

contested citizens, disabled people must themselves become political actors, 

challenging the varied social barriers that repeatedly exclude people from participating 

in their society.

Although Glen engaged eagerly with the principles and related discourses underpinning 

the social model, it is suggested that articulating disability as a question of rights, 

socio-political issues, and something imposed on top of peoples impairments, is neither 

natural nor a point easily arrived at. Shakespeare et al (1996: 57) argue, “you can only 

come out when you first come into contact with an understanding that ... you are not 

the problem, its society.” The development of a collective consciousness and an 

investment in the politics of disability demands accepting that disability is a collective 

experience of oppression, uniting disabled people in general, and thus must be 

addressed as a public grievance. This involves rejecting the hegemony that legitimises 

and naturalises the exclusion and individual trauma of disability, and its positioning of 

disability in the realm of the private sphere, and replacing this with a clear vision of 

disabled people’ rights as equal citizens. Therefore, this movement from a personal, 

individual model of disability to an understanding of disability as a political issue 

demands and results in a definite move to identify disability in the public rather than in 

the private sphere (Beckett &Wright, 2000: 99).

Summary

As seen through this data analysis, the principles of the social model can offer disabled 

people ways of politicising their experiences of disablement. Reflecting the findings 

emerging from the analysis of the changing policy context in Ireland, section 5.2 also 

demonstrates the usefulness of positioning disability as a public grievance, as opposed 

to a private trouble. The model, and its reflection in the Irish policy context has 

legitimised new ways of understanding disabling experiences, transgressing the 

individual, embodied interpretation that centres on the recognition of the abnormality 

and tragedy of misfortunate individuals. As section 5.2 has demonstrated, this new 

vision of disability is witnessed in a growing politics of action, expressed in the 

participant’s stories, and their efforts to reframe the issue of disablement in terms of 

economic, social, and political discrimination and inequality. Participants identified 

with the discourses of educational disadvantage, lack of employment options for 

disabled people and issues of environmental barriers. Although the participants 

predominantly discussed these issues in terms of their individual experiences they did



also recognise the collective context to these experiences for disabled people generally. 

This reflects what Trageskis has noted, namely that unlike many other groups in 

contemporary society, disabled people from across all social classes face oppression 

and exclusion by a “capitalist society that does not take their needs into account”

(2004: 65) (See also Finkelstein, 1980; Oliver, 1990). As noted in this section, the 

recognition of universal, socio-political disabling conditions has had a significant 

impact on the collective empowerment of individuals, and the development of a 

“political consciousness” amongst disabled people (Abberley, 1987: 6).

5.3 The Stigma of Disability and the Disabled Body: A Grey Area for the

Social Model?

As previously demonstrated through both stories offered by participants in this study 

and through analysis of Irish policy in chapter four, the principles of the social model 

have generated and enabled a powerful drive for social and political change. The model 

privileges critiques that challenge the socio-political contexts to disablement as they 

occur within the public sphere. However, in addition to exposing these social, political, 

and economic structures and practices, the model also acknowledges the disabling 

implications of the prevalent ideologies and the social malpractices of managing 

deviance and deviant bodies (Oliver, 1990: 43). Accordingly, therefore, the model

does not deny the problem of disability but locates it squarely within society. It 

is not individual limitations, of whatever kind, which are the cause of the 

problem but society’s failure to provide appropriate services and adequately 

ensure the needs of disabled people are fully taken into account in its social 

organisation (1996a: 32).

As part of this analytical frame, the model recognises the cultural ideology of 

“devalued difference” that informs the social consciousness, and legitimises the 

assumptions sustaining the concepts of “cripples” and “imbeciles” (Thomas, 2004: 22). 

Although the model may privilege the socio-political analysis of disablement, it is 

accepted that disability is indeed partially produced and legitimised through cultural 

trends and the assumptions underpinning the vision of disability. Despite this, however, 

it is important to stress that, for many social modellers, the cultural context to disability 

is understood mainly in terms of how this helps to consider “the ways in which 

disability (as social restriction) is structured” (Oliver, 1990: 14) and contributes to the
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universal experience of contested citizenship. Thus, instances of stigma are often used 

to demonstrate and confirm how social, environmental, and economic structures, 

sustained by the ideology of normality, operate against the interests of disabled people.

Despite this, however, many of the participants in this Sample Study identified the 

cultural contours linked to the visibility of disability as one of the key determinants to 

their experiences of social disablement and exclusion. This was earlier noted in Extract 

S.4 when Glen exposed the implications of the stigma of disability. Indeed, a number 

of participants argued that at the heart of this social recognition is the production of an 

ideal type of disabled person. Participants repeatedly drew attention to the pervasive 

nature of this one-dimensional understanding of disability and disabled people, 

epitomised by the visibility of the wheelchair user, the blind or deaf person, and the 

implications such stereotyping can have on the opportunities open to disabled people. 

These issues were highlighted by Bob when he discussed the difficulties experienced 

by people with non visible impairments in securing adequate supports to, in this case, 

participate in education:

Extract S.8

395 R: Emm. But see part of it is I mean I know that there are people in, in

396 college who are completely disabled. I mean some of them are very severely

397 dis, disabled and eh they have other, which I would say well they’re worse in,

398 if you wanted to say, in a degree, right so their degree of disability is greater

399 than mine. But because their disability is a physical one, people can see it,

400 therefore you can say right there should be a ramp. Do you know that kind of

401 a way? Or, you know that kind of a thing

402

403 I: There’s more a material solution

404

405 R: Yah, there’s more, yah where as, where as with people with learning

406 disabilities, or even people with hidden physical disabilities like visual

407 impairment or people who are deaf or whatever. Em there’s more, there needs

408 to be more of a change in the mihd set of people. Now I’m not saying that

409 people there with physical disabilities, that doesn’t have to happen as well.

410 But people see well we have to build a ramp and they can see the sense in

411 building a ramp. Mind you that doesn’t probably doesn’t do anything about

136



412 their attitudes towards people with disabilities you know what I mean. But

413 the em, but when you have hidden disabilities or disabilities that people can’t

414 perceive and you know it’s very different, very different.

Through this extract Bob exposes the politics of disability that play out through the 

psycho-social manifestation of the disabled person in contemporary society. According 

to Bob, the visibility of impairment is intrinsically linked to the experience, and the 

social recognition, of disability and the disabled person. He identified the central role 

played by the visibility of disability, arguing that it acts as an important indicator, or 

cultural cue, to disability. The implications of this politics of visible identification 

become more explicit when we consider the findings emerging from Shevlin et al 

(2004) recent qualitative study of disabled people in third level institutions in Ireland. 

As they note, students with specific learning disabilities “form by far the largest group 

of students with disabilities with higher education” (ibid: 16). Despite this, however, 

the invisibility of the disability is attributed to the fact that such students are “are far 

more likely to encounter responses coloured by ambivalence and suspicion than are 

students with physical or sensory disabilities” (ibid: 27).

Reflecting such findings, Bob suggested the evidence and quantifiable nature of 

impairment is used by individuals and administrative structures to justify what is, and 

what is not, accepted as a disability. Moreover, it was suggested that similar crude 

criteria are applied to determine the response and resources necessary to facilitate the 

greater social participation of disabled people. According to Bob, this social/cultural 

reading of disability as something visible on the body can also legitimise degrees of 

disability (line 398) that simplify the issues of disablement to one centring on physical 

exclusion exclusively. It ignores the fact that simply adapting the physical environment 

will not address the exclusion and discrimination experienced by all people with 

disabilities. Indeed, Bob insisted that there is a growing need for there “to be a change 

in the mind set” (line 408) of society at large in order to secure adequate levels of 

inclusion for all disabled people. As Bob proposed, even with the slow eradication of 

environmental barriers, social disablement or stigma continues to persist through the 

general social “attitudes towards people with disabilities,”(line 412), and simplifies 

social perceptions of adequate responses to social disablement.

This echoes the work of Goffman (1968) and his argument that the social responses 

triggered by visible impairments are related to the distinction drawn between
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‘discrediting’ and ‘discreditable’ stigmas. However, Bob went further than simply 

identifying the issue of discreditable stigmas by challenging this simplistic, and indeed, 

passive distinction made between the disabled and the non-disabled in western society. 

As he suggested, disability is not reducible to issues simply of physical exclusion. 

Rather, in proposing that different disability types demand different responses. Bob 

called for a more dynamic understanding of disability and disabling effects. This 

reflects Shakespeare and Watson’s (2001a: 15) argument, that we must recognise the 

distinctiveness of different types of impairments, and how these differences have 

significant implications at an individual, social, and structural level. As they suggest, 

the need to reflect this difference is not to argue for the “disaggregating” of all 

disability, but rather to “recognise that different major groupings of impairments, 

because of their functional and presentational impacts, have differing individual and 

social implications” (ibid: 15).

Bob’s account reflects the earlier account offered by Glen (Extract S.4), where he 

suggests that disabled people are socially perceived as imbeciles and idiots, who 

dribble, shake, and are unable to speak up for themselves. In both extracts the 

participants prioritised the visibility of disability as one of the crucial determinants to 

social disablement. Their accounts expose how society responds to and makes 

assumptions about a person based on cultural cues that they identify as ‘abnormalities’. 

Both participants argued that the implication of this form of social recognition is that 

disabled people are positioned and understood as ideal types, stereotyped as either 

wheelchair users or blind people, or by a lack of body control. Thus, society expects 

disabled people to perform and live up to anticipated characteristics, such as dribbling, 

shaking, being immobile, or being unable to speak for themselves. This simplified 

interpretation of disability and disabled people fails to recognise the nuances 

underpinning disabiUty, or indeed the layered social, cultural, and psychological 

contexts to the experience and stigma of disablement. It fails to acknowledge that the 

body, and more specifically, the disabled body “is not a thing, an entity separate from 

the mind and from the rest of the world in which it is situated... [it] is a set of 

relationships that link the outer world and the mind into a system... the landscape of the 

body is, explicitly or implicitly, the means...by which we place ourselves in 

environments and experience their dimensions” (Murphy in Pinder, 1995: 609).

Thus, although the principles underpinning the social model may separate disability 

from impairment, the cultural politics of the body become intimately bound to the
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politicisation of disablement as a public sphere issue. As noted earlier in this section, 

the issue of body politics is often used as a way of deconstructing hitherto unchallenged 

public perceptions of dis/abled, ab/normal bodies. Increasingly, however, those 

working from within a postmodernist and poststructuralist theoretical perspective 

challenge the model’s privileged and rigid focus on the socio-political, or more 

importantly socio-structural determinants of disablement. Hughes and Patterson (1997) 

suggest that there is a growing need to reconstruct a cultural vision of disability that 

continues to see impairment in terms of the grotesque. As they suggest, only through 

re-presentation can we begin to articulate disability in terms of pride, as opposed to the 

site for the existential fears of the non-disabled community (ibid: 332). This demands 

challenging the symbolic and methodological richness of the flesh that, they contend, 

provides a map of particular cultural discourses, such as the discourse of disability’s 

tragedy and the stigma of disability. Shakespeare argues that only through analysis of 

the cultural representation of disability, and disabled people, can we begin to appreciate 

how the cultural constructions of and, indeed, about the disabled body, can sustain 

“patriarchal views and social relations” (2003: 8). In highlighting these powerful 

cultural cues, or the understandings invoked at the presentation of impairment, Hughes 

and Patterson point out that politics today is as much to do with aesthetics as 

economics (1997: 337). They insist that the social model must now invest in and 

develop a critical response to the cultural ideology underpinning disablement, one that 

is equally weighted in the articulation of the social model, and not used merely to 

sustain the materialist discourse of social oppression.

It is thus suggested that a prioritised socio-structural and materialist account of 

disablism that fails to equally weight the disabling stereotypes that medicalise, 

patronise, and de-humanise disabled people and disabled peoples bodies, fails to 

comprehensively acknowledge that these stereotypes “are fundamental to the 

discrimination and exploitation which disabled people encounter daily and contribute 

significantly to their systematic exclusion from main stream community living”

(Barnes in Shakespeare, 1994: 386). The need to address the stigma of the body is not 

simply about the economic imperative, which is the need to increase resources (Extract 

S.8). As these critics argue, it is also about empowering disabled people themselves to 

resist the cultural values that name disabled bodies as abnormal, and affect their own 

sense of personal esteem and self-worth. It is about politicising how such public 

practices can justify the distancing of disabled people from the public sphere, 

legitimising them as abnormal and positioning them as contested citizens. Twigg
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(2002: 431) notes the material and economic implications of this politics of the body 

must be made explicit when it is considered that body fascism is not just felt by 

disabled people, but its impressions are experienced in how social policy and its related 

social welfare developments interpret issues of disablement and impairment. As she 

argues, recognising and legitimising the implications of bodies in the experience of 

disablement enables

policy to look at bodily issues once again. By looking at the norms, definitions 

and expectations that constitute the normalising gaze, ... [this] presents a radical 

challenge to social policy itself, exposing the ways in which it has been 

implicated in such constructions.

The need to politicise the social discrimination accorded against the body of 

disablement becomes most explicit when the participants continued to speak 

prolifically on issues relating to their bodies, notably in terms of individual shame and 

the internalised stigma of disability. This was demonstrated in the interview with Jules 

when she drew our attention to her efforts to conceal her disability and pass herself as a 

‘normal’ person.

Extract S.9

823 R: ... because I’ve lost my right hand it means I can’t shake hands properly

824 with people and this used to cause major havoc when I wanted to start doing

825 interviews. And especially when I didn’t know how to tell people properly

826 about my arm. Emm it was really awkward because they immediately go to

827 shake my right hand and I would just give them my left hand and just say

828 nothing and hope they didn’t notice or else I would have to go ‘Oh em

829 actually, you know’ and it, I knew that if it was an issue, if I had to shake

830 hands with them they’d realise I was uncomfortable about my arm and it

831 might affect my chances of getting employed by them.

Although Jules rejected the label of disability in Extract S.3, she clearly remained 

conscious of how others might continue to identify her as a disabled person. In efforts 

to conceal her disability she ensured that she at all times shook hands using her left 

hand, and used the strategy of saying “nothing and just hope they didn’t notice.” (lines 

826- 827). She acknowledged that she was “uncomfortable” about her “arm” (line 830)



and feared that this may have effected how others, such as employers, perceived her. 

Jules did not highlight the reasons why she felt self-conscious in such circumstances 

however, but rather assumed responsibility for such difficulties. Indeed, she accepted 

responsibility for minimising the awkwardness that the presentation of disability may 

evoke, and as a result, the blame for her so called personal inability to “tell people 

properly.” (line 825). In assuming this responsibility Jules did not question why it was 

that she should feel the apparent stigma of disability or identify such experiences as 

practices of social oppression, or indeed recognise this as an example of contested 

citizenship.

Rather, reflecting what Goffman has termed the ‘stigmatised individual’ Jules was at 

pains to legitimise her place within the non-disabled world. In an effort to pass as 

‘normal’, Jules denied her impairment and, as a result, did not offer a political critique 

of the social effects or responses to disability. In failing to critique the stigma of 

disability, Jules assumed the responsibility to personally minimise the social effects of 

her disability. Thus, she, unlike Glen in extract S.7, appears to have accepted what 

Goffman has termed the ‘moral inferiority,’ which relates the application of stigma 

with the moral value system of a society, a system which may be illusive but non the 

less implicated and enmeshed in the mundane encounters of daily life (ibid: 153). 

Indeed, Jules appeared acutely aware of this value system, apparently accepting that 

evidence of a stigma results in the identification, and at times segregation, of those 

individuals from the rest of society.

Oliver (1996b: 22) suggests that the branding of stigma, which is essentially a way of 

knowing oneself in others and others in oneself, occurs as a result of “situational 

considerations” and through the processes of social interaction. This reflects Goffman’s 

assertion that the stigmatised individual is “asked to see himself from the point of view 

of a second grouping: the normals and the wider society that they constitute” (1968: 

139-140). Therefore, in contrast to Bob’s account in Extract S.8, Goffman’s thesis 

suggests that the dilemma for individuals is not necessarily centring on the stigma, or in 

this context the disability, but rather is an issue of managing social encounters and 

one’s personal recovery from spoiled identity. In this way, as evidenced in Jules’s 

account, the onus is placed on the stigmatised (Jules) and not the stigmatiser to ease the 

tension that Goffman proposes is inherent in these social interactions. The stigma 

becomes the site of personal trauma of disability as opposed to the indicator of a public 

issue of discrimination.
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Many of the participants highlighted the personal shame and anxieties they felt in 

relation to the visibility or stigma of disability during the interviews. As in the case of 

Extract S.9, some participants spoke of having a sense of personal responsibility in 

managing the issue of spoiled identity. Johimy, who had a pronounced scar on his face 

and was missing one eye, explained what he understood as his predicament.

Extract S. 10

79 R; People, people can be quite rude actually. I always tell people, people can

80 be very forward and they ask me ‘where, what happened to your eye’, even

81 though I have only met them. Eh, maybe in a social situation, in a night club

82 or a bar. I think that if 1 had one, a wooden leg they wouldn’t ask me the

83 same thing. It seems they think because it’s a so up front and I don’t look iU,

84 em they ask me that and I think that’s quite forward and rude. So I always

85 tell them I lost my eye in a card game, if they want to play for digits I’d be

86 willing to do that. Em, otherwise if I don’t have the eye patch people walk by

87 in the street they notice immediately and they take a double take because

88 bifocal, if someone catches your eye they go ‘Oooh, you know, there’s

89 something wrong here’. Kids especially always stare at you, in shops. That

90 can really piss you off sometimes, you know that sort of thing. But eh people

91 are just naturally inquisitive I suppose.

92

93 I: So do you not like to talk about it or answer questions?

94

95 R: Well, I find it like ehh, I feel like yah, I feel like I’m a sort of author on a

96 sort of book tour you know. It’s a different city but it’s the same book, same

97 press interview. I’ve got to do the same thing each time. Cause its not

98 interesting or comfortable for me, you know what I mean? To say it a

99 thousand times. But I know that I have to do it anyway

Johimy also appeared acutely aware of the social stigma surrounding disability. In lines 

89-90, he expressed his sense of frustration with the constant public scrutiny that is 

evoked at the visible presentation of disability. However, as he pointed out, in efforts to 

broker the level of these social intrusions, he often employed comedy as a technique to 

distance himself from the probing enquiries of others. In assuming the role of the jester.
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Johnny attempted to neutralise, or distract people from, the evidence of disability, or 

the recognition that “there is something wrong here.” (line 88). Therefore, although he 

acknowledged that questioning and open stares are “quite forward and rude,” (line 84), 

he did not openly challenge such practices. Rather, as also demonstrated in Extract S.3 

(chapter three), Johnny also appeared to believe that he must accept such instances of 

social confrontation as is personal challenge. As he suggested, he is “a sort of author on 

a sort of book tour,” (line 95), in a sense a form of social property that is expected to 

perform, amaze and entertain repeatedly “in different cities.” (line 96). Hence, although 

he acknowledged that in many cases the social reaction to disability is unacceptable 

and discriminatory, he did not appear to feel he could challenge this, choosing rather to 

protect himself from such perpetrators and practices through the use of humour.

Although Johnny may not have identified himself as different to non-disabled people, 

Lenney and Sercombe (2002: 7) argue, “people with disabihties are socially seen as 

being different, based on the notion that disability relates to dependency, deficiency 

and inability.” As proposed in the work of Goffman and other symbolic interactionists, 

society provides symbols and signs as a means for one to express oneself to others, and 

indeed as a process of self-identification. As Goffman suggests, in public, the 

individual with the stigma, or in this case disability, will be prone to scrutiny and, 

indeed, devaluation, depending on what part of the body is affected by the impairment. 

He writes: “one of the greatest trials of the physically handicapped is that in public 

places they will be openly stared at, thereby having their privacy invaded while at the 

same time, the invasion exposes their (perceived) undesirable attributes” (1968: 86). 

This is exemplified in the above extract where Johnny clearly acknowledged the 

discrediting effects of the stigma of disability, forcing him to negotiate the social 

assumptions that accompany this process of devaluing. Therefore, in contrast to extract 

S.8, Johnny did not problematise the stigma or process of dis-accreditation; rather, as 

with Jules in Extract S.9, he also accepted this as his individual responsibility or burden 

and did not link this to a collective experience of disablement, the politics of social 

disablement, or an understanding of contested citizenship. Glen also drew attention to 

the issue of contested citizenship:

Extract S. 11

172 I: How do you think that people respond to your disability?

173
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174 R:I know loads of disabled people even now like, they were in hospital the

175 same time as I was ‘n they don’t really get out like, kind of I get out and

176 about like but I’d be the same in a way as the people that are in the houses,

177 going around the area, like I wouldn’t go out and take a push around the area,

178 they do it to people around here as well like, the ignorance of them ‘n just

179 constantly people cornin’ up to ya, you get the taps on the shoulder and the

180 taps on the head, the patting on the head now does it for me. ‘Are you doing

181 ok you’re looking well’ like, you could have a growth of a beard on you for

182 about a week and a half and these people ‘you look great you look brilliant’

183 you could be green coloured skin Its just knocked me off going around the

184 area or bumping into friends that I have and they say ‘oh you look great I’ll

185 drop round to see ya’. Its nearly five years since I had the accident and not

186 one of these people have knocked on the door and each time like even going

187 to the local pub you see these people down there like, ‘we will we’ll drop up

188 to ya’, like depending on that at the start when I was out now I just see

189 through that like, I know for a fact that they’re not gonna come near the door

190 and I just accept it now, it kind of knocked me off mixing in this area. I’ll go

191 anywhere else outside of this place no problems at all but just the people in

192 the area.

193

194 I: Is that because you think people won’t come up to you if they don’t know

195 you so...

196

197 R: Yah people you know come up to you but they still say the most silliest

198 things like you know. Like eh knowing that you’ve had an accident, they’ll

199 ask you what happened ya, you know you’ve to go through it all again, not

200 some of them I wouldn’t like, its not worth your while like going through the

201 whole process saying I was in a crash blah, blah, but like they just come up

202 with silly, silly questions. Its mad like I think every person that’s disabled

203 that goes back to their own town or city like, and they come across it like,

204 you could interview anybody and they’d tell you the same. Buts its hard like

205 to deal with it when its in somewhere that your familiar with like

Glen offered an interesting glimpse into how the stigma of disability works, pointing 

out that for some disabled people this can greatly undermine their efforts to participate 

in their communities. Although he admitted that he does get “out and about” (linesl75-
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176), he empathised with the sense of social isolation felt by many disabled people. As 

Glen pointed out, the issue is not necessarily one of access, but rather one of attitudes 

and the general “ignorance” of people (Une 178). In some instances, this manifested 

itself in the pity of others (lines 180-181), or the benevolence of people who insisted 

on telling the disabled person that they are “looking well” (line 181), despite the fact 

that the person may “be green coloured” or “have a growth of a beard on you for about 

a week and a half.” (line 181-182). In other instances, it manifested itself through the 

fascination people express with disability and the demands people placed on him to 

account for the accident. As also witnessed through Johnny’s account (Extract S.IO), in 

this way the disability becomes a form of social property, placing a duty on the person 

with the disability to explain and “to go through it all again” (line 189).

For Glen, however, the issue was also something deeper than simply naming and 

rejecting the pity he encountered in others. It was also seen in his ability to sustain 

friendships, and in generating ties with, and a sense of belonging to, the community 

following the onset of disability. Despite people’s promises to call, he accepted that 

this was not going to happen; “they’re not gonna come near the door.” (line 189). The 

lack of acceptance from a community to which he wanted to belong, a place that he is 

“familiar with,” (line 204), reiterated his believed sense of difference and abnormality, 

and the lived experiences of disability. Consequently Glen felt unable to return to these 

areas (lines 176-177); the stigma he experienced acted as a barrier to his social and 

community participation.

Therefore, Extracts S8-11 demonstrate that many of the participant’s experiences of 

disability were mediated through the reactions of others. Such reactions became a 

constant reminder of the individual’s so-called difference, positioning them as 

something abnormal in an ‘otherwise’ normalised society. In Extract S.8 Bob 

challenged the implications of social stigma that legitimise certain disabilities as 

acceptable stigmas, and others as discredited stigmas. In highlighting the effects of 

stigma, he demonstrated and challenged the real, material implications of stigmas of the 

body.

In the remainder of the extracts however, the disabling, internalised, and individual 

consequences of stigmas of the flesh became apparent: the prevalence of social stigma 

practices continued to act as arbitrary divides or concealed barriers, repeatedly 

exposing the distinction between disabled and non-disabled people within the social
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consciousness. Despite the willingness of disabled people to engage with the principles 

of social disablement, demonstrated in Extracts S4-8, the stigma of disability, and more 

notably the stigma of the visible impairment, continues to persist, governing the social 

response to, and people’s individual negotiations of, disability. In an effort to mediate 

practices of social disablement, therefore, disabled people are often forced to develop 

individual strategies, assuming, for instance, the responsibility to act as brokers, or 

indeed manipulate one’s body, to present oneself as ‘normal’. Although these responses 

are individualised in nature, they illustrate a shared common feature of the experience 

of disability. As Hughes and Patterson (1997) have argued, the absence of a valued 

social model focus on the body means disabled people do not have a recognised socio

political discourse through which to question social practices that fuel stigma, most 

notably stigmas of the flesh. Extracts S 9 -11 strongly suggest this places the burden of 

responsibiUty on the person with the disability to individually conform, comply, accept, 

or challenge their abnormality and the social status that this infers.

Drawing on developments from within the field of the sociology of the body, it 

becomes clear that practices of stigma accorded against the flesh illustrate the need to 

see the body as more than just a “construction of discourses” (Shilling, 1991: 663). 

Indeed, within mainstream sociology there is a growing recognition of the need to 

explore the lived experience, or rather the phenomenology of the body (see Shilling, 

1991,1993; Turner, 1984,1987,1994; Featherstone et at, 1991). This form of analysis 

emphasises the lived experiences of material bodies, placing them at the centre of 

sociological investigation. Such theorising on the body recognises the potential for 

agency at the heart of the construction of bodies, whilst remaining painfully aware that 

bodies are simultaneously subject to the effects of social practices and ideologies. Thus, 

as Frank (1991: 47) insists, these influences, or indeed the experiences of material 

bodies, “are not fixed.” Rather, as with the very concept of disability, they are 

“reproduced in body techniques and practices, so they are modified” and shaped within 

these oppositional spaces (ibid: 47).

This lack of application of such forms of analysis to the social model means that people 

with disabilities are, in certain cases, unable to politicise the stigma of disability or 

disabled bodies. In many of these instances, people are forced to internalise social 

norms and values, negotiating their experience of impairment effects in terms of 

spoiled identity, and in the shadow of the ideology of the tragedy of disability. In order 

to expose, and make political in the public sphere sense, the continued embodied

,_ I46



prejudice faced by disabled people there seems to be a need in part, to incorporate the 

analytical tools of the sociology of the body into the core principles of the social model.

Within disability studies, however, there are also increasingly calls to link these 

developments to issues of identity politics for disabled people. This is not new to the 

social model agenda; the emergence of disability organisations have increased 

significantly since the late 1970s, and since their inception these have been concerned 

with the self-organisation of the disability community. Central to this has been the 

articulation of a positive disability identity and the idea of disability pride, spurred on 

by the success of other marginalised groups like women and black people. The 

Independent Living Movement’s growth in Ireland, notably with the Centres for 

Independent Living (CILs), and the empowerment of disabled people through 

organisations such as the Forum of People with Disabilities, has done much to solidify 

disabled people’s new-found confidence in campaigning for their rights and 

entitlements in Ireland, regardless of the impairment effects. Oliver and Zarb (1989: 

225) suggest that participation in this form of politics enables people to personally and 

publicly affirm “disabled identities and the demands that disabled people be accepted 

by and integrated into society as they are; that is, as disabled people.”

Despite growing acknowledgement of the need to develop strong disability politics of 

the body and explicitly link this to the social model’s principles, there continues to be 

significant resistance from many within disability studies to a ‘return to the body’. As 

Oliver (2004a: 23) argues, it would be misguided to move the politics of disability fully 

into the realm of representation when so many disabled people continue to experience 

real socio-economic and material disadvantage. Although it is not possible to deny 

these issues, this over privileging of socio-materialist discourses has meant that issues 

concerning stigma and its effects remain quite marginalised in terms of the model’s 

main political scope. As a result, the participants appeared to lack the discursive 

ammunition and political identity needed to resist the instances and social practices of 

stigma as they operate against blemishes of the flesh. Indeed, these extracts confirm 

that, despite the real successes of the model, its material and structural focus means that 

participants felt unable to translate the discourses of social oppression to certain 

instances of exclusion. Despite the realisation that disability is a public issue 

demanding political responses, as witnessed in the NDS and new social partnership 

agreement. Towards 2016, the model’s failure to front the issue of physical stigmas 

through its core principles leaves many without a clear socio-political discourse on the
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body, and few options but to articulate disability as a personal problem, demanding 

individual adjustment (Oliver, 1996a; 34).

Therefore, rather than privilege the socio-materialist discourses on disability, or indeed 

take the line that others cannot come to terms with their impairments, it might, as 

Watson (2002: 160) argues, “ be more beneficial to analyse social attitudes to 

impairment and disablement and illustrate how these produce a culture in which 

disabled people find it impossible to accept their impairments.” In this way, it becomes 

possible to make non-materialist determinants to disablement political, identifying the 

post-materialist push-pull determinants to the oppression of disabled people. It also 

allows us to understand the real material implications of impairment and issues of 

contested bodies. Accordingly, if we apply this to the embodied stigma that disabled 

people experience, it is now possible to recognise and politicise the fact that social 

discomfort with the anomaly of physical difference “is built into the fabric of our 

moral, social and cultural value system” (Finder, 1995: 607).

Summary

As this analysis has demonstrated, the issues of the body, the cultural cues that denote 

abnormality and the social perception of the ideal type continue to shape the life 

experiences of disabled people. Despite Bob’s articulation of stigma as a site of 

disablement and linking this to the social model principle of citizenship (Extract S.8), 

many of the participants continued" to experience the stigma of disability as a personal, 

private trouble. As analysis of Extracts S9-11 highlight the lack of a body-centred, as 

opposed to a body-associated, analysis via the social model’s principles has meant that 

many of the participants did not have a clear political avenue to account for such socio

political, body-centred practices of exclusion. Despite the progressive and rapid 

developments taking shape around traditional public sphere concerns, such as housing, 

physical access, and education, the issue and real lived implications arising from the 

stigma continue to persist. Barnes et al (2000: 169) suggest that post-materialist 

discourses of disablement must turn their attention to the internalised oppression of 

disabled people, and, moreover, the public sphere role and responsibility to respond to 

these forms of oppression.*® As noted in chapter three, current work both in the area of

** This includes tackling exclusion by addressing the self doubt and sense of inferiority 
expressed by many of the participants with impairments, and that these actions must be as part 
of the political empowerment of disabled people, identified as real barrier to social participation.

;
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the sociology of the body and around issues of identity politics has initiated potential 

responses to the apparent weakness in the current principles of the social model.

Chapter six will explore these efforts in more detail and discuss their effectiveness and 

fit with the principles and discourses underpinning the social model.

5.4 Disempowerment as Experienced in the Private Sphere: Is the

Individual Model Still Relevant?

So despite the success of the social model’s principles in positioning disability as a 

public issue, practices of stigma and instances of social disablement accorded against 

the body continue to affect the life experiences of disabled people profoundly.

Although it is noted that the social model does not deny impairment, and indeed that it 

recognises the cultural and ideological context of the disabled body, as section 5.3 has 

argued the failure to politicise the disabled body as being in itself a site of socio

political oppression has left a void in terms of making the personal experience political. 

Shakespeare and Watson (2001a: 20) argue that the real success of the social model 

must ultimately be seen in its ability to illuminate, not just what is readily understood 

as instances of disablement, but also the varied, unanticipated “dimensions of disabled 

people’s experiences.” Thus, they imply a social model that fails to stretch itself to 

include the politicisation of multiple dimensions of disability is a model that can only 

partially identify and respond to the needs of disabled people.

Although the issue of the stigma of disability appeared as a central concern throughout 

the data, critics are increasingly being drawn to work on the area of the sociology of the 

body and the issue of identity politics as a way of legitimising, in its own right, the 

political agency and socio-political context to disabled bodies in the public sphere 

debates. However, the analysis of the data generated through the Sample Study yielded 

more problematic findings in terms of people’s individual, private experiences of 

disablement and their engagement with the socio-political discourses of oppression. 

Analysis of the data exposes a significant space between the parameters of the social 

model, its reflection in social policy and the public sphere, and the individual 

experiences of disability as they occur in the private sphere. The success of the social 

model may be predicated on its very ability to make the personal experience political, 

and to locate this as a political concern within the public sphere. However, when 

considering issues such as sexuality, family relations, and the practice of 

infantalisation, it becomes explicit that contested instances and experiences that occur
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in the private sphere do not always find expression in the principles and related 

discourses of the social model, or get reflected in the political concerns as they are 

adopted by the public sphere. Not being exposed or having access to viable 

alternatives, the participants often unconsciously contextualise their experiences 

through the discourses generated through the individual model of disability.

Thomas (1999: 73) points out that on closer evaluation it is apparent that principles and 

discourses of socio-political oppression underpinning the social model rest on a 

conceptual dualism that separates the private and personal from the public and political. 

This private/public dualism, which is an integral part of Oliver’s analysis, is made 

explicit in his arguments when he suggests “the social model is not an attempt to deal 

with the personal restrictions of impairment but the social barriers of disability as 

defined exclusively by DPI and UPLAS.” This approach serves to foster a social 

consciousness that recognises disability and exclusion in terms of the collective 

experiences of social, material, and economic barriers to participation; in effect, 

barriers that are ‘out there’. This private/ public distinction is also identified by Barnes 

et al (1999: 92.) when they stress that “disability theory should not be seen as an 

attempt to deal with the personal restrictions of impairment, but rather the 

environmental and social barriers that constitute disability.”

Shakespeare (1995; 57) suggests that you can only begin to articulate disability as 

social oppression after you have come into contact with, and are influenced by, other 

proponents of the model (see also Watson, 1998, 2002). Therefore, if principles and 

discourses underpinning the social model politicise a certain way of understanding 

disablement as a public sphere issue, it would appear there fails to be a socio-political 

consciousness generated with respect to practices of exclusion as they occur in the 

private sphere. For those people who remain quite distant from the public sphere, 

receiving services, attending day centres, and who may continue to live in the family 

home with aging parents, the lack of politicisation of their daily experiences may mean 

that the ‘political’ concerns of disability in the public sphere may bear little 

resemblance to their lived experience of disablement. Or the agency afforded to them 

with respect to decision-making may be greatly reduced. In addition, although these 

private sphere experiences may be experienced by many disabled people individually, 

the decision to articulate disability as a public sphere concern has meant that the 

principles and related discourses of the model have failed to acknowledge the
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universal, political contexts to disablement which are located almost exclusively in the 

private sphere.

The failure of the model to address practices and situations of exclusion as they occur 

in the private sphere, and the very real implications of this on the lives of disabled 

people, was clearly demonstrated in the manner in which the participants talked about 

their experiences of intimate relationships. These difficulties can best be captured in 

Jules’s interview.

Extract S. 12

222 I: You were telling that story about your boyfriend earlier

223

224 R: Oh about like if he could change something about me it would be my arm.

225 Emm

226

227 1. Like why do you...

228

229 R: Like why do I think he said it. I think you know. Okay you’re just saying

230 about that-1 have being going out with him for ten months now and he

231 actually has never seen me without my arm on even though we have slept

232 together and stuff. And I ... I do look at that and go ‘there is probably

233 something wrong with that’ because I don’t sleep with my arm on and we

234 have gone on holidays together for two weeks or whatever and I’ve worn the

235 arm to bed like every night, you know. My normal routine would be to take it

236 off. And I’m like young, I think its because I do have this, even though I feel

237 quite confident about it and he is brilliant about my arm and he will ... em ...

238 He’ll talk about it, he’ll ask me questions about it maybe if he wants em and

239 he has known me a long time. And he, he knows me through friends of his and

240 they all knew about my arm and were comfortable about it. So I suppose he

241 just took on the same attitude as they always had. Emm but yah I guess I have

242 this deep down fear that maybe if he sees me without my arm, my cosmetic

243 arm on, maybe if he sees me with just the ... the stump or whatever, that he’ll

244 be turned off

245 me. An I ... I don’t know why. I don’t ... its like. I’ve never voiced this until

246 now but I know that’s it. I know that I have/
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247

248 I: So are you frightened that it may change the way he sees you are is it

249 something about yourself

250

251 R; Yah. Because I rarely look at myself in the mirror without my arm. But I,

252 like it’s always with the cosmetic arm on and the once or twice I’ve done,

253 have looked at myself I’ve always gone oogh, yuck. You know, I don’t like

254 how I look with it that way.

Despite the fact that Jules had earlier rejected the label of disability (chapter three. 

Extract S.3), here she continues to be self-conscious of her impairment. Mirroring 

strategies identified in Extracts S.9-11, she also used practices of body maintenance in 

order to conceal her impairment. Despite the fact that she had been in this relationship 

for quite some time (lines 232-233), she admitted that her boyfriend had never seen her 

without her cosmetic hand (line 229-230). Although Jules acknowledged that “there is 

probably something wrong with that,” (lone 231) she justified this by assuming 

personal responsibility for this. As she has qualified, her boyfriend was actually 

“brilliant” about her disability, thus insisting the effects and experience of the stigma of 

disability was not due to the reactions of her partner, but rather as a result of her 

personal lack of “confidence” arising out of her impairment (line 235).

Clearly, for Jules, the challenge to be seen and accepted as ‘normal’ is not only 

something that occurs ‘out there’ in the public sphere, or something that she was forced 

to negotiate during random social interactions with strangers. As demonstrated in lines 

248- 249, the invasive effects of disablement were felt even in the most intimate 

moments within the private sphere, where she felt anxious about the impact and 

presentational effects of impairment. Shuttleworth (2002: 114) suggests that, in order to 

challenge the range of issues faced by disabled people when negotiating sexual 

intimacy, there is a need to confront the adverse structural and symbolic contexts to 

disability and desirability. As he points out, cultural ideals of attractiveness, social 

expectation of normative functioning and control, and expectations of 

masculine/feminine bodies “effectively operate as power-relational impediments to 

sexual inclusion.” This need to introduce the private into the political realm ratifies 

Shakespeare’s (1996a) argument that it is important to explore these links between 

disability and sexuality in order to shatter the orthodox dichotomy distinguishing the 

personal and the political domains. As he suggests, the social model has left the realm
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of personal experience and private life largely unchallenged. However, he insists that 

for disabled people “the personal is political and, while we understand that the priority 

had been to expose structural relations and social barriers in the public sphere of life, 

we felt that it was high time to redress the balance” (ibid: 179). According to critics 

such as Shuttleworth and Shakespeare, therefore, Jules’s account can only be read as 

evidence of an ill-equipped social model that fails to challenge and expose all spaces of 

disablement equally.

Bob touched on related issues in his interview when he drew our attention to the 

difficulties he experienced in discussing issues relating to sexual health with his doctor.

Extract S. 13

966 R: Like doctors never ask questions like, questions about real things, like

967 they never ask for instance how is your sex life? How do you find havin’ sex

968 like when you’re back is bad? Stuff like that. They never ask things like that.

969 Mind you I am a bom again virgin but that’s another thing (laugh). I think

970 they make assumptions about my sex life you know. Em mind you one

971 person did mention it to me. A young doctor-1 think a young woman doctor

972 who said to me that there is an organisation to do with people with arthritis

973 and sex. I mean because it is an issue like. If you are really wrecked and your

974 body is in pain you don’t want somebody jumping up and down on you. Ohh

975 my god you know (laugh)

976

977 I: And would you ever raise those issues yourself like? It is obviously an

978 important issue for you

979

980 R: Yah I know. But I suppose no, not really like, funny enough. I think it’s

981 because you come to this understanding somewhere along the way that the

982 doctors are really only interested in what is going on with your body and

983 that’s it. Whatever. Like that really doesn’t help, it really doesn’t, it doesn’t

984 give me any real support. It can make you feel kind of isolated and weird.

985 You feel kind of weird asking them to help you, you know, help you sort out

986 your sex life. It’s a no-go area really.
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Like Jules, Bob also felt uncomfortable addressing issues of sexuality and disability as 

a disabled person. For Bob, however, the issue was not necessarily one of internalising 

the stigma of disablement, but rather the uncertainty he experienced in articulating 

issues of sexuality and disability as a legitimate issue of disablement. This suggests that 

the very neglect of such personal, private issues by the social model has meant that 

assumptions are often made about the capacity of disabled people to perform and 

participate in sexual acts (lines 970- 971). Although Bob jokingly identified himself as 

a “bom again virgin” (line 968), he acknowledged that prevalent assumptions of the a- 

sexual nature of disabled people reinforces a person’s sense of isolation, ignoring the 

very real, complex, and dynamic issues relating to disability, impairment, and the 

effects of impairment in ones private life.

Tremain (2002: 41) draws our attention to these problems with the current public 

sphere articulation of the disability question. As she suggests, in articulating that 

“impairment neither equals, nor causes disability; rather, disability is a form of social 

disadvantage, which is imposed on top of one’s impairment”, the current discourses of 

rights and social barriers fails to identify the political issues of impairment and 

impairment effects. Accordingly, the principles and discourses leave significant spaces 

and sites of isolation and disablement unchallenged. As noted in Bob’s account, the 

difficulty he experienced in legitimising his sexual experiences as a disabled person is 

not related to his impairment, but rather to the barriers resulting from the social 

perception of disabled people as asexual. Simultaneously, as with Jules, this relates to a 

broader problem with the principles and related discourses of the social model. As 

Thomas (1999) has suggested, the fact that the model is structured and dependent on 

the distinct separation of the private/ public spheres and disability/ impairment means 

that the relationship between the subjective experience (inside) and the objective action 

in the wider world (outside) is often missed in the political articulation of social 

oppression.

Clearly, people’s experience of disability within the private sphere is not devoid of the 

effects of the social, political and cultural forces of social disablement that recognise 

and reinforce the difference of disability. As section 5.3 has demonstrated, the 

participants continue to struggle with the label and stigma of disability and the 

expectation to perform and present themselves as normal, even in the presence of those 

closest to them. Alternatively, the participants also identified the pressures they 

experience to live up to expected roles as disabled people in their private lives. As
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Bob’s account in Extract S.13 demonstrates, disabled people are not expected to be 

concerned with issues such as sexuality. However, at times the performance that was 

expected within the private sphere was not to present oneself as ‘normal’, but rather to 

play out the role of the disabled person through both their levels of dependency on 

others, and the goals and personal expectations that they set for themselves. The impact 

of such roles and responsibilities is sharply captured by Bob in the following extract.

Extract S.14

558 I: So do you feel at a disadvantage because of your disability?

559

560 R: I suppose I mean 1 do sometimes feel ..., like when I am in college,

561 definitely I feel at a disadvantage, very much so. I mean, I had such a low

562 exposure to normal education you know. Em I also, in other areas, eh ..., I

563 mean, even in personal aspects of my life, 1 suppose it has impinged ...,

564 cause you know when you are growing up as a teenager, you, you live your

565 ..., you know you, you experience things and we just say in a normal sense

566 which I didn’t really learn. The fact that 1 don’t have ..., I don’t have a ..., a

567 long term relationship 1 actually put down to the ... to this ..., you know ...

568 to my very cramped, 1 suppose worldview when 1 was younger. I mean the

569 world was terrifying to somebody like myself. I mean I felt 1 would never be

570 able to get out into the world on my own and do, experience all those things.

571 And em ..., so much so that it made kind of family relationships very intense.

572 Like my relationship with my mother was very intense. She was my link with

573 the outside world. Like, you know, if 1 needed something, medical forms.

574 medical card forms filled, she’d have to do it, or help me to do it, you know.

575 She’d write it out nice. I’d copy her writing ... that kind of stuff. Or if I had

576 to write letters to ANCO which is em..., which is now FAS, that kind of

577 stuff. So you felt totally kind of dependent on other people, and that’s the

578 way they expected it.

From the outset. Bob qualifies his experience of disablement by acknowledging the 

disadvantage his low educational attainment posed. In so doing, he engaged a well- 

versed discourse that outlines the educational deficit experienced by many disabled 

people as a significant determinant to social exclusion. This draws upon some of the 

core principles of the model, including the understanding that disability is the result of
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social oppression, it is predicated on the denial of citizenship, and that issues of 

educational disadvantage are commonly experienced by disabled people generally. 

However, following this initial engagement with the principles of disability, Bob 

chooses to offer an important distinction between disadvantage, as it occurs and is 

experienced in the private and public spheres (lines 562- 563), and in so doing, offers a 

clear insight into the ways that disability can “impinge” on one’s personal experiences, 

solidifying arbitrary barriers between the individual’s personal expectations and their 

opportunities for social participation (line 563). Bob proposed that disability often 

means people do not have “normal” experiences; they do not grow up and transition to 

adulthood as other non-disabled adolescences do (lines 563- 565). He suggests that 

disabled people often develop a “very cramped... world view” due to their lack of 

social exposure during childhood, which can lead them to believe and internalise that 

they have, and can expect, limited options, restrained by the belief that they may “never 

be able to go out into the world” (lines 568- 570). These social perceptions become live 

and internalised through the opportunities available to disabled people, and, as Bob 

suggested, can impact on the whole life experience of a person with a disability, 

making the world a “terrifying” place (line 567), lowering personal expectations and 

making it acceptable to remain at the fringes of society. This sense of isolation was 

further compounded by Bob’s sense of dependency on his family, and most notably on 

his mother (Unes 570 -572). In mediating his relationships with the public sphere, his 

mother assumed, and he expected her to assume, the responsibility to act as broker to 

the outside world. As he explained, allowing himself to be positioned in this way made 

him vulnerable, dependent on others, as well as justifying these dependent 

relationships. It reinforces the view that certain personal experiences are private, 

lacking the capacity to be translated into public discourses, and should remain in the 

private sphere domain. Such expectations and practices of dependency stretch the 

boundaries and bonds within families so that they become, in Bob’s words, “very 

intense” (line 570).

From this account it is possible to understand why it is that the family matrix has “been 

damned as institutions of disabled society” (Riddell and Watson, 2003: 111). This 

understanding of the family acting as brokers shatters the “‘romantic’ vision of the 

family as a harmonious and stable institution resting on agreed values, norms and 

roles”, and supports the growing body of work that criticises the inequalities 

underpinning the sanctity of the family unit (Barnes et al, 2000: 97). Clearly for Bob, 

the social experience of disability is greatly determined by the limitations he
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experienced in his private life, his distance from the public sphere, and his dependency 

on his family, assuming that he “would never be able to get out into the world” on his 

own (lines 568- 569), or avail of opportunities, or experience things “in a normal 

sense” (line 562). For other participants, however, the oppressive structure of the 

family was identified through their struggle to break free from the lowered expectations 

they experienced following the onset of their disability. Participants such as Glen, who 

acquired his disability in his early twenties, captured the tensions created within 

families around the expectations of roles such as dependent and carers. Nearing the end 

of the interview, Glen explored these tensions.

Extract S. 15

1084 R; Following the accident I was lucky I had my parents’ support as well like.

1085 Like I mean it has not always been a smooth road like, but it does get better

1086 as it goes along. The parents though, they do an awful lot of worrying like. If

1087 mine could have wrapped me up in cotton wool like and its mad even for

1088 them now like

1089

1090 I: How do they feel about you going to work abroad?

1091

1092 R: Ah their nerves are shattered. He’s goin’ away for three months and he’ll

1093 be on his own like ohh. I won’t be on me own like. There’ll be people there

1094 to do everything that I need. I know loads of people that are going over as

1095 well so it’s half the battle. And that’s what its about, gettin’ out ... trying

1096 something on your own really. If it doesn’t work for me then I can always

1097 come home.

1098

1099 I: You just have to try it out

1100

1101 R: That’s it like. Even like, I remember going out to a house party that

1102 somebody was just havin’ like and eh ... this was the big one for them like. I

1103 rang em up ‘listen I won’t be comin’ home like’ ‘you what?’ And I was like

1104 ..., there was murder over it when 1 came back like. ‘You shouldn’t be

1105 staying out, sleepin’ in the chair and doing this’. And like I’m trying to get

1106 back in and doin’ what I was doin’ before I had me accident like but like, just

1107 live a normal life like. If I get into trouble I’ll let yous know like. But if
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1108 you’re a parent you never stop worrying. I think the big thing is like, and it is

1109 for me, that if you are livin’ at home, cause Pm livin’ at home with me

1110 parents like, and there is this thing like ‘this is our house like. You go by

1111 what we tell you like’. And that’s been very hard on me because like I want

1112 to get back out and do things

Although Glen recognised the invaluable support he received from his family after his 

accident (line 1084), he drew an important distinction between his time in rehabilitation 

and his current efforts to assert his independence. Despite his efforts to assert his 

autonomy and make decisions for himself, he remained critically aware of his family’s 

resistance, in their role as primary carers, to these efforts, and suggested that their 

instinctive response to his disability was to wrap him “up in cotton wool” (line 1087)®’. 

Despite Glen’s efforts to assert his independence (lines 1095-1096), at all times he 

remained ware that such ambitions were not enthusiastically received by his parents. 

Rather, in their newly acquired roles as carers, Glen’s parents continued to worry about 

his immediate care needs and did not recognise Glen’s resistance as efforts to regain his 

independence and self confidence, and indeed his desire to live independently (line 

1096). In setting ground rules (1107-1109), Glen was treated as a child and expected to 

comply with his parents’ decisions, despite the fact that he insisted that he was a 

competent adult, capable of exercising his own choices and options. Although aware of 

the challenges he faced in moving and working abroad, he was confident that the 

available social services would adequately respond to his needs (lines 1093-1094).

As demonstrated in the accounts offered by both Glen and Bob (Extracts S. 14 and 

S. 15), the structure of the family unit greatly determined the experience of disability 

and, most notably, their capacity for self-determination. Research increasingly suggests 

that through their determination to secure adequate services and supports, families play 

a pivotal role in shaping a person’s capacity for self-advocacy in later years (Goodley: 

2003: 113). Although Marshak et al (2003: 153) support this assertion, they warn that 

there is a need to remain sensitive to the obstacles “adult independence faced both by 

young people with disabilities and by their families, who have supported them

^  McConkey et al (2005) noted in their study of the differing levels of social inclusion 
experienced by people with intellectual disabilities living either in residential or community 
settings that those who were more dependent due to their care needs were less likely to be 
involved in community or family settings. Although Glen lived at home similar experiences of 
restrictions were also evident, demonstrating the impact that care needs can have on people’s 
levels of social participation.
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emotionally and financially”. While not as forceful as to suggest that families are 

“institutions of disabled society” (Riddell and Watson, 2003; 111), Marchak et al do 

recognise the tensions at the heart of the contemporary family unit that includes a 

person with a disability. The historical responsibility of the family unit to provide for 

the welfare of the disabled family member does not fit with the changing “societal 

attitudes about individuals with disabilities, increased visibility in the workplace and 

community, and the first generation of children with disabiUties having completed high 

school,” all of which serve to focus public expectation on the transitioning of children 

with disabilities to adulthood, to participation in the public sphere, and to the full right 

to self determination (2003: 152). Therefore, as evidenced specifically in Extracts S.14 

and S.15, although people with disabilities and their families may aspire to greater 

levels of social inclusion and the self-determination of disabled people, these efforts 

can often fly in the face of the historical role of the family to assume responsibility for 

the person’s social, emotional, and financial well-being.

Summary

Shakespeare and Watson (2001a: 11) suggest the social model strongly asserts a 

reading of disability as something that is ‘out there’, or as encapsulated in the slogan 

‘disabled by society not by our bodies’. Accordingly, as noted in this thesis, the 

principles and related discourses of the model privilege a socio-political analysis of 

disability, positioning disability as a socio-political issue requiring a public sphere 

response. As chapter 4 and section 5.2 of this chapter have demonstrated, this form of 

politicisation has been very successful, both in terms of shaping and influencing public 

policy responses to disability and supporting people to the point of politicising the 

individual experience of social oppression. However, as this section suggests, the 

model’s silence on issues of the individual experience of disablement has left a 

significant gap in terms of the political analysis of social exclusion. The practices of 

exclusion and dis-empowerment that continue to occur in the private sphere, in the 

intimate areas of sexual relationships and family relations for instance (Extracts S.12- 

14), can greatly compound the experience of disablement, levels of self determination, 

and the distance one is placed from participation in the public sphere. Hence, despite 

the model’s powerful articulation of disablement as something that is ‘out there’, as 

something that is socio-political in nature demanding redress through the public sphere, 

this can be greatly at odds with the reality of the experience of disability. For many of 

the participants in this Sample Study the personal, private experiences of isolation,
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exclusion, and disempowerment, which are a central feature to the experience of 

disablement, plays a significant role in determining the prevalence, experience, and 

implications of exclusion.

Despite these serious implications, proponents of the social model continue to 

challenge the inside move in sociology, insisting that “the political and cultural vision 

inspired by the new focus on dismantling the real disabling barrier ‘out there’ has been 

progressively eroded and turned inwards into contemplative and abstract concerns 

about the subjective experiences of the disabling world” (Finkelstein in Barnes et al, 

2002: 253). This “outside-in” stance does not deny the direct, individual experience of 

disablement (ibid: 253); rather, theorists, such as Finkelstein, argue that the direct 

experience of disabling barriers (inside) are important only in so far as they can be 

“wedded to a political analysis (outside) of why these barriers exist” (ibid: 253). 

Although theoretically justifiable, and to-date effective at an applied level, this research 

suggests the ‘out there’ positioning of the social model and its successes are not easily 

realised in the reality of individual, mundane life experiences. Clearly, although Bob 

may actively engage with the principles and related discourses of citizenship when 

contemplating his experiences of oppression ‘out there’, it would appear from the 

analysis that these discourses are not easily translatable in the private sphere where one 

is often expected to fulfil, or not to fulfil, certain roles as a disabled person (Extract 

S.13 and S.14). The tensions that the public/private dichotomy poses to the future 

success of the social model will be discussed in more detail in the following chapter.

5.5 Concluding Comments

Finkelstein (2004: 16) notes that an effective model enables us to see things that we 

would not otherwise see, as it exposes the taken for granted, through a new vantage 

point, thus enabling us to recognise new understandings which would otherwise have 

escaped us. If one accepts, as Finkelstein proposes, that the success of any model is 

judged in terms of its capacity to illustrate the obscure or taken for granted, then the 

social model must surely be viewed as an exemplary model. In insisting that disability 

is not necessarily a consequence of impairment, or that the existence of impairment is 

not a sufficient condition for disability, proponents of the social model call into 

question the very logic to, and genesis of, disablement as it has developed in the 

modem period (Tremain, 2002: 41-42). In challenging society’s fascination with the 

tragedy of disability, in rejecting the belief that disability is an individual, pathological
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problem of the body, and in denouncing the all-consuming medicalised solution to the 

disabled problem, the principles and discourses underpinning the social model have 

successfully turned the tide away from the micro focus on individual limitations to a 

powerful critique of the social practices that constitute the collective experiences of 

social disablement. Accordingly, disability becomes legitimised as a public grievance, 

as opposed to a private tragedy, an issue that can be both quantified and responded to 

via the public sphere’s political apparatus.

Therefore, the principles and related discourses of the model which assert that 

disability is a consequence of social restrictions ‘out there’ has done more than simply 

contribute to the body of academic research in the area of disability. It has altered 

people’s experience of, and their individual and collective challenge to, disablement on 

the one hand, as well as embedding and legitimising discourses of rights and 

citizenship in the public sphere on the other. As Morris suggests, the model has 

illuminated the practices of exclusion that constitute the experience of disablement, and 

given people the words to describe and articulate these experiences and challenge the 

realities of inequality (Barnes and Mercer, 2004: 4). As Oliver (2004a, 2004b) insists, 

the value of the social model is seen in its ability to translate ideas about the social 

exclusion of disabled people into practice.

Analysis of data generated through this Sample Study offers tangible evidence of the 

model in practice. Indeed, Extracts S.4-8 make explicit the use and usefulness of the 

model for disabled people. In providing the participants with a way of knowing 

disability, the principles and discourses of the model have enabled people to think 

outside of the conventional discourses that traditionally focussed wholly on issues of 

individual deviance, pity and abnormality, positioning it as a private trouble. 

Participants in this Sample Study spoke prolifically of issues of citizenship, or, rather, 

their lived challenge to the realisation of citizenship, drawing attention to discourses on 

issues such as environmental barriers and inadequate levels of provision in terms of 

education, transport, income and personal social services in these efforts.

Thus the growing dominance of the model is clearly evidenced on a number of 

important fronts. The ongoing and increasing level of academic activity has begun a 

debate on the theoretical parameters of the model, far exceeding what Oliver and others 

had initially intended for the model. Simultaneously, the principles and discourses of 

the model are increasingly finding expression in the politics and political activities in
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the public sphere. Furthermore, disabled people, drawing upon these principles and 

discourses, have begun to mobilise in their demands for equal citizenship, arguing for 

increased levels of social participation, access to education, employment and adequate 

levels of housing and social services for instance.

Despite this, however, analysis of the data has also exposed the continuing areas of 

exclusion and disempowerment that colour the individual, private sphere experience of 

disablement. As the analysis to-date has demonstrated, the powerful articulation of 

disability as something that is wholly social, as something that is ‘out there’, has left 

important areas and experiences of disablement unchallenged. By investing almost 

exclusively in the external social environment, the model has left unchallenged the 

individual experience of disablement as it is produced through the personal and the 

private sphere.

Riddle and Watson (2003: 4), in an effort to account for this important omission, 

suggest that for many social modellers, reflecting on the individual meaning and 

experience “of disablement was seen as potentially dangerous since it might fragment, 

rather than unite, the movement.” Despite growing interest in the area of individual 

experiences (Morris, 1991), impairment effects (Thomas, 1999), and considerations of 

the private sphere context to disability (Beckett & Wright, 2000) in current research 

and debate, there continues to be strong resistance from many to re-introducing the 

inside, or private, experience of disability into the core principles of the social model. 

Finkelstein, in challenging what he sees as the over-privileged, over-sentimentalised 

focus on direct experience, has argued that the “political and cultural vision inspired by 

the new focus on dismantling the real disabling barriers ‘out there’ has progressively 

eroded and turned inwards into contemplative and abstract concerns about the 

subjective experiences” (Barnes et al, 2002: 253). In an attempt to protect the sanctity 

of the public sphere focus of the model and its principles of social disablement, critics 

such as Finkelstein resist all attempts to re-introduce the private or the personal, 

suggesting to do so runs the risk of validating the original principles of the individual 

model, namely that disability is an individual trauma, a problem of impairment that 

requires individual intervention.

However, although one can sympathise and understand Finkelstein’s efforts to remain 

true to a proven and effective model, the findings emerging from the Sample Study 

suggest that the model can no longer remain aligned to the politicisation of disability in

I
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the public sphere alone. In a period when the opportunities available to disabled people, 

namely through the NDS, are in a state of flux the position of disabled people in Irish 

society is no longer fixed. During the 1980’s, in the period when the principles of the 

social model were being shaped, there were little opportunities in terms of political, 

social, economic or cultural space, for disabled people. The legitimising of the rights of 

disabled people as citizens was greatly dependent on the capacity of both academics 

and activists to harness and politicise the collective experiences, interests and 

investment of disabled people. This need to achieve change through collective action 

that could be easily understood and redressed through the public sphere, therefore, 

demanded that a singular, front-facing approach that could not be distracted or divided 

by the nuances of disability was the only chance for the model’s success. The same 

cannot be argued in the current period. The very success of the social model is now 

realised in the increased expectations of disabled people, as well as the growing 

political apparatuses now being developed to address the social exclusion of disabled 

people. In short, disability is now commonly acknowledged as a public sphere issue, 

requiring a dynamic public sphere response.

Clearly, therefore, although practices of social oppression may continue to persist in 

terms of the public sphere, it would, as this analysis suggests, be limiting to continue to 

rigidly apply the traditional ideology of disability as something that had relevance only 

in terms of the practices of disablement that occur ‘out there’. In resisting what many 

see as the ‘second wave’ (Goodley, 2001) interests that are currently challenging the 

socio-political principles and discourses of the social model, it is argued traditional 

social modellers run the risk of miss reading the current political context to disability. 

The very success of the principles and discourses of the model must be based on their 

capacity to provide a critical space wherein it is possible to capitalise on, or stretch the 

limits of new ways of politicising issues of disablement. Analysis of the data in 

Extracts S.9-S.16 has demonstrated the gap that persists between the principles and 

discourses of socio-political oppression, issues relating to disabled bodies and the 

private, personal experiences of disablement as they play out in the private sphere. As 

noted in the analysis, participants in the Sample Study repeatedly returned to issues of 

the body, and the negative implications of body politics for disabled people. Practices 

of social stigma as they operate against the flesh, continue to reinforce people’s 

personal social sense of abnormality and difference. On the other hand, the sanctity 

afforded to the family unit, the issues relating to the individual, private experiences of 

sexuality, and the passive and dependent role expected of many of the participants in
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the Sample Study has meant, despite peoples commitment to the principles of the social 

model, to articulating disability as a public sphere issue, these developments have 

failed to critically address or impact upon the practices and experiences of disabled 

people in the private sphere. In failing to name the politics of disablement as it relates 

to the personal and private sphere, the apathy of the model may mean that disabled 

people who are currently distant from the mainstream, will become further 

disenfranchised, dependent and silenced within the private sphere, and thus the 

increased politicisation of disability.

Clearly, therefore, chapters four and five indeed demonstrate the potency of the 

principles and discourses of the social model to provide powerful, counter ways of 

articulating, understanding, and responding to the question of disability in the Irish 

context. The socio-political and materialist focus of the model has successfully shifted 

attention away from the traditional medicalised focus on disability, thus successfully 

repositioning disability as a public concern as opposed to a private tragedy. The 

reflection of this in mainstream State policies such as the new social partnership 

agreement, T16, vindicates the issue of disablement as social and material 

disadvantage, and ensures that issues such as the housing, education and economic 

oppression experienced by disabled people as a collective is central to the States policy 

agenda. Despite this, however, unless disabled people are in a position to benefit from 

these developments and the opportunities that such policies will provide, then the 

reality of the oppression of disabled people vdll persist. This initial, and indeed very 

limited Sample Study would suggest, that the question of disablement is more complex 

than the public sphere principles of the social model would present. Peoples very 

distance from the mainstream, or their continued dependence on families for their care 

and support needs for instance, suggests that for some, the reality of oppression is not 

as a result of denial of access to public services or the public sphere generally, but 

rather their very disenfranchised position within their individual, private sphere 

locations. As noted, increasingly critics such as Thomas (1999, 2001,2004a, 2004b) 

call into question the capacity of the model to sustain its definitive public/ private 

divide. The following two chapters, chapters six and seven, will explore such issues by 

firstly reviewing the growing body of work that addresses such questions in second 

wave disability studies, and secondly by addressing these issues in greater dept in a 

further thirteen interviews with disabled people. It is argued in this thesis, failure to 

take stock of such issues at this particular point could run the risk of developing



policies, and indeed sustaining political models and theories, that are of little relevance 

to the lives of many disabled people.
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6 Exploring the Epistemological Break in Second Wave 

Disability Studies

6.1 Introduction

As noted to date, the “socio-political recasting of disability” (Thomas, 2002; 39) has 

successfully repositioned the phenomenon of disability as a social, rather than a 

personal problem. Intrinsic to this recasting is the distinction drawn between disability 

and impairment, and the contention that disability is socially created, or as Oliver 

(1996a: 146) argues, “we are only social beings”. Analysis in chapter four of changing 

Irish policy responses to disability over the last three decades demonstrates clearly the 

potency of this model. As noted in that chapter, in articulating disability as something 

that results from social practices and structures, disability becomes a public issue and 

one which can be redressed through the public sphere via policy and legislative 

developments (see NDS (2004) and T16 (2006)). These developments demonstrate 

clearly the material and structural agency inherent in the principles and discourses of 

social oppression. Furthermore, as the analysis of data generated through a Sample 

Study of disabled people in chapter five has also determined, principles and the related 

discourses on issues of citizenship and social disablement have been instrumental to 

politicising disabled people and redefining their experience of disablement in terms of 

collective oppression. This success has lead generally to the recognition that, as Hughes 

(2001: 30) argues.

Social intervention in the lives of disabled people in modernity has been a series 

of costly errors. It has produced services which demean, spaces which confine, 

norms and values that bifurcate humanity into valid and invalid bodies.

Despite the model’s delineation between disability as a social phenomenon and 

impairment as a biological reality, however, as analysis of data in chapter five has also 

demonstrated, people are not experiencing disability purely as a social phenomenon 

‘out there’ in the public sphere. Rather, as Extracts S.8- S .l l  suggest, people continue 

to understand their disabilities in terms of individual, embodied shame, responsibility 

and sites of social fascination. These personal social implications of the disabled body 

are generally undermined when the social model privileges the universal socio-political
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reading of disablement. Moreover, although people may fully ascribe to the socio

political principles and discourses of social oppression, these cannot, at times be neatly 

applied to a politicisation of the personal private experiences of disability. This means, 

despite the fact that people’s social and political rights may be increasingly secured in 

Ireland, these same people may continue to experience difficulties in exercising their 

rights in the private sphere around the issues pertaining to sexuality and levels of self- 

determination (see Extracts S.12- S.15). Therefore, although people may challenge the 

socio-political determinates to disability in terms of public sphere restrictions, as 

analysis of data in chapter five demonstrates, this form of politicisation does not 

necessarily provide the essential political avenues through which people can address 

the lack of self-determination that they experience in their personal lives and in the 

private sphere.

Two significant tensions, therefore, have emerged from the first half of this research. 

Firstly, despite the achievements of the social model, the model’s socio-political 

principles and its commitment to providing universal critiques of disablement can mean 

that its discourses can effectively be unresponsive to the nuances of the heterogeneous 

composition of the disabled community. Increasingly critics suggest issues of the body 

tend to be silenced and the diversity related to impairment effects ignored within the 

model (see Morris, 1991; Hughes and Patterson, 1997; Thomas, 1999; Shakespeare and 

Watson, 2001a). Secondly, the model’s determination that disability is wholly social 

has meant that the sites and practices of oppression that operate in the private sphere 

remain largely outside the scope of the current articulation of the social model.

In an effort to resolve some of these tensions, this chapter will firstly explore the 

debates that are currently challenging the universal, socio-political and structural 

discourses of the social model, discussing specifically how work on the areas of 

diversity and on issues relating to the body/ impairment potentially provide theoretical 

approaches through which to redress the questions of the personal social experiences, 

identity, stigma and the meso level socio-cultural features of disablement (section 6.2 

and 6.3). Drawing upon these developments section 6.4 will develop a typology for the 

social model that will, although continuing to recognise the importance of politicising 

socio-structural and economic disablement, argue for the need to understand these in 

terms of their relationship with the meso and micro politics of private sphere 

oppression. In other words, this chapter will conclude by arguing for the need to 

develop the capacity of the social model and its principles in order to ensure that its
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politics adequately reflects both the social-structural and the personal and private 

experiences of disability.

It is suggested that only once the model commits to such developments will such issues 

as reduced levels of personal autonomy and practices of infantilisation be fully 

acknowledged as key determinants to disability. This chapter will suggest, in a period 

when disability is high on the political agenda and there is public commitment to the 

progressive realisation of the rights of disabled people as citizens, we cannot continue 

to ignore the practices of disablement that persist in the personal and private sphere. 

These experiences and practices shape the expectations and filtered the opportunities 

afforded to disabled people in Ireland. Thus, a mature social model must recognise its 

responsibility to provide political discourses on the personal and private experiences of 

disablement, which will include issues of impairment, if the model is to continue to be 

relevant to and reflect the life experiences of disabled people and if they are to benefit 

fully from developments in the public sphere.

6.2 The Question of Diversity

It is important to recognise there is common agreement amongst disabled activists and 

academics alike of the need for continued resistance to universal disabling practices 

and structures in the public sphere, to thinking of disability exclusively in terms of 

impairment, and criticism of the medical model that addresses disability purely in terms 

of individual restrictions and individual tragedy. However, despite this consensus, 

Goodley (2001: 208) notes, “ ‘second wave’ writers in disability studies are questioning 

the assumptions that underpin the social model”. Growing interest in the diversity and 

difference inherent in the disability community (Shakespeare, 1994; Morris, 1991,

1993; 1996; Crow, 1996; Vernon, 1997; Watson, 1998) has led many to challenge the 

particular principles, namely that of universalism and its socio-structural, public sphere 

emphasis, at the centre of the predominant socio-political discourses of the model. As 

noted in the Sample Study, for some participants the question of disability did not 

relate only to their low participation in education and employment. Rather participants 

such as Bob tempered their experiences by reflecting on the question of lack of 

personal autonomy and genuine decision-making opportunities afforded to them in the 

private sphere and their day-to-day lives.

I
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For some within disability studies, the critical developments provided through second 

wave approaches to disability are eagerly welcomed. Thomas (2002: 48) notes that 

British disability studies “has been enriched by the growing presence of perspectives 

and issues that have challenged the materialist prioritisation of the economic roots of 

disability”. Specifically, questions have been asked of the sufficiency of the socio

political bias in the model to deal with questions of diversity. Traditionally sociology 

and disability studies have used the term diversity to apply issues such as race, class, 

age, and gender to the issues of disablement. Social divisions do of course overlap. As 

Vernon and Swain (2003: 79) suggest, a person’s employment options, for instance, 

may be associated with the class, gender, ethnicity, age or disability of that person, and 

more importantly, as a result of a combination of all these. It is suggested that the 

collective politicisation of disabled people behind a single political identity or issue, 

namely disablement, can at times be at odds with this acknowledgement of diversity.

Monks (1999) suggests that the disability movement in Britain in the 1990s was faced 

with the challenge of recognising the ‘peculiarities’ of particular experiences, such as 

gender, and simultaneously the need to conserve a collective, universal disabled 

political identity. For instance, Morris (1991: 12) notes that the particular experiences 

of black disabled people and disabled gay men and lesbians, and the contexts through 

which they express these experiences of disablement, should be legitimised by the 

disability movement and disability studies. She argues the interests of “such groups 

should not be treated as an ‘added on’ optional extra to a more general analysis of 

disability”. This tension was also identified in Humphreys’ (2000) account of her 

involvement with the disability members’ group in UNISON. She notes that moves to 

recognise (theoretically and in practice) and accommodate multiple identities in the 

disability movement, although “a positive development in terms of understanding the 

multi-facilitated nature of identities and oppressions”, was at times fraught and resisted 

by some within the group (Ibid: 65).

Furthermore, as part of this debate, feminists suggest it is important to recognise that 

disabled women occupy different social locations than that of men, arguing that more 

than one system of oppression can manifest in their experiences of exclusion (Morris, 

1991,1993). Morris (1991) has termed this a form of ‘double disadvantage’ wherein 

disabled women experience multi-practices and systems of gendered and disabled 

exclusion. Alternatively, Bignall and Butt (in Vernon and Swain, 2002: 79- 80) apply 

the question of double disadvantage to the issues of disability and race. As they found
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young, black, disabled people expressed feelings of segregation in settings already 

segregated due to disability. In analysing the evidence emerging from a number of 

studies, Butt and Mirza argue,

The fact that major surveys of the experience of disability persist in hardly mentioning 

the experience of black disabled people should not defer us from appreciating the 

message from existing work. Racism, sexism and disablism intermingle to amplify the 

need for supportive social care. However these same factors sometimes mean that black 

disabled people and their carers get a less than adequate service (in Vernon and Swain, 

2002: 80).

These developments are useful for this thesis as they demonstrate a growing discontent 

and disillusionment with the exclusive socio-political and structural emphasis of the 

model. However, reflecting upon the findings arising from the Sample Study, these 

developments, which reflect traditional areas of sociological interest, although helpful 

in terms of providing a critique of the universalism underpinning the social model, in 

themselves do not offer solutions to issues of diversity in terms of levels of self- 

determination for instance. More useful, perhaps, is the critique offered by writers such 

as Humphreys (2000: 65), who suggests the challenge posed by the model is a 

boundary problem “more germane to the disability community, since it pertains to the 

boundaries of disability itself’. For instance, Goodley (2001: 211) argues that although 

people with physical impairments are afforded a socio-historical position in the social 

model, people with intellectual disabilities are “consistently underwritten”. He argues, 

unlike other impairment groups they are naturalised and confined as other. Intellectual 

disabilities are viewed as pre-social, biological and unchangeable, and it is suggested, 

unlike other impairment groups, intellectual disabilities are ignored by disability 

theory. As Goodley (ibid: 211) notes, it is as if:

People with ‘learning disabilities’ are personal tragedies of their unchangeable 

‘organic impairments’ ... ‘left out in the cold’ ... as an excluded category, marked 

the ‘biological we cannot sociologise’.

Humphreys (2000) also notes that people who experience mental health difficulties do 

not necessarily identify themselves as disabled. Furthermore, there are deaf people who 

are classified legally as disabled people who do not align themselves to the politics of 

disability as articulated through the principles and discourses of the social model.

T 7 0



Rather, in presenting themselves as a distinct linguistic minority, many deaf people 

ascribe to the alternative principle of a deaf community.

Clearly, therefore, the question of diversity and its relationship with the experience of 

disablement is something that cannot be ignored. As demonstrated above, some writers 

suggest the question of diversity should be applied to the study of the gendered 

experiences of disability. Others argue that it is an issue of the study of the relationship 

between disability and ethnicity, or class, or indeed a combination of these. Although 

all of these are genuine concerns for those working and advocating in the area of 

disability, this thesis will suggest that currently the key issues of diversity for this thesis 

are, as Humphreys (2000) has noted, more germane to disability itself. For Humphreys 

this is a question of the principles of the social model privileging certain impairment 

identities over others. For this thesis, however, the question is not about legitimising all 

disabled identities but about providing legitimacy for the many disabled experiences 

and disabled contexts, and not simply those that can, as Oliver (2004b: 9) has argued, 

be easily understood and politicised as socio-political issues in the public domain. This 

includes paying due consideration to the personal social implications of the social body 

and stigma, as well as to the consequences of impairment effects, or the private 

personal experiences of disablement, such as infantilisation, in the private sphere.

As noted in the Sample Study, although recognised as central to the experiences of 

disablement, participants did not experience disability purely in terms of macro 

discourses of social, economic, and structural disablement. Rather, in addition to 

identifying socio-political and structural practices of exclusion, participants also drew 

our attention to disabling practices at the private personal (micro) and private social 

(meso) levels that compounded their experiences of disablement. In Extract S.9 Jules 

acknowledges her continued efforts to pass herself off as ‘normal’, and to conceal, as 

far as was possible, the evidence of her impairment. Anxious of the social prejudice 

that would interpret her impairment to mean abnormality, Jules was at pains to develop 

body strategies to minimise such responses. At a more private level Bob, in Extract 

S.13, felt unable to talk with his doctor around the issues pertaining to his sexual 

health, for as he notes, it was expected that as a disabled person he was in effect 

asexual. Furthermore, Bob (Extract S.14) and Glen (Extract S.15) demonstrate that

^  Similarly, and as evidenced in the ongoing debate over who is legally classified as disabled 
under the Irish Disability Act 2005, people with specific learning disabilities such as dyslexia or 
dyspraxia, or people with episodic mental health needs, suggest they run the risk of remaining 
outside the entitlements for specialist services and supports.
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disablement is also experienced and manifests around the expectations placed on them 

at the level of the personal private sphere. As they noted, families expected them to 

play the ‘disabled’ role, accept as natural their diminished levels of self-determination 

and their dependency on others. Therefore, despite the success of the principles and 

discourses of the social model in politicising public sphere issues such as transport, 

education and housing, these participants continued to experience significant and 

diverse personal restrictions at the personal level and at the level of the private sphere.

Crow (1996: 65) in an effort to resolve these tensions or omissions has called for both 

academics and activists to give a “fresh look at the social model of disability and learn 

to integrate all its complexities”. As she argues, although the external barriers may 

create social and economic disadvantage, disabled people’s subjective experiences of 

disability in their daily lives plays a key role in the “whole experience and sense of our 

selves” (Ibid: 58).*® As identified in the Sample Study, the exploration of subjective 

experiences must include addressing issues such as the lived experience of stigma. The 

subjective experiences of disablement, however, at the private personal level also 

continue to greatly influence the experience of disability, with issues such as the lack of 

personal autonomy afforded to disabled people proving an enduring element of these 

personal, private experiences of disability.

Clearly, in second wave disability studies increasingly there is acknowledgement of the 

need to reflect, and reflect upon, the everyday, mundane experiences of disablement 

(Watson, 2003). Specifically, growing interest in the area of impairment has served to 

refine and give particular focus on debates relating to both the meso and micro 

experiences of disablement. In advocating returning to issues of impairment Williams 

and Busby (2000: 180)®” suggest that placing too much emphasis on the politics of 

socio-political exclusion “obscures the real effects of different impairments and the 

complex, ‘negotiated’ aspects of everyday life, and creates a spurious impression of 

homogeneity”. They challenge the social model’s apparent denial of the “relevance to 

disability of bodily damage and decay” (Ibid: 169). Thomas (1999: 73-75) argues that 

the arbitrary split between the sodo-political public sphere and the private sphere 

experiences of disabled people fails to recognise the agency at the centre of these

Although Crow (1996) is referring here for the need to incorporate impairment into the social 
model, her points on the subjective experience can be equally related to broader issues of 
diversity.

Williams and Busby (2000) are sociologists working in the area of health and illness, and 
provide an interesting analysis of disability studies and the social model.
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individual experiences of impairment. She notes that the model’s silence with respect 

to private sphere experiences fails to acknowledge the fact that, at this routine level, 

people are continuously in the process of complex negotiations that compound the 

individual experiences of disablement. She argues that in developing a politics of the 

personal experience, the model must distinguish between the personal experiences of 

social barriers (the personal/ social) and the personal experiences of impairment and 

impairment effects (the personal/ private). As she suggests,

the collapse of experiences of impairment effects together with aspects of 

disability into the same category of issues which do not belong to the social 

model, and are not of political importance because the ‘real’ issues are socio- 

structural, is singularly unhelpful to those who want to further develop a 

theoretical understanding of disability which is concerned with both the macro 

and the micro, with both structure and individual agency, with the socio

economic, the socio-cultural and the intimate (Ibid: 74).

In developing upon the break offered by debates around the question of diversity this 

chapter will now turn particular attention to the growing scholarship in the area of the 

body, impairment and disability to see if these developments provide an adequate 

challenge to the model’s denial of the politics of the personal social and the private 

sphere. Specifically, the following section will examine if these developments provide 

a way forward in terms of deepening the political interests in the social model to 

ensure, as Beckett and Wright (2000) has noted, that it more effectively reflects the 

lived experiences of exclusion and disablement.

6.3 The Value of Introducing Impairment into the Social Model

As noted in this thesis, the principles and socio-political discourses of the social model 

have, although recognising the socio-cultural context to the disabled body, effectively 

silenced the individual, subjective experiences of impairment, and the diversity of these 

experiences in their own right. At the end of chapter five it was suggested the model’s 

rejection of impairment is due in part to its efforts to offer counter discourses to those 

provided through the individual model, namely locating disability as a socio-political 

issue in the public sphere. It is suggested that the silencing of impairment is also, in 

part related to the difficulty faced in translating the personal experience, for instance, of 

pain and fatigue into a political discourse (Oliver, 2004a, 2004b). Accordingly, for the
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social model, subjective experiences of the body and impairment are understood to be 

of value only in so far as these experiences can contribute to generating universal, 

socio-political discourses of disablement. For as Barton and Oliver (1997: xii) note, an 

“essential element in the politicisation of disability has been that the personal is 

political” and thus, that the subjective experiences can be valued only in so far as these 

can be harnessed into collective political grievances.

However, as noted in section 6.2, there is growing discontent with the universal 

principle underpinning the social model. Writers such as Humphreys (2000) argue for 

the need for the principles and related discourses of the model to honestly reflect the 

diversity of disabled people. Accordingly, these writers advocate a return to 

acknowledging the variety and specificities of individual experiences, rejecting 

Oliver’s (2004a, 2004b) calls to translate personal experiences into universal political 

grievances. Sheldon (1999: 648) provides further weight to such criticisms in noting 

that the phrase ‘personal is political’ is open to a “variety of interpretations”. Indeed, as 

noted in chapter three, feminist writers such as Morris (1991,1993), French (1993) and 

Crow (1996) have urged us to consider subjective experiences of disability as being in 

themselves political. It is argued that in the face of the increasing dominance of the 

universal structural and socio-political discourses that locate disability in the public 

sphere ‘Sve need to hang on to the other sense of making the personal political and that 

is owning, taking control of, the representation of the personal experience of disability- 

including the negative parts of the experience” (Sheldon: 1999: 648). Accordingly, this 

interpretation of the personal as political argues that focusing predominantly on the 

social barriers ‘out there’ denies the personal, subjective experiences of living with and 

managing disablement and impairment.

In response to such criticisms Oliver (2004b: 9) argues that it is not helpful to criticise 

the social model for something that it was never intended to be. In resisting reducing 

the social model subjective experience to impairment, he notes that the model is not 

about the personal experiences of impairment effects, but rather the translation of these 

into universal, collective experiences of disablement and the denial of citizenship. He 

argues that the personal limitations that impairments impose on people are “an 

inadequate basis for building a political movement” (Ibid; 8). Oliver contends that the 

principles of the social model do not actually deny the subjective experiences of 

impairment; rather, it is suggested that the model has adopted a “paradigm decision to 

identify and address what can be changed through collective action rather than medical

174



or professional treatment” (1996b: 48). Accordingly, he accepts that the biological 

experiences of impairment are political, just not in terms of the political interests 

underpinning discourses of social oppression. Furthermore, he (2004a, 2004b) strongly 

argues against developing the social model to include what he suggests are the 

potentially infinite numbers of impairment-centred concerns that shape the life 

experiences of disabled people, fearing that this would fragment, rather than strengthen 

the principles and discourses underpinning the social model. Rather, he proposes 

developing a social model of impairment that will work in parallel with, but distinct 

from, the social model of disablement.

Shakespeare and Watson (2001a) criticise Oliver for the ease at which he can separate 

impairment and the subjective effects of impairment, the personal social and personal 

and private experiences, the socio-political experience of disablement. As they note, the 

experience of impairment is salient to the disabling experiences of many disabled 

people. They suggest it is central to people’s ongoing personal experiences and social 

negotiations of participation and efforts to achieve independence for instance. It is 

suggested, therefore, that it is not possible to ignore, silence or devalue impairment in 

the principles, theory or political struggles of the social model. As they argue, as a 

central element to the experience of disablement, the implications of living with 

impairments must be acknowledged.

Politically, if our analysis does not include impairment, disabled people may be 

reluctant to identify with the disability movement, and commentators may reject 

our arguments as being ‘idealistic’ and ungrounded. We are not just disabled 

people, we are also people with impairments, and to pretend otherwise is to 

ignore a major part of our biographies (ibid: 15).

This thesis does accept that it is also important to acknowledge Oliver’s (1996b) 

concern that introducing issues of impairment into the model runs the risk of diluting, 

or undermining, the recognised achievements gained through universal structural and 

socio-political discourses. Indeed, it must be acknowledged that it is this conviction 

that has given shape and focus to the principles and discourses of the model. However, 

despite this, analysis of the data generated through the Sample Study would suggest 

that the current focus of the model is too restrictive. As Shakespeare and Watson 

(2001a) note, in placing issues of impairment outside the model’s political concerns, 

obvious personal social issues such as the stigma of disabiUty become weak, or become
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uncertain issues in the consideration of disablement. More problematic, however, is the 

fact that, in failing to address impairment, the relationship between impairment, 

impairment effects, and disability get overlooked. This can mean that the restrictions 

and limitations these place on people in terms of levels of social participation fail to be 

acknowledged or to become part of the broader political debate around contested 

citizenship. Therefore, although to introduce issues of the body and impairment effects 

runs the risk of making the politics of the model unwieldy, to continue to ignore the 

importance of these subjective experiences runs the risk of reducing the relevance of 

the model and its capacity to accurately reflect the political and lived interests of 

disabled people.

However, interest in the body is not specific to disability studies alone. To understand 

the value that can be gained from introducing a politics of disabled bodies and 

impairment into the social model as contemporary debates would suggest, we must 

engage with and learn from the broader theoretical developments that have centred on 

the body. Firstly, therefore, and in brief, this chapter will note how, at a time when the 

body was disappearing from the social model, sociology was in the throws of re

discovering the potential or agency of the body (section 6.3.1). Section 6.3.2 will then 

explore how, drawing on these mainstream theoretical developments and in a challenge 

to socio-political discourses of the model, there has been growing interest within 

disability studies in the area of the body and impairment. This section will seek to 

uncover how the disabled body is being fashioned through these theoretical 

developments and the useful application of these arguments to the personal social and 

personal private experiences of the body, impairment and disablement. Section 6.3.3 

will then explore how recent developments in theorising on impairments may offer the 

way forward in terms of resolving these tensions. Finally, section 6.3.4 will attempt to 

find a synthesis between the private sphere experience of impairment, namely the 

private social and private personal experiences of impairment on the one hand, and the 

public sphere, socio-political discourses of the model on the other. This section will 

demonstrate that politicising the experiences of impairment enables us to reflect on the 

diversity of the personal social and personal private experiences of disablement whilst 

simultaneously providing for coherent, universal, political responses to these



6.3.1 The Sociology of the Body

As discussed, Oliver (2004a, 2004b) suggests issues of impairment, or the limitations 

of bodies, are not a useful basis upon which to build a politics of disability. Rather, the 

principles and socio-political discourses of disability shift the debate away from a bio

medical, impairment-centred agenda to politicising practices and structures of 

disablement and contested citizenship through the public sphere. Yet, it is suggested in 

so doing, this analysis risks conceding the body and impairment as a natural, pre-social 

entity to medicine, and the disembodied experience of socio-political disablement to 

the social movement (Shakespeare and Watson, 2001a).

Yet, as chapter three has noted, it is important to recognise that at the same time as 

disability studies was removing the body, or more specifically impairments from its 

analysis, sociology was in the throws of rediscovering the potential and the agency of 

bodies (Featherstone, 1990; Shilling, 1993; Turner, 1984,1987). Indeed, Nettleton 

reminds us that sociology has long been “implicitly concerned with the body and their 

actions and interactions”. She suggests that sociology’s interest in the relationship 

between material circumstances on the health status of individuals and populations, and 

the social interactionist interest in the stigmatised body for instance has ensured that 

bodies have remained consistently the “absent presence in sociology” (1995:101-102).

However, more specifically it is acknowledged that the work of Michel Foucault (1975, 

1979,1980) has been instrumental in generating a very specific, contemporary interest 

in the body. As noted in chapter three, it is argued that his work has pushed the 

boundaries in terms of conceptualising power, and more notably how power operates 

on and through the bodies of individuals (see Annandale, 1998). In so doing it is 

suggested that a Foucauldian analysis exposes how bodies are naturalised in 

contemporary sociology, with issues such as health, illness, disease and disability being 

constructed through discourses (ibid: 35). This form of analysis to health and illness is 

not dissimilar to that proposed through the principles of the social model in that it does 

not assume that there is an underlying truth to the biology of health, illness or 

disability. As previously noted in chapter three, a Foucauldian analysis exposes the 

social, political and ideological interests at the heart of medicine. More importantly, 

however, a Foucauldian analysis questions how the power implicated in these interests 

work on and through the bodies of individuals/ populations. As Foucault (in Gordon, 

1980: 55) notes, “the phenomenon of the social body is the effect not of a consensus
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but of the materiality of power operating on the very bodies of individuals” (see also 

Twigg, 2002).

Turner (1992: 32) argues that with the exception of Foucault, sociology’s interest in the 

body, namely medical sociology, has until recently been largely concerned with 

identifying the real person, beyond the body and flesh. This, he proposes, is due to the 

influence of Cartesian dualism on Western thought, which assumes that there is no 

interaction, or at least significant interaction, between the mind and the body. This has 

led to these two realms being addressed through specific disciplines, solidifying the 

split between nature and the body on one hand, and society, mind and culture on the 

other. A number of sociologists, including Turner, have since the 1980s attempted to 

rectify what they see as the damage of Cartesian dualism. These texts re-examine the 

body as object, as something that is an aesthetic object, a political object, an economic 

object, a sexual object, and indeed a disabled object for instance (Corrigan, 1997:149).

Developing upon the Foucauldian perspective, many sociologists of the body now 

argue that it is necessary to see the body as more than just a “construction of 

discourses” (Shilling, 1991: 663). Sociologists such as Shilling (1991,1993), Turner 

(1984,1987,1992,1994) and Featherstone et al (1991) for instance, are drawn to 

exploring the lived experiences, or rather the phenomenology of the body. This 

suggests that although bodies can indeed be realised through discourse, they are not 

simply or inevitably reducible to discourse. This form of analysis places emphasis on 

the lived experiences of material bodies, recognising that people, and not just the 

effects of power, construct bodies.

In an effort to account for the materiality of the body. Shilling (1993) suggests that the 

body can best be conceptualised as an unfinished biological and social phenomenon, 

transformed and shaped by social participation. Drawing on Bourdieu’s work on 

distinction and the use of bodies as markers of distinction. Shilling argues that the body 

is intrinsically tied to the self and identity, and as such one’s sense of self is 

“reflexively understood in terms 6f their own embodied biology” (1993: 4). 

Accordingly, bodies are recognised as real, material entities that are at all times in “the 

process of becoming” (Ibid, 5). This presents the body as an individual and social 

project that is worked upon as part of one’s self-identity. This work on the body as 

‘project’ demands that individuals are conscious of, and invest in the management and 

maintenance of their bodies. Unlike the non-materiality of the Foucauldian post-
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modem body, therefore, this analysis demands “a practical recognition of the 

significance of bodies; both as personal resources and as social symbols which give off 

messages about a person’s self-identity” (Ibid: 5).

Clearly, sociology pays significant attention to the materiality of bodies, the social 

construction and conceptualisation of the body, and the contemporary fascination with 

the body project. Although it may not provide a distinct or developed link between the 

increased comodification of everyday life and the social anxieties that this generates 

with respect to ageing and disabled bodies (Lupton, 1994), these developments none 

the less provide useful analytical tools for the development of a politics of body centred 

oppression.®'. Ironically, however, as noted earlier, at the same moment that sociology 

was fashioning the body, the materiality of bodies disappeared from disability 

discourses (see Shakespeare, 1994; Hughes and Patterson, \ 9 9 l f ^ .  Although the socio

political discourses of the model articulate a strong historical analysis of the effects of 

power/ knowledge (in the form of medicalisation) on impaired bodies, in response to 

this the impaired body becomes a-political under the socio-political model. Thus, the 

material body in the form of impairment is no longer naturally present in disability.

Drawing upon developments in sociology it would appear, however, that the absent 

body is significant. Failure to pay due consideration to the importance of disabled 

bodies, that is impairments, mean that the social, cultural, economic, or political 

implications of impaired bodies is lost in political debates. Indeed the very diversity of 

bodies, the implications of bodies in pain or body restrictions become passive and 

inconsequential in the socio-political reading of oppression. Thus, the socio-political 

implications of the lived reality of depending on others for one’s care needs and in not 

being able to participate in full time employment due to illness or fatigue are 

potentially lost in terms of the politicisation of disablement in the public sphere, and 

thus as Twigg (2002) argues the social policy responses developed to respond to issues 

of disablement.

Lupton proposes that a “body that does not function ‘normally’, or appear ‘normal’, that is 
confined to a wheel-chair or bed, is both visibly and conceptually out-of-place, as evidenced by 
the lack of public facilities for disabled people or the elderly” (ibid: 64) are nor a sourse of great 
social anxiety.

Of course, this is not the say that those working in the area of the sociology of the body were 
directing their analysis towards disability. Although some did refer to disability this was mostly 
done in a very uncritical fashion.
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6.3.2Disability Studies, Disabled Bodies and Body Analysis

However, despite the social model’s disembodied ideological aspirations, there has 

been progressive interest in the relationship between disabled bodies/ impairments and 

the experience of disability within certain factions of disability studies. Writers such as 

Shakespeare (1994), Morris (1991,1996), Crow (1996) and Hughes and Patterson 

(1997) for instance, initially championed the challenge of the model’s decision to 

separate impairment from disability. As Crow (1996: 57) contests, the experience of 

impairment is “not always irrelevant, neutral or positive”. Nor do people experience 

impairments in similar ways. The acknowledgement of impairment demands an 

acknowledgement that impairments and the experience of impairment are not 

necessarily homogeneous entities, but vary both in their materiality and in terms of 

lived reality.

Before exploring the usefulness of these challenges, however, it is important to note 

that there have been occasions where materialist social modellers have recognised the 

centrality of the body to the experience of social oppression. The work of Paul 

Abberley (1987), whose materialist analysis greatly influenced the development of the 

social and economic direction of disability studies in the United Kingdom, has insisted 

that analysis of disablement cannot be devoid of analysis of biological difference. As 

he suggests,

for disabled people the biological difference albeit as I shall argue itself a 

consequence of social practices, is itself a part of the oppression. It is crucial 

that a theory of disability as oppression comes to grip with this real inferiority, 

since it forms a bedrock upon which justificatory oppressive theories are based 

and, psychologically, an immense impediment to the development of a political 

consciousness amongst disabled people (1987: 8).

As a materialist social modeller, Abberley argues biological differences are often the 

by-product of particular modernist practices and processes such as work and war; 

consequently, this relationship between the body, the individual, and social oppression 

cannot be ignored. However, Shakespeare and Watson (2001a: 17) insist, although this 

materialist analysis “may account for these impairments which are socially caused ... it 

cannot account for those impairments which are idiopathic, random, or just bad luck.”
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On the other hand, postmodern disability theorists have played an important role in 

developing the analysis of bodies and its relationship to the public and private 

experience of disability, albeit along specific lines’ .̂ As noted, in sitting in the 

intersection between biology and society, disability is the “quintessential post-modern 

concept, because it is so complex, so variable, so contingent, so situated” (Ibid: 29). 

Dale Stone (1995: 413), drawing upon the work of writers such as Shilling (1991,

1993), argues that the modem preoccupation with body projects is sustained by the 

myth of body perfection. Underpinning this cultural norm is the belief that we can, and 

should strive to achieve the perfect body, that which is without blemish or abnormality. 

These writers suggest that the cultural dominance of the discourse of normality or 

‘ablism’ sustains the myth of body perfection, thus stigmatising those with visible 

disabilities as the ‘other’. Although this myth of body perfection conceals the fact that 

all people have bodily limitations, it more importantly serves to objectify the impaired 

body while simultaneously subjectifying its limitations. It is suggested by highlighting 

the myth of body perfection it at once allows the reading of the body as political and an 

understanding of the individual embodied experience becomes explicit. Once the body 

has been identified as political then a social reading of the body or the political body 

that communicates as imperfect at least, becomes available within the discourse of the 

social model. Crow argues that the social model of disability renewed along such lines 

broadens and strengthens “the current social model, taking it beyond grand theory and 

into real life, because it allows us to incorporate a holistic understanding of our 

experiences” (1996: 70). It forces us to consider the diversity of bodies, the materiality 

of these bodies, and the experiences of these bodies that are silenced and naturalised 

within universal socio-political discourses of the social model.

Increasing interest in the symbolic richness of the disabled flesh can also be identified 

in the work of writers such as Hughes (2002: 70). Hughes warns that disabled people 

must be “wary of the potential ossification of aesthetic discrimination”. He warns 

against the modernist preoccupation with ideas of body maintenance and perfection, or 

as he terms it “body fascism”. Rather, Hughes suggests that discrimination and the 

body meet in other, less obvious ways, for instance, in the ways in “which non- 

impairment carnality constitutes itself as the corporeal blueprint for ‘being in the 

world’ (Ibid: 70) (see also Hughes and Patterson, 1997).

Spicker (1998) (in Lee, 2002:145) summarizes the essence of the ‘postmodern’ contribution 
as “the process which seeks to replace the values of homogeneity and universalism with those of 
[...] pluralism, variety and ambivalence”.
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Clearly, it must be accepted that the postmodernist analysis of the body has much to 

offer to the social model, and indeed in providing a response to the data emerging 

through the Sample Study. Drawing on developments in mainstream sociology of the 

body, it provides a legitimate space within which to question the view of the body as a 

pre-social, biological reality. At the personal social and personal private level, this 

challenges the stigma of disability that has normalised the understanding of bodies in 

terms of difference and abnormality. Unlike in the Goffinan (1968) analysis, stigma is 

not accepted as the natural consequence of the presentation of impairment. Rather, the 

responsibihty to act as normal, as identified by Jules in Extract S.12, becomes 

evidence, not of ones abnormality, but of practices of body fascism in operation. 

Furthermore, the post-modem understanding of bodies as being ‘not fixed’ makes it 

possible for disabled people to articulate a positive disability identity. Impaired bodies, 

like all bodies, have both potential and agency to be redefined and repositioned. By 

challenging society’s preconceptions of ‘normal’ bodies, the difference of disabled 

bodies becomes part of the potentiality of social bodies. What or how bodies 

communicate, therefore, can no longer be viewed as a biological constant, but rather at 

all times must be viewed as body projects in transition.

However, despite its analytical usefulness, this ‘shifting sands’ postmodern theorising 

of the body in disability studies has come under much criticism. Although not 

necessarily part of this critical challenge, it is important to note that even the post

modern theorists. Corker and Shakespeare (2002), acknowledge that large numbers of 

disabled people continue to remain oppressed within the structures and processes of 

modernity. Despite increasing debates around issues of identity or body politics (see 

Extracts S.9 and S.10), disabled people continue to be confronted by the real material 

and individual implications of their bodies. As noted by Glen (Extract S. 15) in chapter 

five he felt, due to his care needs, quite dependent on his family. Despite his efforts to 

reclaim his independence after he acquired his disability and assert a positive disability 

identity, these efforts created significant tensions within his family who had assumed 

responsibihty for his care needs. The post-modern preoccupation with the body, 

whether focused in terms of body politics, body potential or body fascism, can lose 

sight of the reality of bodies, of issues of pain, physical restriction or indeed physical 

limitations. As Williams (1999: 798) argues, this increasing interest in the body has 

meant that the body

~4S2



is everywhere and nowhere today: the more it is talked about and studied, the 

more elusive it becomes: a fleshy organic entity and a natural symbol of society; 

the primordial basis for out being-in-the-world and the discursive product of 

disciplinary technologies of power/knowledge; an on-going structure of lived 

experience and the foundational basis of meaning, imagination and reason; the 

wellspring of human emotionality and the site of numerous ‘cyborg’ couplings; 

the physical vehicle of personhood and identity and the basis from which social 

institutions, organisations and structures are resisted or reproduced.

Therefore, this thesis suggests that although the post-modern analysis of bodies can 

usefully support calls to include discourses of diversity, identity politics, and body 

politics into the social model, the very discursive fluidity upon which these calls are 

based can mean that what is being called for cannot always be easily ‘pinned down’. 

Therefore, despite its potential, the body in the post-modern discourse can become 

nothing more, or nothing less, than the ‘illusive body’ and offer little insight into the 

real personal, lived experience of disablement. Furthermore, this thesis is also 

conscious of Oliver’s (2004b: 9) insistence,

to try and move disability politics exclusively into the realm of the politics of 

representation is fundamentally misguided and inappropriate when so many 

disabled people continue to experience life-threatening material deprivation.

The reality of the social disadvantage experienced by disabled people, of course, cannot 

be lost within the second wave calls to address diversity and impairment. However, 

recognising the importance of bodies in terms of understanding the effects of power on 

the bodies and experiences of disablement, the communicative power and related 

stigma accorded against the abnormality of disabled bodies, and the reflection of these 

in terms of sustaining people’s social and economic marginalisation does have its place 

in the political discourses of the social model. The lack of politicisation of these 

experiences denies the fact that bodies are social sites of meaning, a source or a 

repository of knowledge in contemporary society, and indeed, are an individual 

material entity that experiences both embodied and socially imposed stigma and 

restrictions. Clearly, therefore, it is as Hughes and Patterson (1997: 335) argue, 

impairment and disability “meet in the body in so far as impairments structure 

perceptions about disability and disability is part of the felt world”.
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The challenge, therefore, is to expose the disablement accorded against and related to 

the materiality of bodies and the diversity inherent in such experiences. However, in an 

effort to avoid losing the materiality of disabled bodies to the discursive possibilities of 

post-modernist analysis of bodies, and in acknowledging Oliver’s (2004a, 2004b) 

insistence of the need to redress the social and material disadvantage of disabled 

people, this thesis wiU in section 6.3.3 explore the increasing interest being paid to the 

issues of the materiality and lived reality of impairment within both sociology and 

disability studies. Drawing on the work of writers working within these disciplines, the 

next section will explore how thinking on impairment may provide a way of enhancing 

the social model.

6.3.3 The Material Analysis of Impairment- the bridge between the socio-political

context and the politicisation of the private sphere?

Clearly, therefore, it is increasingly recognised that disablement is not necessarily only 

socially created and experienced. Indeed, disablement is also present in the biological 

or embodied sense, and thus in terms of the lived personal and private contexts to 

disablement. Shakespeare and Watson (2001a: 22) argue that disability “is a complex 

dialectic of biological, psychological, cultural and socio-political factors”. The 

challenge, therefore, is to successfully develop a politics of disablement that recognises 

the diversity at the meso, or personal social level of disablement, as will as the 

practices of disablement that persist at the micro, or personal private level, and to have 

these implicated in a relational way as part o/the related social, economic, material, 

environmental and political disadvantage experienced by disabled people. As noted in 

section 6.3.2, developments in addressing issues of the disabled body and impairment 

are increasingly putting shape to such efforts.

These efforts may at first present as oppositional interests to the disability project. 

Indeed, as the social model is currently articulated, they are. Those dedicated to 

addressing the socio-political determinants to disability contend that disability is a 

universal experience and wholly social, whereas those wishing to expose the cultural, 

psycho-social and personal contours to disablement repeatedly call for issues of 

diversity and impairment to be legitimised in the politics of disablement. However, this 

thesis will demonstrate that these conflicts can be resolved once we have firstly, 

reconstructed the ‘universal’ discourses of the disabled experience to pay due
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consideration to impairment and secondly, successfully challenged the unsustainable 

dichotomy of disability/ impairment underpinning the principles of the social model.

As noted in section 6.2 the question of diversity, often referring to the issues of gender, 

class and ethnicity, is one of the most formidable challenges to the universalisms that 

underpin the socio-political discourses. Indeed, it facilitates more complex 

understandings of disability, disabled people, and impairment. Although these diversity 

debates have been useful, Shakespeare and Watson (2001a; 15) argue, supporting the 

work of Humphreys (2000), that different impairment groups should be the key 

concern of the social model. As they note, because of their presentational and 

functional impacts, impairments have very different social and individual 

implications.®'* This more nuanced understanding of disability as related to 

impairments, although it challenges the universalism underpinning the model, provides 

a new, more enriched understanding of the diversity that exists between disabled 

people and across experiences of disablement. It argues strongly for the need to 

develop a more heterogeneous understanding of the biological, social, economic and 

cultural locations, experiences and responses to the disability/ impairment question and 

to have these differences recognised in the nuancing of socio-political responses to 

questions of disability. Simultaneously, however, in an effort not to lose the social 

model to the infinity of subjective, embodied experiences, the model must find a way to 

develop cohesive discourses of the effects of impairments. For as Williams and Busby 

(2000; 169-170) note;

Although an emphasis on the powerful role of society in the ‘oppression’ of 

disabled people is important, it is not possible, we suggest, to encompass all 

experiences of chronic illness and impairment within a social model that 

sometimes seems to deny the relevance to disability of bodily damage and 

decay. Culture and experience remain central to understanding illness and 

disability.

Clearly, therefore, there are growing calls for the body and impairment to be brought 

back into the social model. However, in order to do this, this thesis would, drawing on

^  As they suggest, visible impairments trigger social responses although invisible impairments 
may not. People with mental health difficulties may experience distinct forms o f  disablement 
(such as homelessness). Although issues o f appropriate accommodation may also be central to 
the experiences o f people with physical impairments, the contexts to these experiences vary 
significantly.
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learnings from the successes of the current principles and discourses of the social 

model, argue key political features of disabled bodies must be understood. Firstly, 

issues of impairment must be understood to have a socio-political basis. This demands 

opening up the current form of universal discourses that privilege specific economic, 

environmental and modernist political interests in disability. The bodies of individuals, 

as sites of stigma and the repository of social anxieties, are in the personal social 

context, immensely political.

Secondly, although the personal private experiences of impairment effects and the 

individual negotiations of practices of infantalisation may be experienced in the private 

sphere, as with discourses in the socio-political analysis, they do have a collective, 

universal context that can be seen to greatly affect people’s capacity to participate and 

exercise their rights and entitlements as citizens. Therefore, although these experiences 

may be located in the private sphere, the socio-political contexts to these experiences 

must become explicit in the principles and discourses of the model. Employment 

practices that do not encourage job sharing or part time work to facilitate people who 

experience chronic pain or fatigue, failing to provide appropriate levels of investment 

in the health and personal social services sector meaning that people do not have access 

to services such as Personal Assistants or home help, and the provision of housing 

options without appropriate care packages to disabled people, are all public sphere 

concerns that can alter the private sphere locations and experiences for disabled people. 

To assert, therefore, that the personal or issues of impairment are an inadequate basis 

upon which to build a model is to deem the reality of these personal social and personal 

private barriers to participation irrelevant.

This thesis suggests, in bringing the body and the experience of impairment back into 

the model, disabled people, activists, and academics alike must commit to providing a 

logic to the politicisation of impairment. As has proven successful in the current socio

political discourses of oppression, this will require providing universal, collective 

discourses (such as those discussed above) that can include the diversity of impairment- 

related experiences. Finally, as noted in the earlier criticism in section 6.3.2 on the 

benefits of applying a post-modern analysis of the body to the principles of the social 

model, the politicisation of impairment and impairment effects cannot lose sight of the 

materiality of impairments and the real lived, felt experiences aiid effects of 

impairments.
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As a way of moving forward on these issues it may be useful to address the learning 

that can be gained from longer-established disciplines with an interest in impairment, 

such as medical sociology. As previously noted in chapter three and section 6.3.1, 

although disability studies may be only rediscovering the body and impairment, 

sociology has traditionally had a strong focus on issues of chronic illness and/ or 

impairment. Specifically, as with disability studies, medical sociology has at its core a 

critique of the medical model and is interested in looking at the different ways in which 

disability is defined (William, 2001: 125). However, unlike in disability studies, 

‘disability’ in medical sociology is not interpreted primarily as a consequence of social 

oppression but, as Bury (2000) determines, impairments. As he suggests, in studying 

disability one cannot deny the reality of chronic illness and disability (Ibid: 179).

Unlike the dis-embodied analysis offered by the social model, this approach is largely 

grounded in an understanding of disability as a consequence of individual bodily 

restrictions and a person’s lack of capacity to perform certain functions® .̂ Despite this 

biomedical focus, however. Bury does not deny that “disability is also influenced by 

context and culture” (Ibid: 178), recognising that social location and settings play a role 

in shaping the experience of disability. Accordingly, Bury proposes that disability is 

both biological and social. Despite this, however, it is argued that Bury does not engage 

meaningfully with the socio-political determinants to disability, merely acknowledging, 

as opposed to problematising, issues of social oppression and the personal social 

experience and negotiation of disablement (Thomas, 2004a).

Others working in medical sociology have also prioritised the issue of the materiality of 

impairment with respect to analysing disability. Williams and Bendelow (in Thomas, 

2002: 45), in calling for the reintroduction of the body into sociology, advocate a 

“theorising not so much about bodies... b\xX from  bodies as lived entities... Social theory 

must therefore be rooted in the problems of human embodiment”. Williams (1999: 803) 

challenges the work of Oliver (1990,1996a) and others who, in insisting that disability 

is “not an outcome of bodily pathology, but of social (dis)organisation”, argues that this 

leaves the social model subject to the charge of essentialism. As he suggests, it 

concedes the body to medicine as opposed to leaving it open to sociological debate. 

Williams (1999: 806) argues for the application of critical realism to the issue of 

bodies, suggesting that this allows the body, impairments and disease to exist as real, 

material entities. Therefore, addressing disability from a critical realism perspective as

By working from a socio-medical model of disability, Bury advocates the use of the ICIDH 
approach that is interested in assessing disability in terms of peoples lack of capacity to perform 
certain tasks.
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framed in medical sociology allows us to see impairment as an “emergent property, 

located temporally speaking, in terms of the interplay between the biological reality of 

physiological impairment, structural conditioning (i.e. enablements/constraints), and 

socio-cultural interaction/elaboration” (ibid: 810).

Clearly, both Bury (2000) and Williams (1999) do offer a way to develop a tangible 

material analysis of the micro, personal private experiences of impairment, and 

ensuring that the question of the body and the experience of impairment does not get 

lost to the discursive abyss of postmodernism. In suggesting that the embodied realities 

of impairment are the central feature of disability they front the materiality of 

disablement, arguing that the social model’s disembodied analysis is idealistic, short 

sighted and fundamentally flawed. In arguing this, these writers appear to align with 

Shakespeare and Watsons (2001a) critique of the impairment/ disablement divide 

adopted by the social model. However, there is an important distinction between the 

arguments adopted by both Shakespeare and Watson (2001a), and Bury (2000) and 

Williams (1999). For the latter, as medical sociologists, their intention to address 

impairment is not necessarily driven by a desire to politicise issues of impairment and 

its relationship to social disadvantage per se (i.e. the personal social). Rather, working 

from the perspective of the ICIDH classification of functioning, both Bury (2000) and 

Williams (1999) accept as natural the existence of impairments, individual restriction 

and lack of capacity; thus, the materiality of these bodily restrictions are in fact the key 

determinant to disability. Shakespeare and Watson (2001a) on the other hand argue for 

the need to understand the relational nature of impairment, impairment effects and 

disablement, that is the micro, meso and macro conditions of disablement.

Therefore, although Bury (2000) and Williams (1999) may call for the reprioritising of 

the reality of impairments, the discourses of social oppression underpinning the social 

model tend to be lost within medical sociology. Thomas (2004a: 578) notes that 

although this discipline acknowledges that impaired people might also experience 

social disadvantage, the disabling, universal consequences of this are not developed. 

Therefore, despite the potential offered through medical sociology’s focus on 

impairment with respect to understanding the diversity and impact of personal 

impairment effects, the absence of a valid ontology on social oppression within this 

analysis means that, in effect, it is open to criticisms similar to those it poses of the 

social model. Whilst one focuses almost exclusively on impairments (individual
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restrictions) the other focuses on social oppression (social exclusion); thus both provide 

equally limited, oppositional interpretations of disability/ impairment.

Alternatively, the work of Shakespeare and Watson (2001a, 2001b) argues strongly for 

the development of a social model of impairment, one that would link the materialist 

realities of impairment with the socio-political discourses of oppression. In challenging 

the “gaps” in the socio-political discourses of the model, Shakespeare and Watson do 

not propose merely re-introducing impairment into current discourses, but the 

development of a new, “more appropriate approach to disability politics, based on a 

materialist ontology of embodiment” (2001a: 14)®̂ . In challenging the socio-political 

orthodoxy in disability politics they suggest that impairments do play a central role to 

the experience and existence of disability. However, unlike the biological ‘impairment’ 

privileged focus in medical sociology, and the absent body in the social model, 

Shakespeare and Watson (ibid: 18) suggest that

People are disabled both by social barriers and by their bodies. This is 

straightforward and uncontroversial. The British social model approach, because 

it ‘over-eggs the pudding’, risks discrediting the entire dish.

Shakespeare and Watson (ibid: 18) see impairments and the effects of such 

impairments as essentially social. Furthermore, impairment and disability are not 

dichotomies, but rather describe, as they suggest, different aspects of the experience of 

individuals, or how impairments are experienced at “different places along a 

continuum” (Ibid: 22). They suggest that, depending on the aspect of the disability/ 

impairment, varied levels of medical intervention are seen as appropriate. Therefore, 

although they prioritise a social, and indeed a personal social reading of impairment, 

they do not deny the personal private, lived reality of the effects of impairments. 

Finally, they argue that one must not, as the social model has done, presume to know 

the disabled subject (Ibid: 23). People with similar impairments, in similar social, 

economic and cultural locations will experience disablement in varying ways. As they 

suggest, a responsive model, therefore, although individualising impairment, recognises 

the diversity underpinning the relational experience of disability/ impairment and does

^  Although it is important to note here that Shakespeare and Watson (2001) argue for the 
development of a new model, as this thesis will suggest, this would not be wise. As the socio
political contexts to disablement continue to persist, and in light of the real successes of the 
social model ontology, to dismantle this at this stage would be reactionary as opposed to 
progressive.
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not crudely distinguish between the socio-political/ public and personal impairment/ 

private experiences. Clearly, therefore, unlike in the biological, fixed reading of the 

body in medical sociology, Shakespeare and Watson (2001a) enable us to see the 

trajectory of the disability/impairment experience. As they suggest, it is difficult to 

determine where impairment ends and disability starts; rather, the central argument is 

that disability is a complex dialectic of a number of states, psychological, biological, 

socio-political and cultural, the specifics of which cannot neatly be extrapolated (Ibid: 

22- 23).

Shakespeare and Watson (2001a) provide an interesting melting pot of the debates 

taking place in second wave disability studies. They front the expectation that disability 

is constituted and experienced in so far as it is the consequence of a complex dialectic 

between individual impairment and social disadvantage. Furthermore, they 

acknowledge that the experience of disability is not homogenous, but is, at the personal 

level, highly individualistic. None the less they acknowledge, there are consistent 

practices of socio-cultural, socio-political and structural disadvantages that shape all 

experiences of disablement. In presenting the experience of disablement along this 

continuum they expose the macro, meso, and micro conditions of disablement, finding 

a fit between the universal conditions of disablement and the individual and highly 

diverse material realities of impairment.

Applying a similar analytical approach, Thomas (2004a,), a feminist writer within 

disability studies, although acknowledging the significance of Shakespeare and 

Watsons (2001a) work, questions their analysis by arguing how useful discourses of 

impairment that are understood along a continuum will be in the social model if they 

are not socially related. Thomas (1999: 155) calls for the need to explicitly link the 

individual experience of impairment with the larger socio-structural and cultural 

processes operating within society. Thomas calls for the model to develop a social 

relational interpretation of disability, one that identifies and politicises impairments as 

they are experienced socially. As she suggests, reintroduction of impairment into the 

social model “makes it a new form of social oppression associated with the 

relationships, at both macro and micro social scales, between the impairment and the 

non-impairment” (2004a: 578).
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This explicit call to develop a social relational interpretation of the politics of 

impairment in effect potentially provides the logic for the politics of impairment.®’ As a 

material feminist, Thomas (1999, 2001, 2004a) rejects the post-modern analysis that 

position impairments as linguistic categories that do not bear any relationship to the 

‘real’ body. She also rejects, what she sees as Shakespeare and Watson (2001a), Bury 

(2001) and Williams’ (1999) efforts to address the materiality of impairment by 

suggesting that these writers relate impairments too closely to restrictions of activity 

(2004a: 578). Rather, in developing her concept of the social relational Thomas 

(2004a) argues that she has drawn on the work of Finkelstein (1980). In arguing that 

disability is imposed on top of people’s impairments by the manner in which they were 

unable to participate in ‘normal’ work practices for instance, she suggests Finkelstein, 

unlike Williams (1999) and Bury (2001)®*, does not ignore or silence the social 

contexts to impairment. Indeed, Thomas suggests that, in proposing that disability is 

caused as a result of the social relations between impairment and society, or those who 

are impaired and those who are non-impaired or normal, Finkelstein (1980) offers 

useful opportunities to recognise the implications of impairments in social oppression. 

She argues, in spite of the fact that Finkelstein clearly acknowledges the social 

relevance of impairment, the “runaway” success of the model by theorists such as 

Oliver (1990,1996) has given rise to the conceptual difficulties between impairment 

and disability that are now such a central thorn in the side of the social model (2004a; 

579).

Thomas (1999, 2004a) suggests, by recognising the socio-structural and cultural 

impressions of and on impairment, this approach provides for a politics of impairment 

more commensurate with the principles and discourses of the social model, than that 

proposed by Shakespeare and Watson (2001a), Bury (2001) or Williams (1999).

Unlike the continuum proposed by Shakespeare and Watson (2001a), she (2001) urges 

us to explicitly distinguish the personal experience of social relational aspects of 

impairment from the individual embodied reality of impairment effects. As she

97 Thomas also argues for the pressing need to develop a sophisticated understanding of 
impairment in a period of rapid developments in areas such as genetics (2001: 56-57). As this 
thesis also notes in chapter four, this urgency is further ratified as the socio-political interests in 
the social model move from the outside to the centre of the political agendas in western society, 
and specifically in Ireland following the launch of the National Disability Strategy.

Thomas (2004a) also accuses Shakespeare and Watson (2001) of ignoring the social context 
to impairment. However, as will be later discussed in this section, Shakespeare and Watson’s 
(2001) argument that disability and impairment work in a continuum of experiencing disability, 
I would suggest, refutes Thomas’s argument.
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suggests there are non-socially imposed, material and embodied restrictions of activity 

that cannot be accounted for under the social relational. In such instances she suggests 

it is best to capture these experiences by using the concept of ‘impairment effects’.

Thomas’s (1999, 2004a) argument clearly suggests that to assume that social 

integration and economic disadvantage can only be addressed through the participation 

of disabled people in full time employment or education, for instance, ignores the real, 

material, and lived implications of impairments in the form of the social relational and 

impairment effects. As she argues, the model’s failure to recognise this means that “the 

capacity to engage in political struggle is weakened if people feel that aspects of their 

experiences are alienated or denied by the terms and conditions of that struggle” (Ibid: 

57). To this end, Thomas reflects upon the concerns earlier raised by Shakespeare and 

Watson (2001a), and their calls to ensure that the principles and discourses of the social 

model continue to represent and reflect the lived reality of disablement.

However, despite the fact that Thomas (1999: 124) does not accept that impairments 

are a ‘self evident given, there is an essentialism in Thomas’s argument to impairment 

in the form of impairment effects that must not be ignored. Unlike in Shakespeare and 

Watson’s argument, she makes a clear distinction between social relational and 

impairment effects. Therefore, although she may criticise these writers for not making 

explicit the social relational issues of disablement from the reality of impairment effect, 

she too boldly fronds the split, and thus can herself be criticised. As noted to date in 

this section, to fail to acknowledge the relational implications of ones high care needs 

arising from impairment effects, and indeed the political context to these services, is to 

fail to expose the relationship that spans the macro, meso and micro, the public and the 

private, or the disability, impairment, impairment effects reality of the experience of 

impairment.

Despite the limitations of both arguments, however, the work of both Shakespeare and 

Watson (2001a) and Thomas (1999, 2001, 2002) (2004a) (2004b) specifically offers 

useful ways to address the unresolved issues arising from the data in the Sample Study. 

According to these writers, the implications of impairments can no longer be viewed as 

a-social or a-political. Shakespeare and Watson (2001a) propose that impairments and 

disability must be seen as different, but related points along a continuum of the 

disability experience. Impairments, and indeed the diversity of impairments, cannot 

always be either viewed or resolved as social issues. Neither can people with
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impairments be viewed as essential subjects, for as these authors argue, it is not 

possible to generalise on disabled people’s social and private experiences of 

impairments. Thomas (2004a), although she agrees with these issues, insists that unless 

we root the experience of impairment to the socio-structural aspects of disablement 

then the learning, and indeed the politics of these experiences will be lost. However, 

unlike Shakespeare and Watson (2001a), she urges us to more clearly distinguish 

between this form of social relational analysis of impairment and the reality of 

impairment effects that persist irrespective of socio-structural disablement.

Drawing on the core arguments of both Shakespeare and Watson (2001a) and Thomas 

(1999), therefore, provides for a more politicised analysis of the data generated in 

Extract S 9 -15 in the Sample Study. It enables us to distinguish the socio-relational 

aspects to the felt stigma of disability for instance, as well as legitimising the 

challenges that impairment effects pose to the independence and participation of 

disabled people. More importantly, it enables us to reflect on the diversity of individual 

personal social and personal private contexts to impairment and disability. However, 

before applying these to an analysis of data generated through two Case Studies it is 

necessary to first synthesise these arguments into a single frame. This will allow us to 

develop the analytical tool to determine the particular experiences and contests to the 

personal social and personal private experiences that should be included in the politics 

of social oppression as articulated through the social model.

6.3.4 Developing the Framework to Politicise Issues o f Impairment and 

Impairment Effects

Thomas’s (1999) and Shakespeare and Watson’s (2001a) positions clearly demonstrate 

the need and capacity to develop a politics of impairment, one that wUl work with as 

opposed to fragment the socio-political and structural interests of the existing 

discourses of the social model. They stress the importance of identifying the agency of 

bodies, impairments and the personal contexts to these. Moreover, they both criticise 

the current socio-political principles and discourses of the social model, suggesting in 

failing to acknowledge these experiences and realities of the body, the model fails to 

reflect the lived experiences of disabled people. Together the arguments of Shakespeare 

and Watson (2001a) and Thomas (1999, 2001, 2002, 2004a, 2004b) offer an interesting 

outline of the types of body/ impairment experiences, formerly un-politicised, that can
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now be read as sites and contexts of disablement. These include, for instance the social 

relational context to stigma and the need to depend on others to provide informal care.

However, although Shakespeare and Watson and Thomas both identify the issue of 

impairment as the ‘missing link’ in the social model, Thomas (1999) provides the 

social relational as a development of the social model, whilst Shakespeare and Watson 

(2001a: 22) would appear to argue for the development of a new ‘more sophisticated’ 

model for disability, for a “paradigm shift, towards a model which will account for 

disabled people’s experiences more effectively”. However, despite what would appear 

to be a call to develop a new model of disability, that proposed by Shakespeare and 

Watson is not totally at odds with that proposed by Thomas (1999). Echoing Thomas’s 

(1999) arguments, they too reject the dichotomised positions of impairment and 

disability. Both approaches claim there is a need to recognise the lived reality of 

impairment whilst ensuring that people, and more importantly, disabilities, are not 

reducible solely to these impairments. Both approaches further argue for the need to 

distinguish different levels of impairments and the experiences of impairment, thus 

avoiding generalisation of impairments or essentialising the disabled subject.

There are, however, subtle differences between the positions offered through both 

approaches. Shakespeare and Watson (2001a) contend that disability and impairment 

are part of a continuum experience of disablement, whereas Thomas (1999) suggests 

that there is an important distinction between impairment effects and the social 

relational aspects of impairment. She argues, although it is critical to tie the social 

experiences of impairment to the socio-structural/ socio-political contexts to disability, 

and indeed criticises Shakespeare and Watson (2001a) for not doing this, it is essential 

to recognise that there are natural restrictions or impairment effects that persist, 

independent of the politics of the social. Although Shakespeare and Watson (2001a: 

22-23) do acknowledge the reality of impairment, Thomas (2004a) argues they do not 

effectively link this with the socio-structural determinants to disability. Thus, she 

suggests they do not expose the social relational context to impairment and run the risk 

of naturalising, or rendering passive the implications of impairments.

However, as data in chapter five has demonstrated, although people may experience 

persistent impairment effects, such as high levels of care needs, these experiences can 

at times be political in terms of how these care needs are organised, the resources 

allocated for such services and indeed, the social restrictions that may arise as a result
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of these needs and lack of services. Therefore, although Thomas’s (1999) call to 

distinguish between the social relational and impairment effects is useful in that it 

enables the politics of personal social restrictions to become evident (social relational), 

it runs the risk of too abruptly separating the materiality of impairment effects from the 

potential politics of oppression. Therefore, although Thomas (2004a) may challenge 

Shakespeare and Watson (2001a) in failing to distinguish between impairment effects 

and the social relational with naturalising impairments, her own analysis of impairment 

effects is open to the same criticism. Indeed, as Glen in Extract S. 13 demonstrates, 

impairment effects and the social relational are not as easily separated, nor are they 

fixed. Thus, in this instance, Shakespeare and Watson’s (2001a) argument that 

disability and impairment, including impairment effects, must be seen in terms of a 

single, reflexive and unpredictable continuum would appear to more usefully resolve 

the unanswered tensions in the Sample Study.

Fashioning the legitimacy of impairments in the social model will demand providing a 

clear, rationale or logic to the politics of impairment that can enhance, rather than 

fragment the principles and discourses of the model. Drawing on both the work of 

Shakespeare and Watson (2001a) and Thomas (1999, 2001, 2002, 2004a, 2004b) this 

thesis suggests it is possible to identify a number of core themes to be included in the 

rational framework. The first feature of this politics of impairment must be to make 

explicit the fact that issues of impairment and disability are not in opposition. 

Exploiting Shakespeare and Watson’s (2001a) assertion that impairment and disability 

are experienced in a continuum, and Thomas’s (1999) argument that bodies have a 

social relational context, issues relating to the stigma of disability and the lack of 

autonomy afforded to disabled people become central to the principle and discourses of 

social oppression and contested citizenship. This demonstrates the fact that politicising 

the experience of impairment demands politicising the personal private and personal 

social contexts and nature of these experiences.

Secondly, and again drawing upon Thomas (1999, 2001, 2002, 2004a, 2004b) and 

Shakespeare and Watson (2001a) the development of discourses on the politics of 

impairment also shatters the public/private sphere distinction, that is the dualism that 

asserts disability as a public sphere issue and impairment as a personal trouble located 

in the private sphere. Therefore, this argument suggests that although experiences of 

oppression relating to impairment may be located in the private sphere, the socio

political contexts to these experiences must become explicit in the principles and
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discourses of the model. People’s difficulty in securing employment due to the personal 

restrictions one experiences as a result of pain and fatigue, therefore, are no longer 

viewed as personal troubles. Rather, the politicisation of impairment would argue that 

employment practices that do not encourage job sharing or part time work to facilitate 

people who experience impairment specific limitations becomes a public sphere 

concern. Likewise, failing to provide appropriate levels of investment in the health and 

personal social services sector meaning that people do not have access to adequate 

levels of Personal Assistants or home help, and the provision of housing options 

without appropriate care packages to people with disabilities, can now explicitly be 

viewed as public sphere concerns. As such this change in focus facilitates a relational 

understanding between the political interests of the public sphere and the lived personal 

and private locations and experiences of disabled people in the private sphere. As noted 

in section 6.3.3, to assert, therefore, that the personal or issues of impairment are an 

inadequate basis upon which to build a model is to deem the reality of these personal 

social and personal private barriers to participation irrelevant. It is to assume that 

people’s rights as citizens are unprotected and disabled people’s desires and efforts to 

participate as futile. Thus, as demonstrated through such examples, developing a 

politics of impairment demands dissolving the public/private, disability/impairment 

divide, and as Shakespeare and Watson (2001a) suggest, recognising the ongoing 

continuum or relational context that exists between these locations and experiences.

Finally, in developing the approaches offered by both Thomas (1999, 2001, 2002, 

2004a, 2004b) and Shakespeare and Watson (2001a), and drawing mainly from the 

findings emerging from the Sample Study as a guide, this thesis suggests the diversity 

of personal experiences of impairment must be harnessed to provide a logic to the 

politicisation of impairment. Although this thesis agrees with the above authors that 

attention must be paid in the politics of impairment to the diversity of impairment 

experiences, this thesis would strongly emphasise the need to develop a logic to these 

experiences. As noted in the Sample Study, experiences of impairment (in the form of 

stigma or the personal experience of dependency on others to provide for one’s care 

needs) do have a collective context that, once harnessed as discourses, can be argued as 

public sphere concerns, suggesting that these greatly affect people’s capacity to 

participate in society and exercise their rights and entitlements as citizens. Thus, the 

diversity of impairment experiences must be shaped to provide universal discourses of 

impairment, both in terms of the personal private and personal social contexts that can 

in turn become central to the public sphere articulation of disablement. This of course
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also demonstrates learning from the success of the current principles of the social 

model in that providing universal, collective experiences of personal social and 

personal private disablement are better situated to receiving public sphere responses.

Therefore, as section 6.3 suggests, the politics of impairment must form a central part 

of the principles and discourses of the social model, and be understood to enhance 

rather than fragment the drive to secure the social inclusion and rights of disabled 

people as citizens. Indeed, this politicisation of impairment means that it now becomes 

possible to distinguish disability, or indeed practices of disablement, within the 

personal private and personal social experiences of individuals, and, as a 

counterbalance, impairment becomes present in the public social discourses of social 

oppression. Within this new, developed understanding of oppression it is now possible 

to see the connection between impairment effects, social relational aspects of disability/ 

impairment and the social oppression of disabled people. The micro, meso and macro 

now come into full view. The personal private, the personal social and the public social 

now offer different, but complimentary understandings of disabled people’s 

experiences of oppression. It is as Watson (1998,15) argues.

The experience of impairment and disability are both public and intimate. It is 

only through people’s stories and biographies that the understanding that unites 

the public and the private into a coherent entity can come into being.

6.4 Does Politicising Impairments Provide the Ultimate Solution? The

Broader Question of Private Sphere Oppression

Clearly, section 6.3 demonstrates the importance of introducing a politics of 

impairment into the social model. By drawing on a variety of theoretical arguments 

currently in the academic and activist domain, this section has developed a theoretical 

framework that, it is suggested, will enhance the principles and politics that are at the 

centre of the social model, ensuring that they do indeed speak to the needs, experiences 

and aspirations of disabled people. This framework proposes the need to shatter the 

dichotomies sustaining the disability/ impairment split and the public/ private divide 

that are currently core principles of the social model. Drawing on the evidence 

emerging from the analysis of the data in the Sample Study in chapter five, and 

responding to Shakespeare and Watson’s (2001a) and Thomas’s (2004a) insistence that 

this politics must recognise the diversity of impairment experiences, the proposed
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framework also recommends providing a logic to the politics of impairment. This 

would acknowledge, despite the potentially infinite impairment experiences that exist, 

that it is possible to provide distinct, collective discourses that reflect the reality of the 

personal social and personal private experiences of impairment, and to have these 

positioned within the politics of the public sphere.

However, as useful as issues of impairment both in terms of the personal private and 

the social relational, personal social, appear to be, it is important to note that 

developing these into a politics of disablement will still not resolve all the issues that 

were identified in the Sample Study. Although issues of impairment did appear to be 

one of the predominant ‘unresolved’ issues arising from this data, participants did also 

speak of other practices and procedures in the private sphere that continued to impact 

negatively on their experiences as disabled people. Issues concerning family relations 

and dependency apart from issues relating to impairment, and issues of sexuality and 

infantilisation also emerged as persistent elements to the personal experiences of 

disablement. These experiences and practices may be linked in part to issues of 

impairment. However, to presume that the politicisation of impairment and the 

development of related discourses will complete the social model would be to lose 

sight of the myriad of micro and meso experiences and negotiations that also operate 

and shape the private sphere experiences of disability. Dewsbury et al (2004: 152) 

suggest the turning to the private sphere will provide for a comprehensive social model 

that is sensitive, not only to the socio-political and structural features of disability, or 

indeed the politics of impairment, but the general, mundane “everyday realities” of 

disability. As noted, unless further developed along these lines the model will become 

nothing more than an impoverished theoretical account of disability, “losing sight of 

the realities and activities associated with being disabled”. As such, failure to do so will 

mean disabled people,

are likely to recognise the social model as pertaining to part of their lives and

part of their lives only. The part in question is that occupied by political rhetoric

(Ibid: 152).

It is clear in Thomas’s (1999) analysis that she does recognise the existence of broader 

personal social and personal private experiences of disablement in the form of people’s 

personal difficulties in navigating education (Ibid: 21), employment (Ibid: 19- 20),
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family relations (1999: 52) and the experience of sexual abuse (Ibid: 58)^. However, 

despite this, Thomas privileges analysing these personal experiences and personally felt 

determinants to disability through the analysis of impairment. This thesis suggests that 

although it is essential to develop a politics of impairment and place this and its related 

discourses as a central concern in the social model, this should not be done at the 

expense of other personal social and personal private instances and practices of 

disablement. Therefore, this thesis argues that the framework proposed for the 

development of the politics of impairment should also be applied to the broader 

practices and experiences of disablement at the meso, personal social and micro, 

personal private experiences of disablement. What is proposed, therefore, is the 

politicisation of practices of disablement as they occur in the personal and private 

sphere, which include the wider personal social and personal private experiences.

Besselink (2001: 98) defines the private sphere “as the sphere of private autonomy for 

the individual and the relationship between individuals”'**. This thesis suggests that it 

is at this juncture, the spaces that exist between the personal/ social and the personal/ 

private, that the social model is most exposed. Section 6.3 has demonstrated the impact 

of this with respect to impairment; however, this thesis suggests that the absence of a 

politics of the private sphere generally along these lines is what must be prioritised. For 

instance, despite the positive action employment measures contained within the NDS, 

people’s long-term location within sheltered services or the historical denial of formal 

education to certain groups of disabled people means that they are not in a position to 

benefit from these measures. For many other disabled people, issues pertaining to 

employment and housing are in fact not pertinent to their daily experiences of 

disablement. Those, for instance, living in long-term institutional settings, or those 

people with impairments that continue to live in the family home, are in receipt of 

specialist services and attend day services are often so far removed from the 

mainstream that they fail to benefit significantly from public sphere social, cultural and 

policy developments. As a result, the issues of citizenship that underpin the socio

political social model and its public sphere derivatives, such as the NDS, generally do 

not impact on their personal private experiences of living as a disabled person. It is as 

Beckett and Wrighton (2000: 994) suggest.

^  These experiences are also implicit in Shakespeare and Watsons (2001) accounts.
For comparative reasons it is useful to note that Besselink (2001: 98) defines the public 

sphere as that “which concerns the state institutions and the relationship between citizens and 
those institutions”.
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The personal implications of lack of access to public relationships of power- 

political lobbying, public transport, work- reinforces existing categorisation.

The social implications of lack of visibility in the public world limits the 

perception of disabled people to a private sphere.

The issues surrounding the politics of the private sphere has been central to the work of 

many feminist writers, and many feminist writers in disabiUty studies. Indeed, feminist 

sociologists have led the way in addressing issues of the ‘personal as political’. As 

noted in chapter three of this thesis and at the opening to section 6.3 in this chapter, the 

work of feminist writers has been instrumental in arguing for the importance of taking 

account of the personal private experience, and to recognising the politics inherent in 

these individual accounts and experiences. Unlike in the socio-political sense of the 

social model, where individuals are expected to ascribe to a collective politics, feminist 

critiques have advocated researching the subjective realities of the person in their real, 

individual lived histories and biographies. Morris (1991,1993,1996) suggests that as 

both the disabled movement and academic sector is dominated by men, personal issues 

pertaining to sexuality, relationships, motherhood and indeed imagery, have remained 

outside the scope of the social model. Tregaskis (2002: 464-465) acknowledges that 

feminist disability accounts expose these aspects of the personal experience of disabled 

people, hitherto naturalised through social norms, ideology and practice. Thomas 

(2001: 55) argues that the feminist analysis of the personal experience of disability is 

essential in that it “allows the full experience of disablism to come into view”.

However, in exploring the compatibility between the feminist and disability movement, 

Sheldon (1999) warns against “a very narrow view of feminism and its potential view 

of disability theory”. She rejects the pervasive feminist trend in disability studies that, 

she suggests, have prioritised descriptions of subjective experiences over theoretical, 

political or material analysis. She acknowledges that, “whilst experience is ‘a necessary 

starting point’, it should not be viewed as an end in itself’ (Ibid: 648). Rather, echoing 

Thomas’s (2001b) position, Sheldon urges both disability studies and the movement to 

avoid foregrounding the individual experiences of disabled people over the collective, 

universal and structural experience. Sheldon argues, to best realise the potential of the 

feminist analysis disability studies is encouraged to engage with, for instance material 

feminist frameworks, in order to root the individual experience in the social context. 

Tregaskis (2002: 465), reflecting this thinking, suggests that
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Thomas’ recent and specifically materialist feminist accounts may persuade 

other materialists of the importance of linking disability analysis at micro and 

macro levels.

Although not developing his approach from within a feminist framework, Nicholas 

Watson (1998) has also grappled with the need to find a solution to the subjective/ 

objective, private/ public context to disablement. He grapples with the issues of linking 

these private experiences to the social and structural contexts to disablement. Although 

he acknowledges that the experience of chronic illness may affect a persons’ view of 

themselves (Ibid; 159), he also recognizes the importance of developing and rooting 

these in “a collective context” (Ibid: 160). He calls for the sharing of personal 

narratives to facilitate the growth of a political sense of citizenship. In identifying and 

politicising the personal and private sphere experiences in discourses on citizenship, 

therefore, he suggests,

This citizenship can help people challenge the prevailing orthodoxies 

surrounding disabled people, and by reflecting on their own experiences and 

incorporating those of others they can begin to define their own identity (ibid: 

162).

Clearly, there is growing interest in the field of subjectivity and the politicisation of 

subjective experiences within disability studies. However, Sheldon (1999) and Thomas 

(2004a) suggest, the power of these subjective experiences will be realised only in so 

far as they become present in the socio-political and socio-structural interests of the 

public sphere. Watson’s (1998) efforts to generate a collective consciousness out of the 

diversity of individual experiences through the sharing of personal narratives offers a 

useful way to progress and put shape to this politicisation of subjective, private sphere 

experiences of disabled people.

These arguments are not lost on the framework proposed for the politicisation of 

impairment at the end of section 6.3.4. What these writers do offer to this study, 

however, is a critical awareness that personal and private sphere oppression does not 

relate to impairment alone. Therefore, section 6.3 of this chapter has developed a 

typology of impairment that argues for the need to dissolve the impairment/disability, 

private/public dichotomies that underpin the ciurent principles and discourses of the 

social model. This typology also insists on the need to develop a logic to this politics.
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and reflecting on the success o f  the socio-political discourses o f  the social model to 

date, proposes the development o f  collective discourses to achieve this logic. However, 

although acknowledging the usefulness and necessity o f this typology as a means o f 

politicising issues o f impairment, this chapter concludes by proposing that the 

politicisation o f  impairment must be understood only as part o f a wider politicisation o f 

disablement in the personal context and the private sphere. This new form o f  politics is 

not intended to replace the existing principles and related socio-political discourses o f 

the social model, but rather to deepen the theoretical, social, political, collective and 

individual understanding o f  the nature o f disablement. Developing political discourses 

concerning the personal and the private sphere allows the full extent and reality o f 

disablement to come into view, exposing the relational nature and the interface between 

the public and private or macro, meso and micro to become evident (see Figure I).

Figure 1 Relational Nature of  the Public and the Private Spheres
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In order for the politicisation of the personal and private sphere to be successfully 

developed, however, it is essential that this relational context is understood and that this 

new politics of the private sphere is intrinsically linked with the principles of 

citizenship and oppression that has proven so successful for the current articulation of 

the social model. It is further acknowledged that the politics of the private sphere 

should give expression and depth, and a logic to the diversity of the disabled 

experiences and instances as they operate in the private, personal experiences and 

locations of disabled people. This thesis suggests that developing the social model 

along these lines will renew the model so that, in taking stock of its successes and 

socio-political achievements in the public sphere, it can begin to turn its attention to the 

issues of activation, ensuring all disabled people, including those most distant from the 

public sphere wiU benefit from the new environment.

6.5 Concluding Comments

This chapter, in attempting to find a solution to the issues and challenges that emerged 

through the analysis of data generated through the Sample Study, explored the critiques 

of the social model as offered by second wave disability studies. In so doing, this 

chapter has specifically focused on the epistemological breaks provided by those critics 

exploring issues such as the diversity and disability, the body and disability, and the 

question of impairment. Drawing on these theoretical developments this chapter has 

developed a typology for the politicisation of impairment. This typology advocates 

abandoning the public/ private sphere divide, the disability/ impairment split, and the 

harnessing of the diversity of personal and private experiences into a logic that can be 

relational addressed with the socio-political discourses of the social model. 

Furthermore, in section 6.4 of this chapter it is argued that the politicisation of 

impairment must be understood in the context of the broader politicisation of personal 

social and personal private contexts to disablement. Thus, personal social and personal 

private contexts to impairment are but part, albeit a significant part, of a more 

developed understanding of the practices and instances of disablement that continue to 

persist in the meso and micro levels of society. It is argued. As outlined in Figure 1, to 

understand disablement we must understand how it is present, and becomes present, in 

the interface between the macro, meso and micro and the public and the private sphere.
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The following chapter will test the typology proposed for the development of a politics 

of the private sphere experiences and practices of disablement. Through an analysis of 

data generated through two Case Studies, this chapter will begin to identify the 

discourses necessary to develop a politics of the private personal and private social 

contests to disablement, as they are experienced in the private sphere. For as Thomas 

(1999: 72) notes, in criticising the work of Mike Oliver,

By not applying his social model perspective to some areas of the ‘personal’, 

Oliver and others who adopt this position either miss out, or further deny, the 

social causes of oppression which operate in areas of life which involve self- 

identity, the intimate, the emotional, the so-called ‘private’.
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7 The Validation: Demonstrating the need to politicise

universal discourses of oppression in the private sphere

7.1 Introduction

In this chapter, data*”* generated from two Case Studies will be discussed to verify that, 

as outlined in the proposed typology at the end of chapter six, universal discourses of 

private sphere oppression do exist. This proposal is not unlike the socio-political, 

public sphere discourses of oppression currently articulated by the social model, but 

rather addresses private as opposed to public sphere instances of oppression. Through 

analysis of data it will be demonstrated that these discourses do have a logic and can be 

engaged with, harnessed and politicised in efforts to address the exclusion of disabled 

people*® .̂ As proposed in chapter six, developing this logic will require dismantling the 

dichotomies of public/private, disability/impairment that sustain the current socio

political analysis, arguing that in order for the principles and discourses of the social 

model to reflect, and face into, the reality of disablement, issues of oppression as they 

operate in the private sphere will need to be ‘brought back in’.

In validating the above argument, the following analysis outlines a number of broad 

themes of oppression in the private sphere that emerged across both Case Studies. 

Although not suggesting that these are the definitive list of issues of oppression in the 

private sphere, this chapter will argue that, firstly the identification of these issues 

demonstrates the reality of continued practices and experiences of oppression in the 

private sphere. Secondly, this chapter will begin to look at how these issues can be 

politicised and work as part of the broader public sphere debates currently taking place 

with respect to disability.

This data emerged from two Case Studies, comprising thirteen interviews in total, with 
disabled people. These semi-structured interviews yielded significant data. It is not possible, 
however, due to the word restriction in this thesis to provide an analysis of all data generated 
through these Case Studies. Rather, it has been decided to focus on developing discourses from 
themes that emerged through the data and that demonstrate how universal discourses of private 
sphere oppression can be developed. The remainder of this data could be used in future research.
*  ̂This is not to suggest that these are the only possible universal discourses of disablement at 
the private sphere that can be identified and politicised. Rather, these are the discourses that 
emerged through the data gathered for this relatively small study of disabled people.
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These Case Studies were carried out following the findings that emerged from the 

Sample Study. As demonstrated in chapter five, in the analysis of data generated 

through the Sample Study, participants offered complex and layered understandings of 

their experiences of disablement and social exclusion. As noted, participants eagerly 

adopted the socio-political discourses of the social model in an effort to leverage their 

civil and social inclusion. Despite these efforts, however, participants in the Sample 

Study also continued to reference personal, private experiences of disablement and/or 

impairment. In these instances participants did not necessarily challenge these 

experiences by engaging with socio-political discourses, but rather tended to revert to 

more traditional discursive frameworks such as the tragedy, stigma, shame or 

individual responsibility of disability.

Reflecting on this, chapter six has argued that the absence of a politicisation of issues 

of disablement as they occur within the private sphere leaves unchallenged significant 

questions in terms of the effectiveness of the social model to accurately account for the 

lived reality of disability as it is shaped and experienced in the private sphere. As 

noted, writers such as Thomas (1999) and Shakespeare and Watson (2001a) contend 

that the socio-political direction of the model has failed to resolve or adequately 

address the personal experiences and contexts to impairment. Shakespeare and Watson 

(2001a: 20), in arguing for a more “sophisticated approach to disability”, propose “an 

adequate social theory of disabiUty... would include all the dimensions of disabled 

people’s experiences: bodily psychological, cultural, social, political, rather than 

claiming that disability is either medical or social”. The model’s apparent denial of 

both the personal and social implications of impairment is according to Thomas (1999: 

60), a denial of the fact that “disability is about ‘barriers’ to ‘doing’ and barriers to 

‘being’”.

Despite identifying these limitations, however, as argued in chapter six, the specific 

issues of impairment as articulated by writers such as Thomas (1999) and Shakespeare 

and Watson (2001a) do not in themselves provide a holistic account of the personal 

social or personal private experiences of disablement. As noted, although Thomas 

(1999: 78) does usefully demonstrate through her data that “the micro is constitutive of 

the macro”, and that experiential narratives offer a way of understanding socio- 

structural issues of disablement, Thomas reduces this primarily to the analysis of living 

with a disability in terms of the social relational and in terms of impairment effects. 

Thus, the micro and meso, or personal experience is reduced predominantly to the
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question of impairment. As chapter six argues, although their analysis offers an 

important insight into the consequences of impairment effects and the personal social 

experiences of impairment, this fails to acknowledge explicitly that these experiences 

are only part of a broader analysis of the personal private and personal social 

experiences of disablement. As proposed at the end of chapter six, what is suggested by 

this thesis, therefore, is the development of a politicisation of the lived sense of 

disability. This would include the politicisation of the broader meso level experience of 

the personal social context to disablement as well as a micro, personal private sphere 

analysis of exclusion.

Furthermore, as noted in chapter six, a politicisation of the private experiences of 

disablement, which include impairment and impairment effects, is not necessarily about 

replacing the socio-political discourses of the social model. This thesis agrees with that 

argued by Shakespeare and Watson (2001a: 22) who note, by arguing against the social 

model academics and activists do not deny, “for much of the time the priority remains 

to analyse and campaign against social barriers”. Rather, this study argues for the need 

to develop a more sophisticated response to disability, one which commits to 

addressing disablement as it is operating both in the public and the private spheres, or 

as Turner (1987) suggests, that can be challenged via the individual, social and societal 

levels of analysis.

Therefore, although chapter six challenges the social model’s apparent silencing of the 

private, personal experience of disablement, in keeping with Shakespeare and Watson 

(2001a) and Thomas’ (1999) (2001) (2002) (2004a) (2004b) calls to address 

impairment, this thesis argues that the politicisation of issues of the private experiences 

of disability must build upon existing socio-political and theoretical developments in 

disability. Chapter six argues that this new sphere of interest should, in so doing, apply 

a similar universal strategy to the politicisation of practices of disablement that occur in 

the private sphere. The question, therefore, is not about attempting to account for all 

the private, personal experiences of oppression. Rather, the challenge must be to 

develop a logical framework that will acknowledge that although not all people 

personally experience disability in the private sphere, or in similar ways, where they 

are experienced, the diversity of these experiences can be meaningfully addressed by 

identifying universal discourses of oppression as they occur in the private sphere. As a
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result, experiences of infantilisation become part of the political discourse that can be 

legitimised and addressed via policy and social welfare activity in the public sphere.*®̂

Therefore, as noted at the opening of this chapter, this chapter will demonstrate, 

through analysis of data generated through thirteen interviews across two Case Studies, 

that practices of oppression and disablement continue to operate in the private sphere, 

and that the experiences of impairment and disability that are deemed private troubles 

do have a socio-political dimension. This demands shattering the private/public, 

impairment/disablement dichotomies that distinguish the principles and discourses of 

the social model from the individual model. This is, however, not to argue for a return 

to the individual model, but rather to suggest that in order for the model to reflect the 

true experiences of disablement issues of oppression related to impairment, or 

experiences in the private sphere, must be included in the public sphere debates and 

response to disablement. It is as French and Swain (2006: 396) have noted, “the social 

and context of the politics of hope is grounded in the experiences of people”. Through 

analysis of the data it will also become evident that these experiences of private sphere 

oppression do have a logic that can be harnessed and presented as collective discourses 

of private sphere disablement.

To validate this argument, this chapter will be broken into three specific parts. Section 

7.2 will briefly provide information on the two locations that were used to access 

participants for both Case Studies. Section 7.3 will demonstrate that personal social 

experiences of impairment (section 7.3.1) and social oppression (section 7.3.2)

The Personal Advocacy Service (PAS) recently committed to in the Citizens Information Act 
2007 is a good example of what is meant by this. The Department of Social and Family Affairs 
have outlined the functions of this service, which was originally committed to in the launch of 
the National Disability Strategy (NDS) (2004). However, although this service is charged with 
the responsibility to provide a Personal Advocacy Service to disabled people who are deemed at 
risk in order to support them to secure their entitlements to services, this service will not have 
the right of entry into nursing homes, day centres or other institutional settings where disabled 
people are often located. Rather, in order to be deemed eligible for this service the person ‘at 
risk’, or a representative will need to make a case to the Citizens Information Board. At the time 
when the Citizens Information Bill 2006 was being debated in the Houses of the Oireachtas, the 
Disability Federation of Ireland made continuous representation to Government to extend to this 
service a ‘right of entry’ to residential settings to ensure that those most at risk who, due to 
either lack of personal capacity or a representative, would receive support through this service in 
terms of activating those most distant from the public sphere. However, the legislation was 
passed without the securing the necessary legislative changes for this. The PAS did offer a 
genuine opportunity to begin to develop the statutory instruments necessary for addressing the 
private social, and implicitly the private personal experiences and locations of disabled people. 
However, in remaining only concerned with the securing of services ‘out there’ in the public 
sphere, it is anticipated that many disabled people will fail to present to service, and thus avail 
of the advocacy (see DFI, 2006q).
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continue to have implications on people’s levels of social participation. This section 

will verify that failing to reflect adequately on these personal experiences means those 

working within the parameters of the model run the risk of sustaining principles and 

developing socio-political discourses of social oppression that do not fully reflect the 

diversity of need inherent in the disability community.

Section 7.4 will then demonstrate the need to develop a politics of the personal private 

experience of disablement. Issues relating to the personal experience of impairment 

effects (section 7.4.1), practices of infantihsation that operate in family systems 

(section 7.4.2), the personal private negotiations of mental health arising from the 

experience of disablement (section 7.4.3), and issues of sexual abuse (section 7.4.4) 

will be highlighted to validate the need to develop a strong politics of oppression in the 

private sphere. In each of these sections data from across both Case Studies will be 

drawn upon to demonstrate that universal discourses of private sphere oppression do 

have a logic, and a politics of concern for the public sphere.

7.2 Case Study Validation- exploring the personal social and personal

private aspects to disability

Analysis of data drawn from the Case Studies suggests that, as was demonstrated in the 

Sample Study, participants identified consistently with discourses of social and 

economic disempowerment, arguing that these have real, disabling effects on their life 

experiences and individual chances. At times they also acknowledged and struggled 

with the personal consequences of practices of stigma and the effects of infantilisation, 

for instance. Across both Case Studies participants struggled to reconcile these 

experiences and their diminished levels of personal autonomy within their lived 

experience and rights afforded to them as citizens.

The aim of this chapter is not to return to a discussion on the nature, tone and context 

of the socio-political discourses of oppression offered by participants. Rather, as noted, 

through the use of Case Studieŝ **̂  this chapter aims to validate the fact that universal

104 As noted in chapter two, the use of case studies for research purposes enables us to examine 
‘how’, or ‘why’ phenomenon exist in contemporary society. Applying case study methodology 
to the study of how private sphere experiences of disability can be identified and used to 
empower disabled people enables us to go to the heart of the contemporary debates currently 
taking shape around the social model. By exploring how disabled people themselves interpret 
and negotiate the personal experience of disablement through case studies it is argued it
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discourses of disablement in the private personal sphere context exist, can be identified, 

accounted for and politicised. Although all participants in these Case Studies, as in the 

Sample Study, without exception engaged with socio- political discourses of 

oppression, issues of the personal social experiences and the personal private 

negotiations of disablement continued to impact, in varying ways, upon the life 

experiences and opportunities of these participants.

As noted in chapter two, in an effort to validate this argument this chapter will, by 

drawing on data generated from two Case Studies, identify and discuss some key 

universal discourses of the private sphere experiences of disabled people. The first 

Case Study is based on data extracts extrapolated from four interviews with people 

who, through their membership of the organisation, the Disabled Peoples Agenda of 

Ireland (DPAI), identify themselves as members of the Irish disability movement. The 

second Case Study draws on data generated from interviews with nine disabled people 

who were employed in sheltered workshops.*”̂  These workshops were administered 

through a voluntary disability organisation, the Beach Wood Clinic (BWC)*'’®. It was 

anticipated that these two Case Studies, due to their distinctive locations, could provide 

for interesting universal and potentially collective discourses of personal social and 

personal private sphere oppression.

The data will be analysed under two headings previously discussed in chapter six, 

namely the personal social and personal private contexts to the private sphere contests 

of disablement. Firstly, this chapter will demonstrate that personal social contexts to 

disability continue to play a key role in determining how people experience and 

negotiate disablement at the intersection between the personal and public spheres. This

becomes possible to “operate ironically along the shifting boundary between the micro- and the 
macro-social level of action, explanation and understanding” (Davis, 2006: 22) in roman 
numerals). The research spaces within which case study methodology operate, therefore, 
enables this study to identify the reappearing, yet unappreciated universal discourses of 
oppression that shape the personal private experiences of disability and impact on the persons 
personal social experiences of oppression.

For ease of reference during the following analysis, data extrapolated from interviews with 
participants drawn from the Beach Wood Clinic will be identified through the use of the 
abbreviation BWC. Conversely, data drawn from participants from the Disabled Peoples 
Agenda of Ireland will be identified through the use of the abbreviation DPAI.
' The names of both of these organizations have been changed to conceal the locations through 
which participants were accessed. These names were used partially to protect the anonymity of 
the participants, and partially to ensure that the proceeding discussion would not be drawn into a 
critique of the governance structures or the nature and value of the services that these 
organizations provided. Although these are interesting issues, they are beyond the scope of this 
research.
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section will demonstrate that the social relational aspects to impairment present as an 

ongoing challenge to the participation of disabled people, acting as a real, lived barrier 

to their inclusion in mainstream society. Furthermore, and in addition to the social 

relational context to impairment, this chapter will argue that for many disabled people 

social inclusion, although desired, continues to elude them. People’s low levels of 

educational attainment or their lack of independent living skills can mean for many, 

despite the State’s commitment to achieving social inclusion via the National Disability 

Strategy, in reality significant personal obstacles remain. Both these examples, that of 

the social relational impact of impairment and the individual social and economic 

deficits of disabled people, will offer interesting examples of how the oppression of 

disabled people becomes most acute at the interface, or the point of contact between the 

private and public spheres.

Secondly, this chapter will demonstrate that the private personal experiences of 

disablement and impairment effects, those that are intimately experienced in a person’s 

daily life, significantly shape the individual’s experiences of disablement and 

expectations for social participation. Again by drawing on data from across both Case 

Studies this section will argue, despite the diversity and potential infinite numbers of 

these experiences, universal personal private exjjeriences of disablement can indeed be 

identified and politicised. Issues relating to the family matrix, practices of 

infantilisation, and the threat of mental health resulting from one’s sense of 

powerlessness, emerged consistently across these Case Studies. Although the contexts 

to and nature of these experiences varied greatly from participant to participant, the 

consistency or the core theme indicates the possibility of translating these issues into 

universal, collective discourses of disablement of the private personal level, and place 

these as political issues in the public sphere. As this analysis will demonstrate, until the 

social model acknowledges the subordinate, disempowered place of some disabled 

people in their daily lives it will fail to make the connection between the public sphere 

discourses of social inclusion and the relative distance of some disabled people from 

these aspirations.

Indeed, many of the participants in these Case Studies themselves acknowledged the 

need for a more holistic understanding of the disability question, one that includes 

articulating disablement both as a personal and socio-political issue. In his own terms, 

Derek who was a young member of the DPAI that had acquired Multiple Sclerosis
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(MS) during his college years captured this holistic understanding of disablement. As 

he explained.

Extract 7.1 DPAI

253 I: So if you had to try and explain what it is that you think the term

254 disability means, what...

255

256 R: That would be difficult em it is, the term ‘disability’ does refer to

257 physical in Latin names. But its more than that kinda... Its, it’s a mental

258 attitude and its both a disability of the person and a disability of society

259 to accept the person for what they or who they are. I think that’s

260 probably the best way to explain it.

Dereks’ definition of disability offers a useful, succinct insight into the nature and 

context to disablement. As he notes initially, disability is in part related to impairment, 

pointing out that in Latin the word translates to mean physical. However, Derek 

complicates this when he suggests that in defining disability one must consider its 

implications both for the individual and for society. Disability is related to the 

willingness of society to accept people for what they are and the capacity of individuals 

to assert and internalise a positive sense of self. Clearly, therefore, developing this 

definition suggests that the disability question spans both the public and private spheres 

and is as intimately bound to the personal and the person in social interaction as it is to 

the structures and practices in the public sphere.

Derek’s definition of disability usefully ratifies the social relational reality of the 

disability experience, linking the personal to the socio-political contexts to disablement. 

However, in identifying the person or individual as in themselves a political actor 

Derek draws us to consider the micro politics that rationalises and naturalises an 

understanding, position and lived experience of disablement and oppression. The 

following analysis in this chapter will ground this argument by demonstrating that we 

can consider, and thus politicise both universal personal social (section 7.3) and 

personal private (section 7.4) discoiu-ses and contexts to the private sphere experiences 

of disability, and that these discourses, although generated from personal experiences 

do have an important role to play in terms of shaping the collective political interests in 

the public sphere.
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7.3 Validating Universal Discourses of tlie Personal Social Contexts to

Disablement

The following analysis in this section will attempt to ground the argument for the 

development of a politics of the personal social experiences in the private sphere. As 

noted above, this section will demonstrate that individual social relational contexts to 

disability are both identifiable and can be politicised by applying rational universal 

discourses to these experiences. This section will draw on two distinct discursive 

examples of the personal social experiences of disablement that are identified across 

both Case Studies. This analysis will in section 7.3.1 firstly demonstrate that the social 

relational contexts to impairment do present as a distinct discourse across both Case 

Studies, and as a result it is possible to develop political discourses on the personal 

negotiations of the stigma of impairment, as well as the internalised oppression that can 

result from such social relational practices. The analysis give further weight behind the 

findings emerging from the analysis of date in chapter five. Section 7.3.2 will also 

validate that it is possible to identify the personal social context to disablement by 

providing more sensitive discourses of social disadvantage that are based on individual 

experiences and negotiations at the personal level. Together these examples will 

demonstrate that to politicise the socio-political contexts to disability alone loses sight 

of, as Davis (2006: 22) has argued, the “shifting boundary between the micro- and the 

macro-social level of action, explanation and understanding”. These examples will 

argue that although the socio-political discourses do provide us with a macro analysis 

of social oppression, without linking these in a relational way to the real, lived and 

varied personal experiences of oppression, these macro discourses will never resolve, 

reflect or adequately respond to the continued felt oppressions of the disabled 

community. It will fail to make explicit, and thus make political, the fact that disabled 

people vary in their readiness to participate and thus benefit from opportunities in the 

public sphere.
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7.3.1 Validating the Personal Social- The Social Relational Aspect o f Impairment

As noted, to begin to validate the typology''’̂  proposed in chapter six this section will 

firstly explore the social relational aspects to the personal social experiences of 

impairment as offered by the participants. These accounts demonstrate the relational 

contexts to impairment, that which occurs at the interface between the public sphere 

contexts and the private sphere experiences. Oliver (1996b) argues that such 

experiences of stigma or stigmatising practices are critical in so far as they are 

translated into discourses of collective oppression. Thomas (1999: 40), on the other 

hand, suggests that personal social experiences of stigma and impairment are important 

not only in terms of their aggregate, but in terms of explicitly demonstrating how 

disablement and stigma operates “consciously or unconsciously, directly or indirectly, 

and may be acted out in social interactions between individuals or may be 

institutionalised and embedded in organisational structures and statutes”.

However, for Thomas what is of central importance here is that, as argued by UPIAS 

(1978), disability is distinguished from the understanding of restriction of activity; 

disability arises at the social relational interfaces between individual presentation of 

impairment and the social, political and cultural aspects of a society. In this approach 

impairments no longer exist as a pre-social biological, reality, but rather have “historical 

and special specificity” (Thomas, 1999: 40). As Watson (1998:160) argues, this enables 

us to analyse societal attitudes to impairment, and indeed how these get translated and 

reflected in terms of a recognition and internalisation of the cultural bias against 

impairments.

This concept of the social relational, therefore, acknowledges the agency of the 

individual’s personal social experiences of impairment. It is a subtle, but none the less 

critical departure from Oliver and others’ contention that universal practices of stigma

To briefly recap, chapter six has proposed developing a politics of the private, and providing 
discourses for this, should use a typology as a reference point. The typology suggests that 
firstly, the dichotomy between impaicpient and disability needs to be dissolved. Secondly, 
disability must now explicitly be understood to span and be experienced in both the public and 
private spheres (i.e. disability is no longer only a consequence of and resulting from structures 
and practices of oppression ‘out there’ in the public sphere). Finally, it is argued that the politics 
of the private, although it must reflect the diversity that is inherent in disabled experiences, must 
provide a logic to the experience of disablement in the personal social and personal private 
contests to disablement. It has been suggested in chapter six, in order to strengthen, as opposed 
to fragment the existing socio-political discoiffses of the social model, this logic should make 
explicit instances and practices of oppression as they exist and are experienced in the private 
sphere that can be redressed through the structures and instruments in the public sphere.
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compound the experience of social oppression. It draws issues of individual 

experiences and location of impairment to the centre of the politics of disability, thus 

challenging the model’s denial of the agency inherent in bodies, impairments, and 

individuals themselves. Thus, Thomas (1999) draws our attention to the value of 

understanding the personal experience, not just in terms of its collective context, but 

also as a way of illuminating the varied and diverse manifestations and experiences of 

stigma.

Both Thomas (1999) and Watson’s (1998) approaches resonate in part with Goffman’s 

(1968) argument that the moral inferiority associated with discredited individuals 

relates the application of stigma with the moral value system of a society, a system 

which “may be fully entrenched nowhere” but yet “can cast some kind of shadow on 

the encounters encountered everywhere in daily living” (Ibid: 153). As argued in 

chapter three, evidence of a stigma results in the segregation of those individuals from 

the rest of society. The branding of impairment as a stigma, as it is essentially a way of 

knowing oneself in others and others in oneself, therefore occurs as a result of 

“situational considerations” and through the processes of social interaction (Oliver, 

1996b: 22). However, and what is often missed in the socio-political discourses of the 

social model, stigma is not only about addressing the prejudices inherent in the social 

psyche, or ‘out there’ in the public sphere. As Goffman himself has argued the 

stigmatised individual is always sensitive to the fact that he/she is expected to position 

oneself against other ‘normal’ people in society (1968: 139-140). The social relational 

implications, therefore, are in part concerned with the personal social determinants of 

spoiled identity, and in part concerned with the internalised struggle to develop and 

believe in a positive identity.

As Goffman’s analysis offers, therefore, the dilemma for disabled people does not 

necessarily centre on the impairment per se, but rather the social and individual 

management of spoiled identity. In response the social model argues that this analysis 

places responsibility solely upon the stigmatised individual, and in so doing fails to 

question the social, cultural and structural conditions that maintain and reproduce 

stigmatising practices. Although there is merit in the social model’s argument, in 

failing to politicise the personal social, or social relational context to these stigmatising 

experiences the model is itself open to criticism. For as the data generated through the 

interviews with the participants across both Case Studies demonstrates, despite radical 

socio-political change and despite participants’ investment in discourses of the model,
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both individual instances of stigma and internalised stigma continue to persist. This 

suggests that it is at this point, the social relational or the interface between the personal 

and the social relational contexts to impairment that the battle between dependency and 

participation has yet to be won.

Many of the interviewees across both Case Studies identified the experience of stigma, 

the stigma of impairment, as core to their personal social negotiations of disablement. 

Drawing on what Goffman has termed the branding of stigma, or what Thomas has 

called the social relational context to impairment; these participants drew attention to 

ongoing personal experiences of managing their spoiled identity. As Julie, a wheelchair 

user in her late twenties explains.

Extract 7.2 BWC

281 R; I find that... I find that if I go out for a meal... there’re always saying to

282 anybody that I’m with ‘does she like this food?’ or ‘does she like carrots?’

283 and I just say to them ‘yes I do’ and when 1 answer them back, they get the

284 shock of their life, when I answer them back.

285

286 I: And does it ever annoy you?

287

288 R;Yes it does and it ...especially my dad like, he’d nearly uses a four

289 letter word... and so if it went on for a long time I would as well.

290

291 I: Um, like why do you think that they react that way?

292

293 R: I dunno. It might be that they don’t understand about people in

294 wheelchairs or people needing special different things done for them. I

295 think that they, you know, are kinda frightened or put of by the disability. I

296 dunno really but I think that’s what it is. But what can you do about it?

As illustrated through the above data segment, the social relational context to 

impairment plays a crucial role in determining peoples’ individual experiences of 

disablement. Not unlike that noted in the Sample Study, Julie suggests, the devalued 

social perceptions of disability place boundaries on the nature and levels of social 

participation afforded to individual disabled people. People’s failure to engage with

I

216



her personally means that simple daily social interactions become contested grounds 

wherein she is forced to manage the reality of spoiled identity. Indeed, Julie provides a 

clear insight into the social relational consequences of impairment, when in attempting 

to account for such social interactions she suggests that people’s reactions may be the 

result of ignorance, as they “don’t understand” or fail to recognise that people may 

need “special different things done for them”. As she notes, people may be “frightened” 

by the presentation of impairment, which leaves her to ask in frustration, what can be 

actually done individually to address these personally experienced socio-cultural biases 

(lines 295- 296).

Neil, a young man with cerebral palsy who attended the sheltered workshops, also drew 

attention to the meso politics that operates at this juncture between a person’s 

impairment and society’s response to impairment. However, for Neil the struggle is not 

simply about managing spoiled identity but about ensuring one’s individual rights and 

entitlements as an autonomous adult. As he recalls.

Extract 7.3 BWC

725 R: CIE*'® are always saying to me ‘you shouldn’t travel alone’. They’re not

726 prepared to take responsibility. I have done it but I would always... when I

727 go up to get my ticket and the man says to me or the girl, they will turn

728 around to Fidel'°^ and say ‘Is he being collected?’ or I’ve often noticed in a

729 restaurant, this one in particular annoys me, in a restaurant, you know

730 when you read the menu. My family are reading the menu and I

731 order... but they might ask someone in my family ‘what does he want?’

732 and I say ‘excuse me. I’m well able to speak for myself’. I always have to

733 do that. The first couple of times I did that in a restaurant my sisters got

734 embarrassed and annoyed. But now they’re not.

As previously outlined by Julie, Neil also identifies the social relational implications of 

impairment and stigma as a crucial determinant to his personal experience of 

disablement. Reiterating Julia’s account, Neil acknowledges the frustration that he

*** CIE is the acronym for the Irish public rail and bus service. 
Neil refers here to his Personal Assistant (PA)
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experiences when faced with the ‘does he take sugar?’^ '’ attitudes of others. However, 

in lines 725-728 Neil draws attention to the fact that the social relational aspect to 

impairment also demands that people justify themselves and their capacity to make 

informed autonomous decisions. The fact that people question his personal capacity to 

take the train alone demonstrates that the application of the social relational effects 

does not necessarily relate only to attitudes, but that these can result in real, lived 

restrictions for disabled people.

However, of interest in this data segment is the fact that the social relational 

consequences of impairment are not the only practice of disablement experienced by 

disabled people. Although Neil continues to mediate and manage the implications of 

his spoiled identity, he is simultaneously subject to limitations in his private personal 

life. As Neil notes, of equal importance to the management of the consequences to 

impairment is the management of his adult status within the family matrix. Although 

this issue will be dealt with in greater detail in section 7.4 when we explore the 

universal discourses in the private personal sphere, it is important to note the challenge 

Neil faces from his sisters when he attempts to refute the prejudice of others. As 

captured in lines 733-734, for Neil the issue of disablement is both a consequence of 

the social relational implications of impairment and the struggle to be accepted as an 

autonomous adult within the personal private context of the family unit (for further 

discussion see section 7.4.2).

The implications of the social relational aspects of impairment also emerged as an 

important aspect of disablement in the interviews with participants from the DPAI. 

Some of the participants noted, even in the most fleeting social encounters with non

disabled people, they are often forced to navigate practices of social stigma that leave 

lasting impressions on their individual sense of self worth, exacerbating their feelings 

of social alienation. Such practices of social stigma deeply affect and shape the life 

experiences and expectations of disabled people. Clearly, as the following data 

demonstrates, the social relational context to impairment involves both the 

management of social and internalised personal spoiled identity. As Sue, a young 

woman in her mid twenties who is a wheelchair user, recalls:

Although Neil did not make reference to this, it is interesting to note that Does He Take 
Sugar was the name of a BBC radio programme on disability that ran from the 1970s until 2003. 
This radio programme targeted disabled people and their families.
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Extract 7.4 DPAI

413 R: I don’t think that I am ever really abused by people really but a couple

414 of annoying things where 1 have the electrified (wheelchair). Like its not a

415 wheelchair, it’s a ****“ '̂  a computer bike. And, this is annoying, but I

416 have to wear a helmet, this stupid little helmet. And people kind of shout

417 ‘have you got a license for that?’. And its very annoying like, its very

418 annoying... Like its grand in my head for the first time and the second

419 time but like, and I’m driving the bike since I was fifteen and you hear it

420 everyday like. Feel like saying, ‘You’re not funny. I’ve heard it a million

421 times before. Get over yourself, you know. But you get tired of hearing it

422 like. It makes you think, maybe there is, I am weird. It’s always a struggle.

Despite Sue’s efforts to participate in her community, due to the communicative 

implications of the presentation of impairment, she is repeatedly faced with stark 

reminders of the stigma surrounding disability in contemporary society. When using 

her bike she has had continuous experiences of people taunting her. The evidence of 

impairment would appear to act as the stimulus for such reactions. Despite the fact that 

the bike enables her to move more freely around her social environment, it in itself 

becomes the spectacle of her apparent difference. The social reactions of others make 

absurd the aids she uses to negate the reality of impairment effects. Although such 

attempts do frustrate Sue, they more importantly cause her to question her ‘normality’ 

and her positive sense of self. Clearly, therefore, it is suggested these restrictions of 

activity are related, not specifically to the impairment, but as Thomas (2004a) suggests, 

to the relationship between the impaired and the non-impaired.

However, as line 422 indicates, even disabled people themselves are not immune to the 

effects and impressions of the social hierarchy that becomes engrained in the psyche of 

a society, culture, and individuals. These effects of internalised stigma are further 

demonstrated in a latter part of the interview with Sue when she notes:

Extract 7.5 DPAI

1046 R: I’ve, I, this is wrong but in my head I feel like I know this is wrong but

The participant named the type o f ‘bike’ she uses but it was difficult to capture this when 
transcribing this interview.
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1047 in my head there’s, I personally think, 1 know it’s wrong but em, if I see a

1048 group of people in chairs or with a disability I think it looks like a group of

1049 1, a, I don’t really wanna say it, like a group of people who have been

1050 taken out for the day or, do you understand what 1 mean?

1051

1052 I: Emm, I dunno, do you mean like as if they have no friends?

1053

1054 R: Exactly, it looks like they have been taken out for the day. That’s what I

1055 personally think.

Despite the fact that Sue, in Extract 7.4, appears conscious of the social and cultural 

restrictions faced by many disabled people, she acknowledges she does herself partially 

buy into these negative perceptions and assumptions about ‘disability’ and disabled 

people. She admits to, in the impulsive recognition of the gaze, seeing and 

unconsciously ascribing a negative interpretation of clustered groups of disabled 

people. The social relational aspect to impairment again becomes explicit in the section 

of data. Although Sue may be subconsciously reproducing her own experience in such 

interpretations, this is not discussed within the interview. Rather, Sue draws on 

stereotypical social images of passive disabled people, or wheelchair users, being 

entertained through weekly group excursions. Although she logically acknowledges 

that ‘this is wrong’ (line 1046) she nonetheless is unable to fully reject this social 

perception of disability and disabled people as dependent and in need of ‘been taken 

out for the day’ (lines 1049-1050). Therefore, although the personal social contexts to 

the private experiences of impairment and disablement may in part be about the 

management of spoiled identity, it is also, as demonstrated in Extracts 7.4 and 7.5 about 

people’s ongoing personal negotiations and reinforcement of a personal, positive 

disability identity.

Clearly therefore, although the participants are themselves often the focus of social 

stigma and practices of exclusion and isolation (personal social) they too are 

individually susceptible to the influence of such cultural norms and stereotypes. The 

pervasive and cultural sway of the discourse of ability/disability illustrates the 

challenge society and disabled people face in the project of real social inclusion. In the 

face of such challenges disabled people are at times forced to assume the role of 

disability champions, individually educating society in their interactions with others to 

think and respond to disability in a more inclusive manner at the meso level.
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Simultaneously, however, it would appear that disabled people themselves must 

continue to manage the internal, felt stigma to ensure that they both demand and 

believe in their right to live autonomously as equal citizens in their communities. 

Through such experiences of stigma and exclusion participants from both Case Studies 

demonstrate sharing a common understanding of the experience of the personal social, 

or the social relational contexts to impairment. They also identify the real lived barriers 

to social participation and the structures and practices of disablement/ impairment that 

continue to shape the meso level experiences of oppression.

7.3.2 Validating the Personal Social- The Personal Social Experiences o f Social 

Disadvantage

However, in addition to the social relational contexts to impairment, data from across 

both Case Studies also highlighted the significant personal restrictions people 

experience as a result of lack of social, cultural and economic capital. Although 

impairments may be in part implicated in these situations, people’s individual 

experiences and accounts of social disadvantage relate closely to social structural issues 

such as education and employment deficits, or indeed the structure and operations of 

the welfare system. This argument of course strongly resonates with Thomas’s (1999: 

125) definition of the social relational context to impairment, when she contends that 

“(d)isability is a form of social oppression involving the social implications of 

restrictions of activity on people with impairments and the social engendered 

understanding of their psycho-emotional well-being”.

However, despite reflecting closely Thomas’s definition, and although section 7.3.1 has 

demonstrated the effects of the social relational with respect to impairment, this thesis 

suggests that the social relational implications are not always primarily impairment- 

centered. By this, what is argued is, that although the existence of impairment may act 

as the stimulus for the experience of social disadvantage, the social relational context in 

terms of educational disadvantage, for instance, demands independent investigation and 

specific distinct political discourses. As Shakespeare and Watson (2001a: 22) have 

argued, the lived experience of disablement is the outcome of a “complex dialogue” 

between a variety of states- biological, cultural, psychological, and socio-political 

factors to oppression.
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Indeed, during the interviews, the participants provided teUing insights into the 

personal experiences of disablement that were exacerbated by their distance from 

opportunities in the public sphere. As they suggest, the experience of social oppression 

is compounded by the lack of fit between their experiences and the inflexibility 

inherent in social structures, mechanisms and procedures. These accounts 

demonstrated, despite the commitments by Government to the policy of mainstreaming 

and to realising the rights of disabled people as reflected in the National Disability 

Strategy, people often found that their needs continued to be met predominantly 

through the specialist services. Their distance from the public sphere, which was often 

due to a complex mixture of impairment effects, lack of necessary capital (i.e. in the 

form of education), and lack of social opportunity, for many were obstacles too great to 

overcome.

This complexity was captured in the interview with James, a man in his early fifties 

who had only ever worked in the sheltered occupational services provided by the Beach 

Wood Clinic. In considering his employment options, James demonstrates how lacking 

social capital in the form of education or formal training, his personal restrictions 

arising from his impairment, and the psychological implications of living with 

impairment and experiencing disablement are all features of what Thomas has termed 

the ‘complex dialogue’ of disability.

Extract 7.6 BWC .

256 R: With a disability you’re stuck with it so you’ve got to relate to

257 it ... you’re not going to ... you’re not going to be anything else but that. But

258 you want to try... which can be very difficult, you want to ... change your

259 mentality, which can be very difficult. Because you know, physically

260 you’re not going to be any different, you’re not going to all of a sudden get

261 an inter-cert, job experience, and... so one is as bad as the other.

262

263 I: And what way do you want to change your mentality then?

264

265 R: Oh... em ... I suffer very bad anxiety and... it’s constantly there... and

266 it’s ... it’s just hard to explain because you’re all the time fighting your

267 disability ... in yourself... ’cause you know you can’t change the situation.

268 It’s not what the other people are doing, you’re doing it to yourself, do you
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269 now what I’m talking about? You’re always... battling yeah... because it’s

270 very easy to get depressed when you think of where you are and your

271 options.

In this extract, James, who is a quadriplegic, draws our attention to the complex social 

relational contexts to disability: the personal experiences of lack of capital, ongoing 

psychosocial negotiations and struggles, people’s distance from public sphere activities 

and thus, the limited responsibilities and opportunities that result with respect to social 

participation. James offers us an insight into his sense of frustration and anxiety arising 

from knowing that he has little opportunity for social mobility. In drawing attention to 

the lived implications of his physical restrictions (lines 259-260), his educational 

disadvantage (lines 260- 261), and his lack of work experience (line 261), it would 

appear that James believes he lacks the necessary capital to transition to mainstream 

employment. His lack of social capital in effect serves to give a sense of permanency 

to his situation, in so far as it has made him believe it is impossible for him to alter his 

situation or explore other employment opportunities. In this extract he acknowledges 

that he is resigned to the fact that he is “not going to be anything else but that. But you 

want to try ...which can be very difficult” (lines 257-258). His perceived distance from 

the mainstream, and the opportunities this would provide, and his belief in the 

permanency of his social location has led him to experience high levels of anxiety and 

a sense of frustration that manifests in his internal struggles and dilemmas.

Therefore, although it is important to understand disability in terms of the “unequal 

social relationship between those who are impaired and those who are non-impaired, or 

‘normal’ (Thomas, 1999: 40), as the above extract demonstrates, the social relational is 

not only implicated in the practices and consequences of the stigma associated with 

impairment. James’ experience of disability and disablement is related not only to how 

others perceive and interact with him, but also in terms of his capacity to participate in 

the public sphere. Therefore, by applying a personal social analysis to issues of 

disablement, it becomes possible to critique the Irish employment policy of activation 

for disabled people for instance (DSFA, 1996a), juxtaposing the policy intention 

against the varied needs that become explicit in recognising the real lived experience of 

individuals. It demonstrates that disabled people, as with other marginalised groups, 

may require a mixture of positive action measures and the development of tailored 

universal services to meet the additional needs and related instances of social 

disadvantage experienced by that particular group (see Developmental Welfare State,
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2005). Securing mainstream employment for James would include exploring issues to 

do with second chance, or life long learning, training, significant personal assistant 

resources, realistic outcome related performance indicators, and possibly years of on- 

the-job coaching to redress his lifetime educational disadvantage (see DFI, 2006).

Paddy, also a service user in the BWC, identifies with this personal experience, and the 

consequences of educational disadvantage.

Extract 7.7 BWC

288 R: I was working down in the assembly department and I was sort of

289 sticking letters into envelopes and doing tags and ...

290

291 I: But you much prefer this job?:

292

293 R: Yeah... because it gives me responsibility and it shows me that people

294 can trust me and I’m not stuck behind a table.

295

296 I: Mm. Did you ever think of getting a job outside the

297

298 R: I would if my education, if I had a higher education... I normally do

299 typing rather than writing ‘cause me hands are aching me, but em, education-

300 wise, if I had a bit more education wise... plus the fact you’re not always

301 guaranteed where they send you that the building is going to be suitable

302 o r... they they’ll have facilities for a wheelchair... could they give m e... a

303 bit of extra time you know, to go to the loo or do a job or whatever... these

304 are all things that... issues that you have to take on board...

Although Paddy continues to be paid the same subsidy as those people who are 

employed in the workshop he acts as an internal courier within the BWC. Paddy 

expresses deep satisfaction with his current position, which he explains bestows on him 

a level of responsibiUty, and a sense of pride in the trust others place in him (lines 293- 

294). Despite this, and reflecting James’ desire, Paddy too acknowledges that he would 

ideally like to work in mainstream employment. However, as in the case of James, he

The X was inserted as the Participant named the organisation that provided the Shehered 
Occupational Service.
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suggests this is not a viable option for him due to his low level of educational 

attainment and the physical restrictions he experiences as a result of his impairment 

(lines 298- 300). Both James and Paddy draw attention to the real, personal 

implications of lack of social, and thus transferable capital, which plays a role in 

individually compounding their experiences of disability and their lack of personal 

opportunities. Paddy also identifies both the issue of access for wheelchair users (lines 

300-303) and the considerations that disabled people require in terms of the additional 

time to complete a task or to attend to their personal care needs (lines 302-304) as 

potential barriers to employment. Accordingly, he demonstrates the social relational 

implications of both impairment and social disadvantage and how, in a reflexive 

manner these serve to restrict and limit people’s social and economic participation. 

Therefore, although Paddy, like James, would be eager to enter mainstream 

employment, he is conscious that the challenges he faces in terms of physical access, 

educational disadvantage and the restrictive nature of contemporary work practices are 

too great for him personally to overcome. It is this complex mix of physical, social and 

cultural barriers that results in the personal social, lived sense of disablement. Thus, it 

is as Shakespeare and Watson (2001a: 23) suggest.

Interventions at physical, psychological, environmental and social-political 

levels is the key to progressive change, yet one cannot be the substitute for the 

other.

However, Shilling (1991) proposes that the body, including the disabled body, must be 

recognised as a reducible human resource that assumes a value in varied spheres of the 

social world: economic, social, political and cultural. Access to one form of capital can 

potentially be used or translated into other forms. As extracts 7.6 and 7.7 have 

demonstrated, disabled people’s lack of formal education means they lack the 

necessary attributes that can be translated into either social (employment) or cultural 

(valued employees) capital. Other participants, however, did acknowledge the benefit 

offered to them as a result of this form of transferable capital that served to in part 

balance the economic implications and poverty experienced by disabled people. Cathy, 

a young woman who had recently been diagnosed with Multiple Sclerosis, identified 

this when she noted that in spite of the fact that she is now only able to work a reduced 

workload as an occupational therapist, this still puts her in a better position than she 

would be on the Disability Allowance (DA). As she suggests,
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Extract 7.8 DPAI

922 I: It must be hard though like to be able to support yourself in Dublin like

923 on 20 hours pay

924

925 R: A week, yah. But it would be less on Disability Allowance

926

927 I: That’s true.

928

929 R: Like DA is only, what’s that now?

930

931 I: ...about €135 a week?

932

933 R: Well, yah, that’s it really. I, I think d’you know what I mean, for me

934 that I earn is what I work for.

935

936 I: And you can live on that?

937

938 R; Oh yah, I guess. Well it’s a good wage cause you know it is linked to

939 my qualifications and all that stuff so I guess that is one thing. But em yah,

940 the fear is that if I relapse I will lose my job. That’s one of the main

941 reasons why I am thinking of going back to college, to get some other

942 skills just in case

Crucially, Cathy, unlike James and Paddy, has through her third level qualification that 

she received before the onset of her MS, a form of capital that she can use to leverage a 

degree of choice and security in terms of mainstream employment. The benefits 

afforded through formal education ensure that Cathy, although she may be restricted in 

terms of employment mobility and income level as a result of her 

acquired disability, has a form of educational capital that can alleviate the real and 

consistent threat of poverty experienced by many disabled people. Indeed, although 

Cathy may remain acutely aware that should she come out of remission she may be 

forced to readdress her employment choices, this form of capital is transferable, giving 

her options to retrain and re-skill in a profession that would be less demanding on her 

physically. Clearly, therefore, although Cathy, James and Peter all identified issues of 

employment as essential personal determinants to disablement, the different personal
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social and cultural locations of these participants means that they in effect experience 

this issue in decidedly different ways.

Clearly, as evidenced in both Case Studies, for many disabled people the path to, and 

the probability of accessing or maintaining mainstream employment, is not a simple 

one. For some participants it is a mixture of what they see as the lack of social capital 

and the restrictions of impairment (Extracts 7.6 and 7.7), whilst for others, like Cathy, 

the issue is not one of entry to, but rather retention in mainstream employment. An 

analysis of the social relational context to disability allows us to get beneath the 

blandness that is often a feature of the universal discourses of social oppression, to an 

understanding of the diversity and distinctions that play a crucial role in determining 

the individual, private experience of disablement. This does not mean arguing for the 

end to macro socio-political discourses. Rather, it proposes acknowledging the politics 

inherent in, and that constitute the personal experiences of disablement, as well as 

developing more comprehensive understandings and responses to the traditional macro 

issues of socio-political oppression as offered currently through the social model.

Participants from across both Case Studies also drew attention to people’s difficulty in 

negotiations of the myriad of social welfare structures, the eligibility criteria associated 

with these schemes and their ongoing attempts to adjust and align themselves against 

these structures as a consistent feature of personal social disablement. As Sue, a young 

wheelchair user in her late twenties explains:

Extract 7.9 DPAI

667 I: Would you ever think about getting a job outside of the

668

669 R: No. I’m happy where I am. Besides, if I did get a job outside I still

670 wouldn’t be able to earn more money, it would still be the same.

671

672 I: Why is that?

673

674 R: Because I’m in benefit, you know social welfare...

675

The X  was inserted as the Participant named the organisation that provided the Sheltered 
Occupational Service
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676 I: DA is it?

677

678 R: DA, personal allowance yeah. And I would lose my medical card and

679 things

680

681 I: And you’d never think of coming off it if you got a job?

682

683 R: Couldn’t, I couldn’t.

684

685 I: Even if you got a job that paid more?

686

687 R: (sighs) I couldn’t ever see it happening. The job here is only ok but I

688 couldn’t see myself getting anything any better. Anyway 1 don’t think I

689 could leave cause I have good friends here.

Although Sue does admit that she is not fully satisfied with her job in the workshop 

(lines 687-688) she believes she is unable to change this. This is partially due to the 

fact that she has developed strong social ties or bonds with other people in the 

workshop (lines 287-288). She also stresses, however, as she is in receipt of welfare 

benefits she is limited in terms of the additional income she can eam” “. It is primarily 

this restriction that, it would appear, confines her to segregated employment for, as she 

outlines, regardless of her employment, she would not be able to earn more than what 

she is currently receiving and still maintain her benefits (lines 669-670). Known as the 

‘benefits trap’ (see DPI, 2006), this serves to, in effect trap Sue into a system that is 

both inflexible and unable to respond dynamically to the capabilities but continuing 

needs of the individual and the individual lived experience of disability and 

impairment.

recent Budgets measures have been taken to address the ‘benefits trap’ related to the 
Disability Allowance. In the two Budgets that followed the time of these interviews significant 
measures have been taken to increase the income disregard. People are now entitled to earn the 
equivalent of the DA before this affects their allowance. Once people hit this amount in income 
there is a euro for euro withdrawal applied. People however maintain their secondary benefits 
until their income equals that of the DA. This measure, however, was not in operation at the 
time of the interviews but it does demonstrate the powerful role that policy measures can play in 
addressing the disadvantage experienced by disabled people. It is important to remember, 
however, as noted in chapter four, the numbers of people going on DA have been rising steadily 
in the last 10 years, almost trebling since 1996.
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Sheila, a woman in her late 50s who now lives alone following her separation from her 

husband, spoke, as did many other participants from the BWC, of the inadequate 

income generated from these payments. Sheila was very agitated when she explained 

this, drawing the interviewee’s attention to this issue at the opening of the interview:

Extract 7.10 BWC

12 R; I work for the (X) Association” .̂ I’m a carer there, I look

13 after the young people there. I started there a year ago... and ... I bring

14 them everywhere and eh, we’re very close, we love to talk, you’re treated

15 with dignity... couldn’t ask for a better employer but I have the Department

16 of Social Welfare on my back because ... everything is means tested...

17

18 I; This is the DA is it?

19

20 R; Yeah... the disability allowance. But we got an increase there which

21 was very nice but they also told me that the fact that I earn 120 euro a

22 week...

23

24 I; On top of the DA?

25

26 R; Y eah... but what he seemed to be pointing o u t... ahh... was that the

27 money I earn every month, now it varies...it varies between three and four

28 hundred a m onth... plus I get 26 euro a w eek...

29

30 I; From the workshop here?

31

32 R; Yeah. Four days a w eek... and the Department of Social Welfare

33 seemed to be including that on top of the amount...

34

35 I; Right so they’re saying that you’re now earning over the lim it...

36

37 R: Yeah that and what I get in the X Association... and between me ringing up

Although the participant identified the service provider she was working for it was felt, in 
order to protect the person’s confidentiality, that the name of this service should not be 
identiiied.
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38 the social welfare and contacting my employer with the XA, they wanted

39 a statement from here about my earning plus a statement from the XA.

40 Now at the moment they’re drafting it in the XA about my earning but

41 there’s no fixed... but the one in the clinic is fixed. But I remember my

42 boss in the XA seemed to come to the conclusion that they are including

43 the ... sheltered employment money because many many years ago it was

44 said that money that people get from sheltered employment wasn’t

45 recognised as earnings in the strict sense of the word with PSRI and all the

46 rest but that it was just kind of pocket money but for some reason I was not

47 told that what I’m earning in the clinic would be added onto that. They’re

48 jeopardizing my employment in the clinic. If it is true... I rang the

49 ombudsman this morning and he was nice enough but... you know em, I

50 didn’t get any real satisfaction. He said it was just the law and there was

51 nothing he could do about it, it’s part of the law, people include the

52 pension, it’s not means tested. My argument was what’s the difference

53 between people with disability who never worked in their life and people

54 who have disability who did work. Says he I agree with you but he said

55 ‘I’m sorry, that’s the law’. But my argument is ...why wasn’t I told in

56 black and white that the money I get from the time in the clinic is going to

57 be added to my other claim ‘cause I use, need all that money you know, just

58 to live you know.“ ®

Sheila draws attention to the complicated manner in which people receive and qualify 

for social welfare payments and related benefits. She appears to take great pride and 

satisfaction in her work (lines 12-13), pointing to the fact that her employers treat her 

with such dignity (lines 14-15). However, as she is in receipt of a social welfare 

payment and also receives €26 a week (pocket money) for her participation in the work 

shop, which had recently been recognised as taxable income, it appeared at the time of 

the interview she exceeded the income ceiling imposed on welfare recipients. Although 

Sheila insists that she was unaware of the new tax implications for ‘pocket money’ this 

account is indicative of the wider issues surrounding the benefits trap. Disabled people, 

like Sheila and Sue, may at times be capable of entering the work force, but the level 

and types of employment they participate in often does not pay enough to constitute a

As noted, the Department of Social and Family Affairs introduced an income disregard for 
people in receipt of the DA. In practice disabled people are now entitled to earn twice the 
amount they receive on DA before this affects their secondary benefits. An income disregard of 
one euro for euro is levied on the DA after people exceed the income threshold however.
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sufficient wage. They may, as in Sheila’s experience, continue to need the support 

offered through such structures as workshops, but this in itself locks them into a 

category that due to its eligibility criteria denies them access to mainstream 

opportunities, employment and services.

Indeed, participants across both Case Studies drew attention to the individual personal 

implications of the rigidity of the public system as a whole. For instance, issues relating 

to the lived restrictions experienced as a result of badly planned housing, lack of 

appropriate accommodation and poorly resourced personal social services were 

repeatedly prioritised in people’s personal accounts of disablement. Neil draws 

attention to some of these concerns, focusing on the need for the state to provide 

appropriate levels of housing and services to enable people to live independently and 

with a level of dignity.

Extract 7.11 BWC

191 I; So the services are not really good out there like. They will take you into

192 a X "’ but if your family can support you for any length of time,

193 X and those services don’t want to know because they say

194 your family is doing very well. But my argument is your family is only

195 going to be able to keep this up for a couple of years. I’m a lot younger

196 than my sisters. I’ll probably live out my sisters, by the laws of average I

197 should and like, there’s no services there to take it up.

219 I went back to the X Association” ® and I was lucky in the

220 amount of hours that I needed, I literally pleaded with them to give me

221 some... I had to get down on my bended knees practically and plead so ... I

222 mean they thought that I was alright here during the day because I was

223 occupied here during the day but I was talking about weekends, bank

224 holidays, I was talking about if my carer got sick you know?

Neil points out one’s ‘eligibility’ to receive care is not underpinned by universal right 

or even individual level of need, but rather the capacity of a person to source informal 

care through other means, such as the family (line 191-194). Neil outlines the tenuous

The name of a voluntary housing provider was named.
The name of another voluntary organisation who provides Personal Assistants was named.
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nature of this relationship, illustrating how state dependency on unpaid care to provide 

services has the potential to, in the medium to long term, be crisis-driven. As Neil 

comments, “I’ll probably live out my sisters, by the laws of average I should and like, 

there’s no services there to take it up” (lines 196-197). He reiterates the problem with 

existing services by highlighting their inability to support his health and personal social 

needs that continue to be ever present at weekends, bank holidays and the tines when 

his carer is sick (lines 223-224).

Some of the participants from the DPAI did acknowledge the Government’s 2000 

policy commitment to mainstreaming supports and services to disabled people, as 

discussed in chapter four. Despite this acknowledgement, however, many of the 

participants remained sceptical of the true benefits that would be realised under such 

developments.” ® As Sue demonstrates, mainstreaming is not about providing people 

with a house, but rather a home that is appropriately positioned in the community to 

support people’s ability to live independently and participate in society:

Extract 7.12 DPAI

922 R: I’ve friends living in Blackrock apartments. They’re self catering and

923 adapted. But em, you know you just close the door and you’re on your

924 own even though you live next door to people. Like, you close your door

925 and you’re on your own. My friend never sees anyone. Like the idea of

926 living by yourself would be good but the reality is a different thing. I am

927 not sure if it would really make you, you know, that much more

928 independent. You’re miles from a bus stop, shops, pub’s you know. Sure

929 that’s useless.

Many of the participants acknowledge that there have been important instances of 

social change and policy developments that now go some way towards supporting and 

enabling disabled people to secure greater independence. As Sue points out, her friend 

is now living in his own home that has been fully adapted to his needs. Despite this,

A recent joint publication by both the Disability Federation of Ireland and the Citizens 
Information Board (2007) into the housing and accommodation needs of disabled people flags 
significant gaps and barriers in the systems that restrict people for accessing and securing 
appropriate accommodation. In addition DFI’s 2006 publication. Mainstreaming For Me, which 
explores the relative impact that mainstream of services has had on the lives of disabled people 
five years on, also indicates the systems weakness in including the needs of the disabled 
community in the planning and delivery of services to the population generally.



however, Sue is not convinced that this necessarily results in successful social 

integration. She comments that her experience would indicate that public system 

provision does not neatly match personal need, suggesting as this section argues, that it 

is at the meso level, it is at the space or interface between the real lives and needs of 

people and social structures that the issues of inclusion and participation have yet to be 

realised. Drawing on her friend’s personal experience of securing appropriate 

accommodation she notes that informal practices of segregation still persist, indicating 

that although people may be now housed in the community as opposed to group homes, 

they can still remain quite isolated from others and their community.

As these accounts demonstrate, although it is essential that the social model continues 

to politicise universal socio-structural practices that compound the experience of 

disablement, these political strategies and discourses must be grounded in the social 

relational experiences, or lived experiences of these practices and structures of 

oppression. The value of politicising such instances and experiences of disability is that 

it can offer useful insights into the manner by which disablement is experienced and the 

targeted responses required to address these varied experiences and contexts. It enables 

us to understand that, although the employment needs of disabled people is now 

recognised as a policy concern and a core feature of disablement, not ‘one size fits all’ 

in terms of developing the statutory instruments and innovative practices to respond to 

this issue. Legislating for increased numbers of people in employment in the public 

sector (DETE, 2006) will not necessarily address the employment crisis experienced by 

disabled people. The same is true of housing and other issues of course. Through the 

critical commentary offered by participants, it becomes clear that for many the issues of 

employment rest around inflexible work practices, and more notably, people’s private 

sphere location that keeps them very distant from public sphere opportunities. People’s 

lack of social capital means that they are not in a position to benefit from 

developments. These accounts provide for a more nuanced understanding of the 

disability question, demonstrating the inflexibility inherent in socio-structural practices 

making them, in effect, unresponsive to the often complex needs and disenfranchised 

position of disabled people. The ultimate value of politicising the personal social 

context to disablement, therefore, as Watson (1998) argues, is that it provides us with a 

way of exposing ‘the webs of interlocution’ that fashion and impact upon the individual 

lived experience of disablement. As noted, this in turn exposes the very complexities of 

the lived experiences of disablement, the robust policies (including universal tailored
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policies and positive action measures) that must be developed to address these lived 

realities and indeed to achieve the goal of true social inclusion.

7.3.3 Summarising the Validation o f the Personal Social Accounts of Disablement

Section 7.3 sets out to validate the fact that, firstly, personal social experiences of 

disablement can be identified through the accounts of disability as offered through 

interviews with participants across two Case Studies. Secondly, this section aims to 

demonstrate that it is possible to harness the myriad of these personal social 

experiences into coherent discourses of the meso level politics of disablement. Through 

analysis of the above, selected data drawn from thirteen interviews across both Case 

Studies, it is suggested that the personal social experiences of disablement can be 

clearly identified as falling into two broad discourses. As the data dictated, the personal 

social experiences or the social relational aspects to impairments continue to persist and 

shape the diversity of life experiences of disabled people. These experiences can be 

identified through both people’s encounters with others and through their ongoing, 

internal negotiations with the effects of felt stigma. Secondly, it was demonstrated that 

disabled people, due to their educational disadvantage and lack of employment options 

for instance, experience the social relational aspect to disability in terms of diminished 

levels of social and related capital. Furthermore, as noted, the inflexibility of public 

structures and mechanisms and the inability of public services ‘to think’ disability, and 

the diversity inherent in the condition of social oppression, means that these services do 

not necessarily offer a useful avenue through which to achieve greater levels of social 

participation. As section 7.3 validates, the lived experience of disablement must 

become central to the politics of disability. Without greater relational analysis between 

the personal, private lived experience of disability and the social and structural 

practices of disablement the socio-political analysis, as Dewsbury et al (2004: 152) 

argues, will lose sight of the reality and variety of restrictions associated with the lived 

experience of disabled people.

As argued in chapter three, the successful articulation of disability as a public sphere 

concern must be welcomed. Chapter four, through the analysis of the changing Irish 

political landscape with respect to disability has demonstrated that the principles and 

discourses of social oppression have now found realistic expression in the development 

of the National Disability Strategy (NDS) and the new social partnership agreement, 

Towards 2016. However, despite these successes as this section demonstrates, these
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developments must be recognised only as the initial point along a continuum of 

required developments. Without recognising the diversity of need that is encapsulated 

under the universal discourses on citizenship, or the practices of tailored universalism 

or positive action measures that will need to underpin policies and practices that 

respond to issues of disablement, the opportunities to realize social participation and 

inclusion that are now beginning to become apparent will continue to remain 

unattainable for many disabled people. Therefore, applying a social relational, or meso 

level analysis to the question of disablement has never been so pressing. This is in part 

to ensure that the model remains real and focused on the lived position of disabled 

people. It is because in this period of genuine opportunity for disabled people, in terms 

of the NDS and the social partnership agreement. Towards 2016, as Barton (2001: 3) 

has argued,

there is now an urgency about the need for further attention being given to the 

development of a political analysis which is inspired by a desire for 

transformative change and that constitutes hope at the centre of the struggle for 

inclusivity.

7.4 Validating Universal Discourses of the Personal Private Contexts to 

Disablement

If the social model is, as Barton (2001) suggests, to respond to the growing urgency to 

develop a political analysis that will inspire transformative change, this thesis argues 

the model cannot simply commit to advancing universal socio-political discourses of 

oppression alone. Section 6.3 has validated both the ability and the need to politicise 

personal social contexts to disablement. However, as the data from the Sample Study 

has demonstrated, the personal experiences of disablement far exceed that which occurs 

within the interlocution between the impaired and the non-impaired, or the individual 

and society and social structures. Indeed, in developing and ensuring the relevance of 

the model, due consideration must be paid to the individual personal and private 

locations of disabled people, and how these locations and experiences serve to either 

support or marginalize the inclusion and empowerment of individuals with disabilities.

This thesis recognises that developing a personal private politics of disablement will 

pose more of a challenge to those working in the area of disability. Calls to address 

issues of impairment have been, over the last decade, gathering momentum within the
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discipline of disability studies. Oliver (2004a) and others have acknowledged the need 

to develop a politics of impairment, even though they may not see this as necessarily 

the interest of the social model. However, calls to politicise disablism as it operates in 

the intimacy of the private sphere, in areas such as sexuality, abuse, the family and in 

terms of the levels of self-determination afforded to disabled people are more difficult 

to link with the politics of the public sphere. Such issues have traditionally been 

understood as personal private issues, outside of the governance of the public sphere.

As Kaminski (1991) notes, as far back as the Roman times there has been a legal 

distinction drawn between concerns of the state and concerns of the person, or the 

private sphere. However, this section will demonstrate that calling for a politics of the 

private does not mean the invasion of the public sphere into the daily lives of disabled 

people per se. Rather, this thesis calls for the politicisation of those practices of 

disablement that continue to shape the life experiences and expectations of disabled 

people, but due to their very location in the private sphere remain largely unaffected by 

the growing effects of the principals of citizenship and related discourses of the social 

model.

The following analysis in this section will attempt to ground the argument offered in 

chapter six for the development of a politics of the personal private experiences of 

disablement as part of a broader analysis of the private sphere. This section will 

demonstrate that personal private experiences of disablement both exist and have a 

logic that can be universally harnessed and politicised as part of the wider discourses of 

oppression. Drawing on the data generated from across both Case Studies, this section 

will pay particular attention to a number of distinct discourses that emerged across the 

studies. As identified in chapter six, issues of impairment effects and the reality of the 

lived embodied limitations of impairment must form part of this proposed politics of 

the private sphere context to disablement.

Section 7.4.1 will develop the existing analyses offered by both Thomas (1999) and 

Shakespeare and Watson (2001a) when validating the fact that issues of the private 

experiences of impairment effects can indeed be returned to without necessarily 

reducing the impairment to the essentialist reasoning of bio-medicine. Dictated by the 

data emerging through the Case Studies, section 7.4.2 will explore the diminished 

levels of self determination afforded to disabled people and the role that the family unit 

plays in perpetuating the infantiUsed positions of disabled people. Section 7.4.3 will 

discuss the personal, individual implications of disabled oppression and how many of
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the participants drew attention to the mental health issues associated with the personal, 

private management of disablement. Finally, section 7.4.4 will expose the need to 

address the vulnerable location of disabled people as they are positioned in the private 

sphere. Drawing on data from the interview with Sheila, a participant in the BWC 

workshops, this analysis will suggest that practices of infantilisation deny people access 

and exposure to the necessary knowledge that is required to participate as equals in 

their communities, to make informed decisions, and to remain safe.

However, for many people working politically and theoretically, and using the social 

model, issues relating to the personal private experiences of disablement appear outside 

their scope of interest. As noted, Oliver (2004b) suggests that the social model has a 

significant role to play in developing the collective consciousness of disabled people. 

He suggests that the model was initially “a way of getting us all to think about the 

things we had in common, the barriers we all faced... the social model became a way 

in which to link up all of those kinds of experiences and enabled the movement to 

develop a collective consciousness which enabled it to expand at a rapid rate” (Ibid:

11). However, as noted in chapters three and six, generating this collective thinking on 

disability was not concerned necessarily with issues of impairment or, indeed, mundane 

private daily practices of exclusion, of the daily reality of living with disability. Oliver 

(1996a: 33) suggests that the social model understands disability as “all the things that 

impose restrictions on disabled people”, legitimising discourses of oppression relating 

to the public sphere, addressing issues that range from institutional discrimination to 

social prejudice, inaccessible public buildings, transport systems, specialist or 

inadequate education, barriers to employment, and so on. Finkelstein (2004: 16) notes 

that the social model as articulated by Oliver provided us with “an invaluable tool that 

has strengthened our insight into the struggle for emancipation”. However, as he 

suggests, and in supporting the public sphere discourses as articulated by Oliver and 

others, disability must be viewed as a dynamic social relationship wherein impairments 

or the private experiences in themselves do not equate to disability. Rather, “disability 

should always be interpreted dynamically within a particular social context” (Ibid: 19).

Although this thesis would not refute these arguments per se, it would hold issue with 

the very particular social contexts, namely the public sphere contexts, through which 

disability is currently articulated and politicised. As data in the Sample Study has 

demonstrated, practices of oppression persist and are experienced by disabled people in 

other contexts. To fail to politicise these practices of oppression as they occur in the
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personal private sphere is a failure to acknowledge the many disabling dynamics that 

compound the individual personal experience of felt oppression. It ignores those 

realities of disability that perpetuate people’s distance from participation in the public 

sphere. It also ignores the potential for harnessing these individual experiences into a 

collective politics of personal private oppression, one that can only strengthen the 

capacity of the model to ‘speak for its subjects’. As Watson (1998: 162) notes, “it is 

through the sharing of stories that communities grow and a collective sense of 

citizenship evolves”, a sense of citizenship that should seep into and expose the lived 

experiences of disablement for disabled people.

This section, therefore, will not set out to overthrow the current position of the social 

model. Rather, as has been proposed in chapter six, and in this chapter to this point, the 

proposed politicisation of the personal private experiences of oppression must be 

understood as an effort to make ‘real’ the model’s attempts at realizing the social 

inclusion of disabled people. As noted, this section will validate this approach by 

demonstrating that personal private contexts to disablement can be identified, and these 

can be addressed as collective or universal discourses of personal private contexts to 

disablement across the data generated with participants in both Case Studies.

7.4.1 Validating the Personal Private- The personal context to impairment

As chapter six and section 7.3.1 has argued, the reality of impairment effects must not 

be ignored in efforts to address the barriers to participation as experienced by disabled 

people. As asserted at the end of chapter six, the successful realisation of the social 

inclusion of disabled people will not negate the fact that impairments do have real, 

lived consequences for people. It has been argued that issues pertaining to the private 

personal experiences of pain, fatigue, limited mobility or sensory activity will continue 

to impact on the individual and social experiences of people in spite of advances in the 

socio-political areas of concern. Indeed, Morris (1991: 10) has argued that there is a 

tendency within the social model “to deny the experience of our own bodies, insisting 

that our physical differences and restrictions are entirely socially created”. As noted, 

this has prompted Oliver (1996a: 42) to assert that this is because these issues demand 

independent analysis, thus proposing the development of a separate social model of 

impairment (see also Oliver 2004a, 2004b).
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However, as this section will demonstrate, and as argued by Thomas (1999) and 

Shakespeare and Watson (2001), continuing to separate impairment and disability does 

not provide a satisfactory response to the question of disablement. But, equally the 

recognition of impairment effects must not be seen as a return to the biomedical, 

individual-centred understanding of personal restrictions. Rather, calls to provide 

appropriate political acknowledgement of the consequences of impairment effects is 

about the recognition that not ‘one size fits all’, and as proposed at the end of chapter 

six and section 7.3, inclusion will require developing robust responses that can be 

adapted to provide a range of supports and measures that can, in turn, be applied to the 

personal private experiences and locations of disabled people. As Thomas (1999: 43) 

has argued in developing her approach to the social relational aspects to impairment,

impairment and impairment effects should not be naturalised, or dealt with as pre

social, ‘biological’ phenomena. They are profoundly bio-social, that is, shaped by 

the interaction of biological and social factors, and are bound up with the process 

of socio-cultural naming.

Within the data generated from across the Case Studies, issues pertaining to the 

personal private experiences of impairment and impairment effects did emerge. 

Particularly, as Cathy points out, the issue of participation is not simply one of securing 

one’s political rights of passage to ‘mainstream’ social activities. Rather, as she 

suggests the challenge to social participation can also be an issue of managing the lived 

personal, private implications of impairment effects. For, as Cathy points out, choosing 

to position oneself in the so-called ‘mainstream’ is not only about developing a positive 

disability identity and/or asserting your rights as a citizen. As Cathy suggests, 

impairment effects can, when challenged by social factors such as the demands of full 

time employment, result in real, individual restrictions and personal compromises. As 

she notes,

Extract 7.13 DPAI

362 R: Em I think that major thing that affects my life is em my energy level- it

363 way less like do you know. I work twenty hours a week and all my energy

364 goes into holding down a twenty hour a week job. And its basically I

365 suppose 1 can, I can’t. I I I  don’t feel like I can have an awful lot else in my

366 life because I’m, I’m prioritising like and the priority for me at the moment
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367 is, I want to stay employed and in my own profession. You know that kind

368 of stuff.

As Cathy suggests, her decision to return to work following her remission from MS has 

meant that, due to her low energy levels, she in effect has prioritised ‘holding down a 

twenty hour a week job’ over other areas of her life. Thus, Cathy is forced to bargain 

one part of her life in order to successfully manage another part. Social participation in 

the face of impairment effects, therefore, for Cathy comes at a cost, the cost being an 

acceptable work life balance. As reflected in this account, therefore, impairment effects 

are as Thomas (ibid: 43) suggests, “profoundly bio-social”, ultimately the consequence 

of relationships between the biological and the social.

Other participants from across the Case Studies also highlighted the ways in which the 

personal embodied experience of pain and fatigue has shaped their life experience. In 

discussing the anxieties he felt with respect to the management of spoiled identity and, 

in the initial onset of MS, his resistance to using disability services, Derek, a young 

man in his late twenties, also points to the restrictions arising from impairment effects.

Extract 7.14 DPAI

187 R: I think when you get the diagnosis at the start you think, you don’t want to

188 use services, as we said you don’t want the stigma. You feel like if you get it

189 the stigma’s going to be

190

191 I: like you don’t want to draw attention

192

193 R: Yeah, its only later on when you realise Jesus, there’s no difference. That

194 you like, Jesus why didn’t I do this earlier.

195

196 I: But you were saying earlier that you lived in Cork. Did you use the services

197 then?

198

199 R: Yeah, I did live in Cork for a, while but that didn’t work out well. I spent so

200 much time looking after myself and the energy that took. Energy is an

201 important thing in my life. And in Cork my time and energy was going on

202 work and not on me, and in the end it was just too hard. So I had to come back
*
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203 home. A trade-off really.

As with Cathy, Derek also points to implications of managing the effects of impairment 

(lines 199- 203). Both Cathy and Derek identified lifestyle strategies that they have 

adopted in order to manage their experience of fatigue. As noted in Extract 7.13, Cathy 

has prioritised her participation in work over her social Ufe. For Derek, the choice was 

between independent living and returning to the family home. Although both 

participants deemed these choices as unavoidable; nonetheless, they also acknowledged 

that these choices were also sacrifices, in so far as they were unable to either continue 

to live independently or enjoy the same levels of socialising as previously enjoyed. 

These are interesting points, notable due to the fact that both these participants had 

acquired disabilities. Therefore, this may infer that their personal reference point for 

deeming what is, and what is not, acceptable levels of social participation may differ 

from those with congenital disabilities.*^”

However, other participants in the Case Studies also drew attention to the personal 

private implications of impairment effects. Possibly the most profound of these 

occurred during the interview with Matt who, due to the nature of his cerebral palsy, is 

non-verbal and communicates with the use of a small computer, and through eye 

contact. Despite the many physical restrictions that his impairment places on him, when 

asked to offer his own definition of disability, he responded.

Extract 7.15 BWC

321 I: If you were to say to someone I feel disabled because of my lack of ...

322 what word would you say best explains how you feel?

323

324 R: C.O.M.M.U.N.I.C.A.T.I.O.N.

As Thomas (1999: 43) notes, the distinction between disability and impairment effects 

cannot be neatly mapped out using traditional dualisms such as the social/ biological, 

culture/ nature. Rather, as Extract 7.15 demonstrates, the lived experiences of disabled 

people are profoundly shaped by the interactions between impairment effects and 

disability. For Matt, the reality of his impairment effect is that he is unable to speak.

This will be discussed in the concluding chapter where areas o f future study will be 
identified.
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However, the fact that this results in a difficulty in communicating demonstrates that 

impairments, impairment effects and indeed the related disabilities are, as Thomas 

suggests, neither a “biological reductionist nor culturally determinist”; applying these 

single lines of analysis will not resolve the issue of disablement arising from 

impairment effects.

Clearly, issues of impairment effects cannot be ignored as they play a key role in 

shaping the personal and private life experiences of many disabled people. Section

7.3.1 demonstrates that impairment and impairment effects do have a social or social 

relational dimension. However, as section 7.4.1 suggests, impairments and impairment 

effects do also have a personal, bio-social dimension in so far as the restrictions, the 

direct restrictions of the impairment itself, although they may have a socio-political or 

economic feature, are individual in nature and individually experienced. Cathy, Derek, 

and Matt usefully demonstrate the bio-social reality of these restrictions, validating the 

argument that disablement is not only about resolving socio-political and structural 

barriers in the public sphere, but demands a more nuanced understanding of the 

restrictions and felt disablement that compound the personal, private lived reality of 

disability, and play a crucial role in determining the levels of social participation that 

can be enjoyed by disabled people.

7.4.2 Validating the Personal Private- the personal experience o f diminished 

levels o f self-determination

Analysis of data generated with participants across both Case Studies, however, 

suggests that the personal private experiences of disability were not confined only to 

the management and implications of impairment effects. Indeed, analysis of the data 

drew particular attention to the personal private experiences, practices of 

disempowerment and infantilisation that occurred within the family unit. Goodley 

(2003: 112) found in their study that a recurring theme for those who spoke about their 

families and their family life were about their commitment to securing the best possible 

resources for their son or daughter. Mershek et al (1999: 15) also suggest that there are 

many studies that claim that families can supply many of the resources needed to 

support and “cope with disabilities”. As they note, the organisation of families, in the 

form of rules and expectations, clear role allocations, and family routine, provide the 

essential boundaries within which to support disabled people.
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For some of the participants the experience of the family unit was as Goodley (2003) 

have argued. For James, his family played a key role in instilling in him a sense of 

social responsibility. As he notes, the fact that his grandmother reprimanded him as she 

did his siblings instilled in him a social expectation that he would be treated equally to 

non-disabled individuals.

Extract 7.16 BWC

322 I: And your grandmother then, when she was bringing you up -  did she

323 ever talk to you about your disability?

324

325 R: The most amazing thing about my ma was ... that’s my grandmother

326 now... the most amazing thing about her was, she never looked on it as a

327 disability. Not to me anyway... she just treated me as one of them and that

328 was it. She’d give me an oul’ clatter the same as the rest of them and that

329 was it you know. You knew what was expected of ya, and god did you

330 behave. No special treatment for me you know. The one thing now that

331 really pisses me off... I hope you don’t mind me using the bad language?

332

333 I: No, curse away boy.

334

335 R: The one thing that really pisses me off is when people patronise me, I

336 really hate that now. That 1 won’t entertain. They think you have no brain

337 basically at the end of the day you know. I’m sure you know what I’m

338 talking about you know.

As this account verifies, families and the family matrix can be centrally implicated in 

the nature of the personal private experiences of disablement, acting as activators by 

supporting the disabled person’s sense of personal autonomy. James proudly recalls the 

lack of differential treatment he received from his grandmother when he was a child, 

asserting that she “never looked on it as a disability” (lines 326-327). As he recalls he 

was likely to “get an oul’ clatter the same as the rest of them” (lines 327-328), thus, as 

he suggests, instilling in him an understanding of social responsibility (lines 329-330). 

Importantly, he links this account with the disdain he feels in his adult life for those 

who “patronise” him (line 335). It would appear such childhood experiences in the
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private sphere now provide him with the skills to challenge the practices of disablement 

he experiences in his social interactions as an adult.

The central role played by the family unit is not recognised only by the participants 

themselves but is also defined in terms of the social expectation of the place and 

responsibility of disabled people. Disability has, and continues to be viewed as a 

personal tragedy that is delivered on families, and accordingly is ultimately located in 

the private sphere and the responsibility of the family matrix. This private sphere 

location of disability was powerfully demonstrated in the following account offered by 

Neil who recalls the response his family received from their local church when they 

asked for some support.

Extract 7.17 BWC

258 R: My mother went to the priest wanting to know did he know of a young

259 person that could take me on a Saturday afternoon for a couple of hours... at

260 the start off, when my mother was diagnosed with cancer she knew how

261 difficult it was to get people and you know, the church and the local

262 community in ***** where I live just didn’t want to know. They just did not

263 want to know. They were more or less saying to my mother ‘well you have a

264 good family, that’s your problem’. My local community just didn’t want to

265 know. Mind you the local community are grand now that I’ve got fixed up

266 but they don’t know the struggle that I went to to get that. It was a struggle but

267 we got there.

As evidenced through the above extract, despite the successful politicisation of 

disability as a public concern as reflected in the NDS, society, in the lived sense, 

continues to view disability as a private affliction and one that is properly positioned 

and responded to in the private sphere. Although his mother actively sought to develop 

a social network to support Neil, as he argues, the community just “did not want to 

know” (line 262-263). Ironically, Neil and his family believed that both his church and 

his community undestood that the issue of disability was a family “problem” (lines 

264) and not an issue of community responsibility. This served to distinguish clearly 

between the public/ private sphere interests in disability, validating the fact, despite the 

successes of the social model, to reposition disability as a public sphere issue, disability 

continues to be understood within the social psyche as an individual private affliction
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and a family issue. Although Marshek et al (1999: 17), suggest that resources from the 

community can be available in a number of ways- respite care, personal advocacy, peer 

support and peer groups, Neil and his family did not find it easy to access any such 

resources.

The problem of positioning disability in the private sphere is further exacerbated when, 

as the following analysis suggests, we consider the autonomous and influential role that 

this gives to families for shaping the life experiences of disabled people. For, although 

families have historically, and continue to be the primary advocates for those most 

vulnerable, they have also acted as gatekeepers in terms of people’s levels of 

participation and social expectations. Krauss et al (2005) note, in 133 interviews with 

mothers of young adults with autism it was found that mothers believed co-residing 

with their adult child to be of greatest possible benefit for the family, despite the fact 

that it was acknowledged that the residential arrangement was of greatest benefit to the 

son or daughter. However, it was also found that regardless of residence, mothers in 

particular continued a high level of contact and maternal involvement with the adult 

child. These findings offer a brief insight into the psycho-emotional relationships that 

play out and sustain family relationships, and which can amplify the experience of 

disablement.

Indeed, analysis of data generated from across both Case Studies suggests that issues of 

infantilisation, disempowerment, and lack of personal autonomy appear as common 

experiences at the level of the private personal experiences of family life. Mitchell 

(1997: 44), suggests that disabled people (specifically people with learning difficulties 

in her case) have restricted access to the transitional process between adolescence and 

adulthood, and thus are unlikely to acquire adult status in the same way as other people 

in society. As she suggests this may be particularly true in families where factors such 

as early prognosis or the need for continued care can impact significantly on the parents 

or siblings ability to view the person as an adult (Ibid: 55). As Mitchell (Ibid: 47) 

argues, being an adult encompasses the management of day-to-day decisions, problems 

and one’s daily life. It also refers to one’s right to “leave home, independence, 

integration, personal relationships, jobs”, all of which she suggests are adult-related 

matters and often denied to disabled people.

For many of the participants, exercising personal choice or autonomy within the family 

unit with respect to their own lives continued to be a daily challenge. Unlike in Extract
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7.15, for many of the participants the experiences and practices of dependency and 

infantilisation that occurred within the family matrix were core to the personal private 

experience of disablement and lack of personal autonomy. Julie offers a powerful 

insight into the ongoing struggle she faces in exercising personal choice and in making 

decisions;

Extract 7.18 BWC

187 I; Like is there ever any conflict over the things that you want to do that

188 they don’t want you to do

189

190 R; Yeah. Like... they go to bridge on a Thursday evening and I always,

191 99% have to go with them because of my disability and there’s nobody to

192 stay with me and I don’t necessarily like to stay with them, like I’d like to

193 be doing my own thing and I always wonder how I’d go about getting

194 somebody to stay with me so that I could do my own thing so that I

195 wouldn’t have to go everywhere with my mother and father. But because

196 of my disability I feel that I have to go everywhere with my mother and

197 father like. My sister works full time and she has two kids and so she

198 wouldn’t have the time tp stay with m e... but when we do I get on ok with

199 her as well.

200

201 I; How do your parents feel about you wanting to live independently in

202 the Cheshire Homes?

203
<

204 R; ... When I was filling out the forms, my mother said to me ‘Why do

205 you want to move out?’ and she kinda got a bit upset and I said ‘Number

206 one, I want to give yourself and dad a bit more freedom without having to

207 do things for me and number two I want to try and start living my own life

208 and that kind of thing’ ... and that’s why I put my name down for

209 Monkstown Cheshire Home.

210 ;

211 I; And does she understand now?

212

213 R; She understands now but I think it took her time to understand why

214 but... I felt that you really had to pussy foot around her until she
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215 understood..

Through this extract Julie clearly illustrates the unintentional, yet powerful role her 

parents play in brokering both her levels of independence as well as her capacity for 

self-determination. Her lack of independence is epitomized by her frustration at being 

forced to accompany her parents to bridge every week (lines 190-192). This frustration 

is, of course, compounded by both her parents, and her own believed inability that she 

is not capable of staying in the house alone or do her “own thing” (line 194). Julie is 

forced into a subordinate, almost child-like position, as she herself believes that due to 

her disability she has “to do everything with my father and mother” (line 195).

Despite Julie’s repeated assertions of her rights as a disabled person throughout the 

interview, she was unable to apply this in terms of her personal private experiences of 

disablement. Mitchell (1997: 53) suggests that disabled people are often forced to 

compromise with respect to their personal wishes or desires. This may include keeping 

their aspirations separate from their family life as they may fear the conflict that this 

would create. For others it may be that they believe there is no other choice. As she 

suggests, often the relationship may be so naturalized that the “‘normality’ of the 

process” may in fact be a significant feature of the family dynamics (Ibid: 53). For 

Julie, the issue was one of patience, anticipating the possibility of greater independence 

in the future.

As a strategy to break the cycle of dependency Julie has applied for a place in a 

Cheshire Home.^^  ̂In the interim, it would appear that Julie assumes the responsibility 

of brokering this transition, recalling her mother’s distress on learning of her intentions 

(lines 204—205) and feeling as she explains that she “had to pussy foot around” her 

mother in the interim. In an attempt to justify her need for independence Julie suggests 

this decision will offer her a chance to “start living [her] own life” (line 207). Crucially, 

however, Julie recognises that this move would also afford her parents “more 

freedom”. Thus, in valuing her move to independence along these lines Julie 

crystallizes the mutually dependent relationship her disability has generated within her 

family. It illustrates the structured responsibilities this has placed on them, positioning 

her parents as primary carers and Julie as the ‘passive’ benefactor of this care.

Cheshire Homes, which are a community and voluntary service, provide housing and 
supports to disabled people, enabling disabled people to live independently.
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Marshek et al (1999) suggest that families often times are the important facilitators, 

enabling disabled people to navigate the link between adolescence and adulthood. As 

they argue, this transition can be best achieved by ensuring that young adults with 

disabilities are provided with strong messages relating to respect, value, dignity, and 

the high expectations of them (Ibid: 201). However, they note that it is also important 

that families understand that

adults with disabilities are simply not children no matter how severe their 

functional limitations appear to be. Sometimes failure to mature is related to 

lack of opportunity to assume adult roles to the best of one’s ability. No 

judgements regarding what is possible should be made on the basis of disability 

without first considering all available resources and the possibility that activities 

and roles that appear improbable of attainment may actually be possible with 

sufficient supports (Ibid: 238).

The failure of families to accept the growing, autonomous needs of their adult disabled 

‘child’ appears again as a determining feature of disability within the second Case 

Study. Sue, a young woman in her late twenties acknowledges this when she offers:

Extract 7.19 DPAI

1611 R. Well em, remember I told you I was applying for a PA for home, well

1612 my family don’t really want anything to happen because, em they feel

1613 they’re there and if they’re needed you can just yell. But my thing is that

1614 I don’t want to have to do that. Like I want my own independence. We’ll see.

Contrary to Sue’s desire to increase her level of independence, which is a desire 

expressed by most young adults, such efforts are suppressed by her parents. Again, it 

would appear as with Julie’s account, Sue’s family assumed wholly the apparent 

responsibility of the disabled ‘adult/ child’. In so doing they fail to acknowledge the 

need for Sue to assert her ‘own independence’ (line 1614), and to foster this outside 

and apart from the family unit. By believing that they are there to support Sue at all 

times (lines 1611-1612) her family legitimise the traditional role of parent and child. 

Although most likely not intended, this undermines Sue’s capacity or ability to make 

decisions as an adult and threatens to firmly locate her in a position as adult-child.

248



Both Case Studies identified clearly practices of dependency and the tensions that can 

emerge within the family structure, between a person with a disability and their family 

and around questions of responsibihty and personal autonomy. However, these 

relationships and the development of such dependencies are not always so explicit or 

easily addressed. Cathy, a young woman in her early thirties who was diagnosed with 

MS during her college years recalls her parents’ reaction to her efforts to fulfil her 

individual, personal goals:

Extract 7.20 DPAI

1117 R: For me moving somewhere where I didn’t know anyone, it was

1118 completely normal like because I had done it all my life. But my parents

1119 were very worried

1120

1121 I: Well, do you think they were more worried though ‘cause of the

1122 disability?

1123

1124 R: Oh it was because of the disability because I’d gone from d’you know

1125 spending 11 months at home with my parents after hospital, cooking my

1126 dinners every day and everything. I think they got used to it and also kinda

1127 got used to taking care of me. But I, but I think they are better about it now

1128 ‘cause my health has improved and I suppose ‘cause my confidence has

1129 improved and things, so I have got used to it now and don’t let them take

1130 all that responsibility and stuff.

Cathy recalls her parents’ earlier response to her diagnosis of MS and how they, like 

Sue’s parents, assumed responsibihty for her care needs. Initially, this role as primary 

carer released Cathy from personal responsibility and created an interesting childlike 

dynamic between parent and daughter. During this period of transition, at which time 

Cathy experienced a loss of confidence (lines 1128-1129) she returned to live at home 

for a number of months. At this point it would appear that her parents assumed the role 

as primary carers, doing such things as cooking her dinners (lines 1125-1126). During 

this period both parent and daughter assumed certain roles that were out of character 

for the adult Cathy. As confirmation of her now returned independence Cathy insists 

that she no longer expects, or allows her parents, to assume this responsibility (lines 

1127-1130). As Mitchell (1997) has noted, the level of care needs can often play a key
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role in determining to what degree people are subjectified to, what we term in this 

thesis the practices of infantilisation within the family.

However, despite this recovery, both physically in terms of her remission and 

psychologically in terms of re-claiming her independence, Cathy does recall the 

enormous changes she and her family had to face at the onset of her disability.

Extract 7.21 DPAI

1242 R: Well, I, I think for me em. I, I think initially d’you know it was a

1243 woeful shock to my parents. Like, do you know, the kind of scene like.

1244 And I think that in my family because we all went to boarding school and

1245 then

1246

1247 1: Oh, did you go to boarding school?

1248

1249 R: Yeah we all went to boarding school and then we, myself and my

1250 brother Ian, we both went off to college so we weren’t really there, we

1251 weren’t really there at home, so those rows at fifteen and sixteen, we didn’t

1252 really have them ‘til later. But d ’you know the way that is, when a person

1253 breaks that ground. So for me it was going kind of, being drawn back in

1254 after having my independence very very young like. It was, it was bizarre

1255 like, d’you know like. I’d gone to college then gone to America for a year,

1256 then Germany for a year and then I go to Belfast for a year, come back, go

1257 to college, get MS and end up at home. My life had ended at twenty seven

1258 like. Mad like, it was really em, my independence being taken, kind of the

1259 rug pulled from under me.

For Cathy the return to the family home signified an end to independence. At that point 

she recalls believing the onset of her disability had effectively ended her life and placed 

her in a position over which she had little control (line 1257-1258). This sense of 

disempowerment was of course exacerbated by the fact that she had not lived at home 

since an early age. However, importantly, Cathy acknowledges that the onset of her 

disability did not simply have implications in terms of her individual quality of life, but 

also on that of her parents. Indeed she insists that her parents must have received the 

news of her diagnosis of MS as a ‘woeful shock’ (lines 1142-1143) and, as outlined in
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Extract 7.18, initiated a change in the practices and relationships in the family. Their 

family structure, which had been characterised by adult members, was now put into 

question. The return of the adult daughter to the family home, coupled with Cathy’s 

initial high care needs inverted the status quo, and resulted in structural change within 

the family (see Marshak et al, 1999).

Therefore, as these accounts outhne, disabled people are often trapped in endless 

struggles to legitimise their rights and enhance their capacity for self-determination 

within the private sphere. Such struggles can play out in the privacy and intimacy of the 

family structures. However, in contrast to the family home, many disabled people move 

between a number of specialised service providers that have developed in response to 

the unmet accommodation needs of the disabled community. These environments vary 

from traditional institutional settings to community homes or supported living units. 

Depending on the nature and ethos underpinning the provision of housing, the ethos 

underpinning the provision of the housing/care will vary from regulated support to 

facilitated independent living (see Citizens Information Board & DPI, 2007).

Adam recalls his initial interaction with specialized services following his accident and 

the stark ways in which these services shaped his initial experiences and expectations 

of disability:

Extract 7.22 DPAI

543 R: The seizures just got worse and worse and I ended up having to move

544 into **** home*^ ,̂ you know, a nursing home for more than three years of

545 my life.

546

547 I: And was it set up so that you had your own living quarters o r... ?

548

549 R: Oh yah like it was a great place like, really peaceful and stuff. It’s a

550 brilliant set up really. But, no, I don’t know, it was actually just really

551 depressing. Ah I just, I found it really a tough, like I was there and when I

552 talked to the people there some of them are there thirty years and I thought

553 Jesus, is this, is this my life like. Like, am I here for the rest of my life like,

Name o f residential service identified during the Interview.
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554 you know and I just wondered is there any way out.

As demonstrated in the account offered by Adam, issues of disablement are 

compounded by people’s inability to exercise decision making with respect to their 

daily lives. Although this account differs from the earlier accounts offered in Extracts 

7.17-.19 in so far as Adam was not referring to practices of disempowerment that occur 

within the family unit, it none the less strongly echoes the sentiments offered by other 

participants. The apparent permanency of people’s private personal locations, their 

distance from mainstream social life, their lack of diversity in terms of life experience 

and their inability to exercise choice about the simplest of daily activities serve both to 

frustrate and exasperate the participants’ experience of disablement. Adam was not 

critical of the level of care he received in the home, but rather disillusioned by the lack 

of options and opportunities open to him. The segregated nature of the accommodation 

and the fact that for many of the residents this was the final solution alarmed Adam, 

leading him to ask the question “is there any way out”.

Clearly, as section 7.4.2 has demonstrated, issues of disablement in the personal private 

sphere are central determinants to people’s experiences of oppression and social 

exclusion. To deny or remain silent on these experiences, and the variety of such 

experiences, is to fail to recognise the complexity of the issues and the varied locations 

of oppression. As this thesis accepts, the political discourses on disablement must
' *

continue to be diligent with respect to practices and structures of disablement as they 

are present and operate in the public sphere. Issues of employment and housing play a 

crucial role in determining a person’s sense of citizenship and being a valid member of 

society. However, disability is not just about the house or the job alone, but also about 

the ability of the person to benefit from these opportunities. Disabled people who are 

not afforded the choice, are not facilitated to transition to adulthood, who lack the 

appropriate services and aids to live independently from the traditional family unit, are 

denied their experience of adulthood and their right to exercise their role as decision 

makers. Fewell and Vadasy (1986) (in Marshak et al, 1999: 219) note that the support 

that a person with disabilities will receive from the family through the life cycle will 

often “crystallize the relationship of the parent-child status rather than allowing the 

relationship to develop into a more mature form”. The issues, therefore, are not 

individual personal issues but rather collective issues of a denial of one’s right to 

adulthood, as they are experienced in the private sphere. For, as Marshak et al (ibid
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211), in discussing the personal impact that family systems can have on adults with 

disabilities, note:

Families and professionals fail to prepare children for activities they assume or 

predict the children will never be able to handle. The lack of preparation often 

becomes a self-fulfilling prophecy- that is, if we fail to prepare someone to 

handle a major life activity, it is quite likely he or she will not be able to manage 

it. But we are often unaware that the performance deficit may be a consequence 

of lack of preparation; rather, the failure is attributed to the disability itself.

7.4.3 Validating the Personal Private- the private personal experiences o f mental

health

As noted in Extract 7.21, the onset and/ or experience of disability can often be 

accompanied by feelings of disempowerment, depression and in some cases, bouts or 

prolonged experiences of mental health. Analysis of data drawn from the interview 

with James in Extract 7.6 draws attention to the mental health issues that can be 

experienced by people with physical, sensory or intellectual disabilities.'^ As James 

has argued, he is constantly battling his personal anxieties knowing, due to his low 

levels of education and training that he will not be in a position to leave the sheltered 

workshop that he attends in the Beach Wood Clinic for mainstream or supported 

employment.

Thomas (1999: 48) notes that the personal private, ‘inner world’ experiences of 

disability are often mixed with the experiences of living with the implications of 

impairment effects, and indeed all the other consequences of living daily lives, 

including the gendered, class and age of the person. The daily life experiences of 

disabled people are often complex and multi-dimensional. This ‘inner world’ 

dimension to disability and impairment is, however, as Thomas (Ibid: 47) argues, 

closely bound to the socio-cultural processes that sustain and reproduce negative 

attitudes about impairment and disability, thus reproducing the prejudice and 

discourses of social disablement. As she notes, these barriers on the outside, inside, or 

the psycho-emotional dimensions of disablism

Many of the voluntary disability organisations providing services to people with physical and 
sensory disabilities have identified the need to address the mental health issues associated with 
disability, both congenital and acquired. For instance, the Irish Wheelchair Association runs a 
Peer Mentoring Programme for young disabled people.
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impact upon disabled people in diverse ways and can lodge themselves in their 

subjectivities, sometimes with profoundly exclusionary consequences by 

working on their sense of personhood and self-esteem (Ibid; 47- 48).

Although this thesis specifically sought to interview people with visible physical and 

sensory disabilities, the related experiences or the secondary issues of mental health did 

appear throughout many of the interviews. In addition to the previously identified 

instances (see Sample Study in chapter three and Extract 7.6), the internal, personal 

battles with disability appeared central to how many of the interviewees experienced 

disablement. Julie also elaborated on this theme when she discussed her nervous break 

down, which she had experienced three years prior to the interview;

Extract 7.23 BWC

389 R: I think it was a lot to do with my disability and the fact that I was afraid to

390 open up to my parents and my sister a lot. Since I’ve had the nervous

391 breakdown I’m more inclined to speak out about my feelings than I was

392 before I had the nervous breakdown. Before I had the nervous breakdown I

393 used to keep an awful lot to myself.

394

395 I: Like what things were you too afraid to tell or what did you not want to

396 tell them or...?

397

398 R: Like if I felt like not talking some day or if something was getting me

399 really down, I would keep that to myself, but now I’m more inclined to open

400 up and to try and go out and drive^^ around the place to get my own space.

401

402 I: Why do you think you kept those things to yourself? Why do you think

403 that you... ?

404

405 R: Because I’m a very ...I’m a very... I don’t want ...I don’t want to

406 hurt people and stuff like that and I’m afraid that if I did ... em say how I felt,

407 that 1 would hurt people if you know what I mean. I didn’t want to tell my

In referring to the action ‘drive around’ Julie is referring here to her motorised wheelchair.
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408 family I needed space, or that I feel trapped. I don’t want to have to tell them

409 to let me make my own decisions. Before, I wouldn’t have even dreamed of it.

Clearly, for Julie the experience of disablement is not only one of socio-political 

disadvantage but is related to the personal consequences of living with the experience 

of impairment. Julie acknowledges that often times she felt unable to “open up” (line 

390) or to talk about what was getting her down (lines 398-399). Her need to get her 

“own space” (line 400), her long term anxieties, her feelings of social isolation and her 

lack of control over her life has left her feeling unable to voice her frustrations and 

feeling ‘trapped’. These feelings, it would appear, are further compounded by the 

responsibihty she feels to be grateful for the care and support offered by her family, 

and her unwillingness to challenge or confront her family around her lack of sufficient 

levels of personal autonomy.

Similar discussions around the relational disability/ mental health experiences were 

also evident in the interview with the participants drawn from the DPAI. Derek, a 

young man in his mid twenties who had acquired MS, echoes the accounts offered by 

Julie (Extract 7.23), Adam (Extract 7.22) and James (Extract 7.6) when he accounts;

Extract 7.24 DPAI

555 1; So do you think that acquiring a disability has greatly affected your life?

556

557 R: Em, yeah, em, well maybe getting out an’ about. But then again that was a

558 disablement of myself I suppose. I guess the attractiveness thing went. I didn’t

559 see any self attraction, or my self awareness, self perception, self image, yah

560 that’s the word, self image. My self image of myself was very low so I didn’t

561 go out. And because of that you lose, you lose contact and miss out

562 interacting with people. So I lost that. And then when relationships went bad it

563 was very easy to say that’s because I’m disabled.

Derek clearly outlines the psycho-emotional dimensions to the experience of 

disablement. He acknowledges that his low self-image acted as a personally imposed 

barrier to social participation (lines 560-561), serving to distance himself from others. 

As a result, Derek acknowledges, he lost contact with other people. In this inside world 

it became very easy to excuse the withering of relationships on the fact that he was
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disabled, thus compounding the sense of isolation, exclusion and personal tragedy 

associated with acquiring a disability.

Wilber et al (2002), in exploring the health status of disabled people note that the 

secondary conditions associated with disability cannot be ignored if issues of social 

participation and the personal well being of disabled people are to be effectively 

addressed. In surveying 656 respondents to their study just over 50% of respondents 

reported experiencing feelings of depression, with 45% noting that they related to the 

issue of anxiety. Thomas (1999: 48) urges that serious consideration must be paid to 

the psycho-emotional dimensions to disablement, arguing that these experiences cannot 

be either viewed as the natural consequence of being impaired or from the private 

troubles resulting from living with a disability. In this analysis these inner world 

experiences must be understood as the outside in experiences of society. Thus, a 

collective, universal analysis must, therefore, be applied to these experiences to ensure 

that they are understood and “thought of as part of the parcel of disability itself, and an 

important dimension to disablism in society which needs to be challenged” (Ibid: 48). 

As Wilber et al (2002: 393) suggest, such secondary disabilities demand “an explicit 

focus of public health attention, with consumers, policymakers, and researchers jointly 

defining and implementing an agenda in this area”. In the recent social partnership 

agreement. Towards 2016, there is a commitment to the introduction of community- 

based mental health teams for children under the age of eighteen. The needs of young 

disabled people, although these may in part be impairment-related, must be factored 

into the development of this service and similar population health initiatives. It is only 

when we focus public sphere systems and structures to address such private 

experiences of disablement can there be confidence that the reality of social oppression 

will be comprehensively addressed.

7.4.4 Validating the Personal Private- the personal private dangers associated 

with practices o f infantilisation

As noted in section 7.4.2 practices of infantilisation that occur within the family unit 

play an important role in sustaining the dependency of adults with disabilities. Such 

practices sustain the disabled/carer relationship past the traditional transition period 

from child to adulthood, compounding the adult-child status within the family unit of 

many of the participants. Marshak et al (1999) note this perpetuates the infantilised 

position of disabled adults, with parents and other decision makers such as
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professionals determining the level of development both anticipated and achieved by 

disabled people.

Although, section 7.4.2 has discussed some of the implications of this identified 

through the Case Studies, for one of the participants her sustained innocence or adult- 

child position has had devastating consequences. During the interviews it emerged that 

Shelia, a woman in her fifties who experienced mobility problems and who worked in 

the sheltered occupational services and also worked as a part-time carer, had 

experienced sexual abuse by a family member in her early adulthood. Although this 

was not a consistent or ‘universally’ occurring theme across all the interviews, 

following separate talks with the participant and the Senior Social Worker in the BWC 

after the interview, it was agreed that, due to the importance of the issue, it should not 

be ignored in this study. This, possibly more so than any other example, demonstrates 

the difficulties and dangers that arise in continuing to locate the personal experiences of 

disabled people to the realm of the private sphere. Shelia’s lack of knowledge around 

issues of sexuality would appear to have left her vulnerable with respect to issues of 

sexual abuse. This demonstrates the risks associated with not developing a holistic 

understanding of the needs and experiences of disabled people, as it obscures the policy 

implications and the need to factor sex education into service design (McCarthy & 

Thompson, 1996).

In advance of Shelia’s disclosure, both the participant and the interviewer discussed the 

implications of lack of information, or the general information deficit that is 

experienced by many disabled people. As Shelia recalls;

Extract 7.25 BWC

370 R: In my twenties I was put on strong medication, XXX*^; it was after an

371 operation. One of the things that it did is that it delayed my periods... I was

372 starting to wonder was something wrong with me - 1 didn’t get that tiU I was

373 16 years of age. But when 1 went to the doctor, he told me that the XXX

374 was acting as a contraceptive.

375

376 I; Had they explained, you know when they’d given you XXX why

The participant mentioned the name o f a drug.
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377 they were doing this and what the affects of this medication were going to be

378 and...?

379

380 R; No because... I was very naive, I wasn’t with i t ... you know this thing

381 about disabiUty that ehm... in your early years... I mean there’s so much I

382 know now and... looking back of course, I know so much now, I didn’t know

383 when when I was 20, 21... you know, I knew nothing... I think I was

384 incredibly naive but sadly I think think that was because I was extremely

385 sheltered at home.

V

As acknowledged by Shelia in the above extract, the influence and hegemonic place of 

medical professionals (Oliver, 1996b) in contemporary society means that often times 

disabled people are unaware of the levels and implications of the medical interventions 

that they receive. Lack of appropriate information meant that Shelia, in effect, passively 

complied with the medical decisions made on her behalf. In an effort to explain such 

instances of regulation Shelia points out that she was “very naive” (line 380), a form of 

innocence that served to counteract her capacity to make informed decisions around her 

health needs. Sheila herself acknowledges these implications and suggests that these 

instances are closely linked to the fact that she was “very sheltered at home” (lines 384- 

385). As noted in section 7.4.2, these practices, although they may be intended to 

‘protect’ people from the challenges associated with adulthood are linked often to other 

people’s assumptions relating to the capacity of disabled people (adult-child) to make 

personal decisions, denying people the right to experience age-appropriate 

responsibiUty.

These practices of over-supporting disabled people can, in maintaining people in the 

position of the adult-child, deny them the right to learn through the process of 

socialisation. This serves to reiterate the belief that disability is a personal private issue 

that appropriately belongs in the private sphere. However, positioning the experiences 

of disabled people in this way to the private sphere means that those most vulnerable 

often times lack the necessary social skills or capital to navigate the daily challenges of 

modem society. The implications of this emerged in particular in the interview with 

Shelia when she referred to the sexual abuse she experienced at the hands of a family 

member.

258



Extract 7.26 BWC

427 I: And how old were you when you got married? You said you lived a very

428 sheltered life, or childhood? So...

429

430 R: As a young adult.

431

432 I; As a young adult ok, so when did you start coming into your own?

433

434 R: Yeah well I got, I got very, what do you call it ...when you’re a teenager...

435

436 I: Cranky!

437

438 R: No... em... I’d answer back... I’drebel...

439

440 I: Rebellious.

441

442 R: Yeah... it was just when I was aboutl7 years of age that I became aware 

423 of my body... but I didn’t know the facts of life then.

444

445 I: So you began to realise that you were a woman and that there was men, is

446 that it?

447

448 R: Yeah..yeah. I was extremely fear of sexuality.

449

450 I: You hadn’t been told the facts of life no?

451

452 R: Scattered, scattered. My aunt told me that I wasn’t going to die but I was

453 going to bleed and ...believe it or not, I was told in a way that I wasn’t

454 stunned or shocked. But I was abused but... my brother in law, this was before

455 he got married to my sister, my brother in law... was a fantastic person and I

456 had a crush on him but I knew he was very close to my sister but he one day,

457 took me down to a room in my sister’s house and my father’s house and em...he

458 was going with my sister at the time and he said to me that if he had met me

459 before, he would be going with me... but he said ‘you’re special... and

460 you know men and women... do you understand that?’ and I said ‘no I don’t ’.
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453 He said ‘well I’d like to teach you’. He said ‘I’m going to show you

454 something’.

This was a very difficult section of data to analyse as, in addition to the emotional 

issues relating to this information, I felt that I, as the interviewer, and not the 

interviewee herself, was the one who determined or fully acknowledged that the above 

data referred to sexual abuse. Shelia in Extract 7.23 had previously drawn the 

interviewee’s attention to the fact that she had led a very sheltered life. Despite this she 

notes that, like many teenagers, she began to “rebel” (line 440) and “became aware of 

her body” (lines 442- 443). Her lack of formal sex education meant that, despite this 

awareness, she was extremely fearful of issues relating to sexuality (line 448). It would 

appear this sheltered position, however, did not serve to protect her, but rather left her 

vulnerable to be exploited by others. This vulnerability becomes explicit in Shelia’s 

own recollection of the situation with her brother in law. However, even in present 

terms, Shelia appears unable to recognise the abusive nature of this encounter. She may 

in line 454 refer to the instance as abuse; she also refers to her abuser as a ‘fantastic 

person’ (lines 455). This is an uncomfortable oxymoron, and one that I feel can only be 

addressed in this thesis by recommending the urgent need to, through further research, 

expose the danger posed by the continued denial or silencing on the private sphere 

experiences of disabled people in Ireland^^®. For as Gaffery (2004: 117) notes on the 

necessity to develop sexuality education programmes with respect to the issue of 

sexuality and people with intellectual disabilities,

Sexuality and relationship education is taking place each day, whether we have 

a sexuality education programme of not. Soap operas continually present 

relationship dilemmas: newspapers, magazines and television all carry 

information pertaining to relationships. Staff and family act as role models. 

Sexuality abounds in everyday life. We sanction or censor various

In Ireland the issues of sexual abuse with respect to children, historically relating to the 
Catholic Church, and the experience of women, are recognised political discourses. Issues of 
sexual abuse for disabled people, ahhough beginning to be addressed through debates on issues 
of sexuality generally, are still very much an undeveloped issue. The role of the voluntary 
disability organisations, the organisations of and for disabled people, and the various family 
groups, in addition to the traditional organisations focussing on issues o f sexual abuse, must 
begin to focus on these issues. The Health Service Executive (HSE) is currently running a 
programme called Children’s First aimed at developing awareness and protocols within 
voluntary organisations who are in contact with young people. Through DPI they are also 
making this programme available to voluntary disability organisations that provide services to 
disabled people who would be deemed vulnerable adults. Organisations are encouraged to adopt 
the programme to meet the needs and age specific interests of their clients.
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conversations; we encourage or discourage activities. In the wealth of everyday 

interactions families and staff adopt various roles in relationship education 

without realising it.

7.4.5 Summarising the Validation of the Personal Private Accounts o f 

Disablement

Section 7.4 powerfully validates the fact that, firstly, personal private experiences of 

disablement can be identified through the accounts offered by the participants across 

both Case Studies. Secondly, this section aimed to demonstrate that these accounts do 

have a 'logic, or a collective, universal dimension to them that can potentially be 

harnessed as political discourses, and in turn shape the socio-political analysis of the 

social model, and thus the public sphere response to disability.

As demonstrated in section 7.4, through analysis of the data generated across both Case 

Studies four, instances or discourses of private personal experiences of disablement can 

be identified. Section 7.4.1 identifies the real, lived implications of impairment effects 

to the personal private experience of disablement. Although issues of fatigue and the 

communication difficulties experienced by disabled people can be understood, as 

Thomas (1999) suggests, as impairment effects, they explicitly have a social and 

political dimension to them. Analysis of the personal private experiences of impairment 

effects demonstrates that work practices that do not promote part time employment, for 

instance, will fail to appropriately target and respond to the employment needs of many 

disabled people.

Secondly, section 7.4.2 drew attention to the key role played by the family unit in terms 

of supporting the transition of disabled people, either in terms of progressing through 

stages of the life cycle, or in terms of supporting people’s expectations for social 

inclusion. As noted, repeated experiences and practices of infantilisation as they are 

perpetuated through the privacy afforded to private family systems can profoundly 

shape the levels of self-determination afforded to disabled people. Marshak et al (1999) 

note, although not all people can participate equally or have the capacity for equal 

levels of self-determination, to assume to know people’s capacity on the grounds of 

disability without first exercising all available resources and options, is to deny 

disabled people their right to experience ‘adulthood’ and a level of ‘self determination. 

As the data demonstrates, many of the participants offered very similar accounts of
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their adult-child positions in the family matrix, a practice which serves to distance 

people from exercising choice, living with a level of personal autonomy and individual 

freedom as is afforded to other adults. Failure to recognise this ‘positioning’ of adults 

with disabilities in the private sphere means that proactive policy developments (such 

as the Activation Process outlined in the Department of Social and Family Affairs 

Sectoral Plan 2006) will access only those disabled people who are in a position to 

immediately benefit from such developments. Providing an analysis of the personal 

social contexts to private locations and the position of disabled people will provide the 

insight required to more effectively target policy developments. It will facilitate 

understandings on how best to direct policy instruments and resources to achieve more 

effective results, as discussed in chapter four.

Thirdly, analysis of the data across both Case Studies also clearly demonstrated the 

mental health issues that were experienced by many of the participants as a 

consequence of disablement. As identified, issues of reduced levels of self- 

determination coupled with the outside, inside negotiations of the stigma of disability, 

can manifest in the form of personal private experiences of depression or anxiety. 

Coined by Thomas (1999) as the psycho-emotional aspect to disability, this discourse 

enables us to account for the manifestation and personal private lived reality of spoiled 

identity.

Finally, section 7.4.4 demonstrated the stark reality and risks associated with 

continuing to position the individual experience of disability in the private sphere. 

Practices of infantilisation, people’s lack of opportunities to exercise choice and be 

afforded age related responsibility positions them as vulnerable adults. As McCarthy 

and Thompson (1996) have argued that these risks and realities to the experiences of 

disablement must be recognised and responded to through the inclusion of sex 

education in the provision of services, as well as to the traditional avenues such as the 

school and the family. As noted in footnote 113, programmes such as Children’s First, 

which is delivered through the HSE, are an important step in terms of naming the abuse 

of disabled people as a policy concern. However, these interests and intentions must be 

further developed to address the need to educate vulnerable adults around issues of 

sexuality. The social model must recognise its responsibility in this regard and 

accordingly shape the principals and discourses to ensure that such intimate, yet none 

the less, highly political issues become central to the political drive in the public 

sphere.
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Clearly, through analysis of these selected accounts as offered by participants across 

both Case Studies, it is demonstrated that universal, and indeed highly political, 

discourses of oppression can be identified in the private sphere. As discussed above, 

these have live implications both in terms of the position and experiences of disabled 

people. As also noted, these concerns do also have relational implications in terms of 

the policy developments with respect to disability. The failure of principals and related 

discourses of the social model to acknow^ledge or politicise these means a failure of the 

model to effectively account for the lived reality of social oppression. Thus, as analysis 

of the data has demonstrated, this runs the risk, as Dewsbury et al (2004: 152) note, of 

rendering the model only ideologically applicable. If the model continues to be silent 

on the politics, practices, experiences and thus potential discourses of disablement that 

occur within the private sphere, then, as Thomas (1999: 81) argues, the social model 

has failed in its business. As she suggests, it will have failed because it will not 

recognise the reality of the lived experience of disablism.

In the everyday lives of disabled people there is a melding of the accumulated 

consequences of coming up against social barriers which restrict what one can 

do, of having to deal with emotional and psychological consequences of other 

people’s reactions to the way we look or behave, as well as the wider cultural 

representations of being impaired, and (for many) of the differences of living 

with pain, discomfort, fatigue, limited functioning and other impairment effects.

7.5 Concluding Comments

This chapter set out to validate the fact that personal and private experiences of 

oppression do exist, have a logic, and can be harnessed and presented as universal 

discourses of private sphere oppression. It was noted that in proposing the development 

of a politics of the private sphere, the existing dichotomies of the public/private, 

disability/impairment would need to be dismantled. This did not advocate a return to 

the individual model in so far as disability would be equated to the personal tragedy of 

disability. Rather, as this chapter demonstrates, in proposing a return to the personal 

and the private what is being called for is a greater understanding of the lived 

experiences of disablement, and to have these understandings and realities reflected in 

the political discourses of oppression that are now successfully realised as public 

sphere concerns.
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Section 7.3 has validated the need for the model to demonstrate greater appreciation of 

the diversity of personal social experiences of disablement. Although universal 

discourses on issues such as employment may have traditionally been presented as 

grand narratives, the new world created as a result of the National Disability Strategy 

means that there must be a greater understanding of the diversity of disabled people, 

their related experiences of stigma (in terms of presentation of disability), and the 

related diversity of their personal social locations. It is argued that to address issues of 

social oppression, those working in the area of disability must provide a more 

developed understanding of the many ways disability presents and is experienced. 

Returning to the discussion in chapter 6, section 6.2, differences in impairment, linked 

to differences in social capital will result in differences in the locations and experiences 

of disablement. To assume one size fits all will be to deny disabled people their right to 

individuality. In proposing the development of a personal social, or meso analysis 

within the social model, this thesis is not moving too far from the current principles and 

socio-political discourses of the model. Rather, this section, in flagging the need for a 

more nuanced understanding of the diversity of experiences and locations of 

disablement, urges those working within the model to more explicitly acknowledge the 

differences related both to the experience of impairment and disablement, and the 

implications of these in terms of developing public sphere responses.

As noted in the opening to section 7.4, calling for issues of the personal private 

experiences of disablement to be politicised may be resisted more by traditional social 

modelers. As Oliver (1996b, 2004a, 2004b) and Finkelstein (2004) have argued, 

disablement must continue to be understood as a universal issue concerning the socio

political and economic disadvantage experienced by disabled people and imposed on 

top of people’s impairments. However, as section 7.4 has demonstrated, the drive to 

politicise disability in terms of practices of oppression that occur ‘out there’ in the 

public sphere fails to account for the continued instances of disempowerment that 

shape people’s experiences and expectations in the private sphere. It fails to 

acknowledge that, for some disabled people whose lives are very distant from the 

mainstream and the growing politicisation of the disability question in the public 

sphere, the political issues of the social model fail to resonate with the reality of their 

lived experiences and personal location. As noted in the data generated through the 

Case Studies, those people who continue to live at home, and for those people who 

experience mental health issues as a result of their personal experiences of restrictions,
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and for those who lack the cultural capital to participate ‘safely’ in society, will not 

necessarily see their experiences and concerns reflected in the increased political 

discourses on disablement.

Dewsbury et al (2004: 152) suggest that the problems of the social model centre around 

the standard sociological desire to present scientific explanations of social life, 

suggesting “in so doing they ‘lose their phenomena’- the real world, real life 

experiences of disabled people as they go about their everyday lives”. In an effort to 

resolve this issue of the disappearing phenomenon of lived disablement both chapter 

six and seven have argued for the need to delve into the mess that is the private sphere. 

This demands a commitment to not simply analysing disability in terms of the 

“appearance of social order”, but in terms of “how such experiences are interactionally 

produced” in the lived realities of the everyday, private lives of disabled people (Ibid: 

153). This thesis argues for developing a politics of the private sphere oppression of 

disability that has a logic and provides the opportunity to get ‘under the skin’ of the 

macro discourses of socio-political oppression. It is suggested, in so doing, this 

politicisation of the private sphere experiences of oppression will provide for a more 

related understanding of the complexities and interactions that continue to sustain the 

marginalised and excluded position of disabled people. It is argued, it is only when we 

apply this approach will we be confident that the principles and discourses of the model 

will continue to be of relevance to the lived experiences of disablement and reflect the 

experiences, concerns and voices of disabled people. After all, as Barton (2003) notes, 

the success of the model has always been in its ability to appreciate and represent the 

experiences or “voices” of disabled people.

One of the significant changes in my perspective and understanding resulting 

from my studies of the writings, poetry and songs of disabled academics and 

activists was an appreciation of the fundamental importance of the voices of 

disabled people. This increasingly informed awareness that disabled people 

have views about how they wished to be defined, what role they should play in 

the struggle for change, what that change involved, entailed for me a new 

imperative of learning to listen to and respect disabled people.
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8 Acknowledging Private Issues of Disability as a Public 

Concern

8.1 Introduction

In this thesis it is acknowledged that the principles and discourses of the social model 

have, over the last three decades, successfully repositioned the phenomenon of 

disability from being understood as a private trouble to a public concern both nationally 

and internationally. Those working from within the social model perspective have 

argued that disability is the consequence of barriers and practices ‘out there’ in the 

social world, something imposed on top of people’s impairments by the way in which 

they are isolated and excluded from society. Accordingly, the social model frames 

disability as a consequence of social oppression, turning attention away from the 

biological and individual restrictions resulting from impairment and onto the socio

political practices of oppression. Barnes et al (2002: 5) have noted, disabled people and 

academics drew on personal experiences and engaged a sociological imagination to 

argue for a new approach to disability that

does not deny the significance of impairment in disabled people’s lives, but 

concentrates instead on the various barriers, economic, political and social, 

constructed on top of impairment. Thus ‘disability’ is not a product of individual 

failings, but is socially created; explanations of its changing character are found 

in the organization and structures of society. Rather than identifying disability 

as an individual limitation, the social model identifies society as the problem, 

and looks at fundamental political and cultural changes to generate solutions.

However, as noted in chapter three, in providing a more “overtly political account” 

(Barnes et al, 1999: 212), the social model is not presented solely as a theoretical 

development. Writers such as Jenny Morris (1991) argue that the principles and 

discourses of the model also provide people with the language to account for their 

personal experiences of isolation and disablement in terms of collective social 

oppression. Moreover, in recognising that conventional politics and policy-makers have 

traditionally failed to commit to resolving the disability question (Barnes et al, 1999: 

180), the principles and discourses of the model have been used, developed, and
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deepened to advocate for and secure the citizenship rights of disabled people through 

the political arenas and public sphere. The success of the social model, therefore, has 

been that firstly, it has generated a collective consciousness amongst disabled people 

and across impairment groups (ibid: 180), secondly, it has successfully repositioned 

disability and disablement as a public sphere grievance, and finally it has spawned a 

growing body of academic work under the heading of disability studies. In noting this, 

Barnes et al (2002: 251) suggest there is a “symbiotic relationship” between the 

movement, that is, disabled people and the politics of disablement, and the academy.

This thesis has evaluated the current position and effectiveness of this symbiotic 

relationship by analysing the usefulness of the social model in the Irish context. Firstly, 

chapter three identifies the core principles and theoretical discourses of the social 

model, noting that the success of these can be judged in terms of their use and 

usefulness for disabled people and redressing the collective daily reality of social 

disablement, and the impressions these have made on the political, public sphere arena. 

Chapter four provides an analysis of, what is suggested in this thesis, are four key 

points of transition in terms of Irish public policy responses to disability in the last 

three decades. As noted in this chapter, the principles and discourses of the social 

model became incrementally reflected in the shape and scope of the Irish policy 

environment, securing the legitimacy of issues and discourses of disablement in the 

public sphere. Chapter five, through the study of data generated through a Sample 

Study with four participants with visible physical and sensory disabilities, has explored 

the relationship or relational context that exists between the principles and discourses 

of the model and the lived experience of disablement as offered through the accounts of 

disabled people.

Chapter five acknowledges the potency of the model and its reflection in the psycho

social manifestation of a disabled consciousness and activism. However, as also noted 

in chapter five, the symbiotic relationship between the experiences of disabled people 

and that of the academic parameters of the model is not as complete as Bames et al 

(ibid: 251) would suggest. Issues concerning the personal social experiences of stigma 

for instance have found, at best, limited expression in the model, whereas the model 

has until recently remained ominously silent on issues of disablement such as 

impairment effects and the practices of infantilisation that operate in the private sphere. 

This thesis has, in light of the identification of such serious omissions, argued for the 

politicisation of the personal, private experiences of disablement in chapter six and
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seven. It is suggested that in order to ensure that the model remains relevant to disabled 

people, or to ensure the ongoing synthesis between theory and practice, issues of 

disablement as they are experienced in the personal social and personal private context 

to disablement must become central to the politics of disablement. As noted in chapters 

five and six, to fail to redefine the principles and discourses to speak for such realities 

of disability is to risk losing the model to the field of rhetoric. Chapter seven has, by 

drawing on data generated through two Case Studies, demonstrated that it is possible, 

and necessary to politicise universal personal and private sphere experiences of 

disablement.

In conclusion, this chapter will evaluate the findings of this thesis, reflecting both on its 

strengths and its limitations in terms of providing insights into the success and use of 

the social model in the Irish context. In acknowledging that this study is in itself only 

an introduction into the issue of private sphere oppression, this chapter will also discuss 

the future theoretical debates and empirical research required to develop these findings. 

In outlining this form of ‘dual development’, that is of theory and practice, this thesis 

suggests that the success and prominent political location of the social model will be 

maintained only if it learns to listen, understand, respond, and politicise the lived, 

private sphere experiences and locations of disabled people. As noted in chapter seven, 

if the principles and discourses of the model continue to reflect only the socio-political, 

or overtly public sphere interests of disablement, the model will run the risk of failing 

to reflect the lived experiences and locations of many disabled people.

8.2 Reflections on the Study

From the beginning of the design of this study, it was acknowledged that this thesis 

would strive to avoid the trappings of conventional, positivistic approaches to 

researching disability and disabled people. The research did not commit to the research 

aspiration of ‘objectivity’, acknowledging from the outset that disabled people do 

experience disproportionately higher levels of social, cultural, and economic exclusion 

than their non-disabled peers. Thus, from the outset this study made a commitment to 

the principles and discourses of the social model, and thus to the commitment that the 

research project would not return to the positivistic tendencies of traditional studies 

designed on the issues and individual trauma and experiences of disabled people. 

Therefore, the research was developed vidth the emancipatory research model in mind, 

which included a commitment to viewing socio-political barriers and not the individual



and impairment as the cause of oppression, to acknowledging the political struggle of 

disabled people, to abolishing the traditional researcher/ researched relationship, and an 

acknowledgement of the plurality of methodologies and methods required to address 

the issues of social disablement (Mercer, 2002: 233). By engaging with the 

emancipatory research model it was hoped that the research would avoid the trappings 

of conventional, positivistic research into disability, that as Moore et al (1998: 13) have 

argued,

encouraged projects which are irrelevant to those who are being researched and 

recycled oppression and exploitation through fragmenting knowledge and 

reproducing marginalization of disability issues.

Although this study, as noted in chapter two, may not satisfy all the demands posed by 

the emancipatory disability research model, it did strive to develop the study in line 

with this methodological approach to researching disability. From the outset the study 

acknowledged the struggle and politics inherent in both people’s experiences of 

disability and the principles and discourses of the social model itself. Although not 

exhaustive by any means, the study did use a mixed methods approach that included 

employing the methods of discourse analysis and semi-structured interviews. Despite 

the application of this mixed method approach, however, this research has privileged 

the experiential, or the accounts of disablement as offered through interviews of 

disabled people, over other sources of data. Therefore, although chapter four does 

analyse points of transition in the development of Irish policy over the last 30 years, 

even in this chapter, efforts were made to ensure that specific consideration was paid to 

the positions and concerns of the disability sector as articulated through representative 

voluntary disability organisations. Finally, it is important to note the core findings 

identified in this study, that is, the need to develop a politics of oppression as it 

operates in the private sphere, was not identified via critical theoretical engagement 

with the work of writers within disability studies and sociology alone. Rather, the 

impetus behind calls to address the personal social and personal private contexts to 

disablement in the private sphere emerged from the voices and experiences of disabled 

people themselves, that is, through the analysis of the data generated through the 

interviews with disabled people in chapter five. Analysis of this data identified the 

divergence or increasing distance of the discourses of the model from the lived 

experience of disablement in the private sphere as articulated through the accounts and 

vignettes offered by the participants. Although these concerns became objectified via a
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critical engagement with the theoretical debates in disability studies in chapter six, the 

recommendations were further validated via the analysis of data generated through two 

Case Studies in chapter seven.

Clearly, therefore, the design of this study privileged identifying the experiences of 

disabled people, and having these identify and validate the use and usefulness both of 

the model and the development of the model as proposed in this thesis in chapters six 

and seven. As the many extracts used in this thesis demonstrate, the richness of the data 

provided ample evidence both of the power and success of the principles and 

discourses of the model, as well as the limitations inherent in its socio-political frame. 

The analysis of policy developments also provided a useful insight into the macro, 

public sphere manifestations of the model. Together, the analysis both of primary data 

and policy data confirmed the political potency of the model, whilst simultaneously 

exposing the model’s inherent weaknesses.

This thesis argues that this approach has yielded important findings. This thesis argues 

for the need for those working in disability studies to pay due consideration to the 

politicisation of the issues of oppression in the private sphere. This is somewhat of a 

radical development in that, although it may resonate in part with recommendations of 

feminist writers calls to include impairment, this thesis demands the many facets, 

structures, and practices of oppression in the private sphere to become central to the 

public sphere considerations on disability and oppression. Therefore, theoretically, the 

findings from this thesis call for those working in disability studies to re-examine the 

principles and related discourses of oppression. Empirically, this suggests that practices 

and structures of oppression in the private sphere must be identified, deconstructed, and 

exposed, just as early critical writers such as Finkelstein (1980) and Oliver (1990) have 

done for the public sphere issues of social oppression.

However, despite the importance of the findings from this study, the study in itself did 

have limitations that must be acknowledged. Firstly, this study was a relatively small 

study in that it was based on specific examples of policy, and more importantly on a 

limited number of interviews with disabled people. Secondly, it is acknowledged that 

this thesis does not address a single, focussed research topic within disability per se, but 

rather offers a broad critical analysis of disability theory generally and links this with 

exploratory insights into the lived experiences of private sphere oppression in the Irish 

context. Accordingly, this study did not delve into any issue or experience of disability
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or impairment in detail, but rather demonstrated the varied discourses and instances of 

private sphere disablement that, it is argued, must be politicised through the public 

sphere politics of oppression. Therefore, it is acknowledged that this study cannot be 

understood as either a representative study or a completed argument. Rather, this study 

must be approached from the viewpoint that it is the beginning, as opposed to the end 

of a debate, and one that, no doubt will take many twists and turns. It is recommended 

that the development of this debate must include critical theoretical engagement as well 

as further, more refined empirical studies into specific instances and areas of private 

sphere oppression. Suggestions and recommendations for some developments in both 

these areas will be discussed in greater detail in section 8.3 of this chapter.

Thirdly, and as noted above, although the use of qualitative, semi-structured interviews 

did provide rich and in-depth data, and as a method it is very flexible in terms of 

addressing anticipated and yielding unanticipated accounts of disablement, as a method 

it does have limitations. The most obvious of these limitations is that, in capturing the 

accounts of disablement as offered by participants, the study is gaining access to only 

one person’s account of events, relationships or experiences. The researcher, and thus 

the study, is not privy to how others, such as family members, understand and 

experience these instances or relationships. Indeed, these other stakeholders are dealt 

with only fleetingly, and their position is objectified and thus made passive and fixed 

through analysis. To fully appreciate the complexities of private sphere oppression, 

therefore, other methods and research focuses will need to be explored. This may 

include focus groups with parents, ethnographic studies of the daily activities and 

interactions that occur within an institutional setting such as a residential day service, 

or developing life stories of particular individuals. Such diverse methods would provide 

situated and related understandings of the micro and meso levels of disablement, and 

these findings could build upon the findings of this research.^^’

Finally, although this study addressed the question of disability in the universal sense, 

in designing the research it was decided to only interview people with visible physical 

and sensory disabilities. Thus, the data used both for chapter five and chapter seven 

was only representative of the experiences of people with a related impairment 

experience and cannot be understood as representing the variations in impairments or

This should contribute to the growing body of research in Ireland that is focussing mainly on 
the life experiences of people with intellectual disabilities (see Haase, 2005; McConkey et al, 
2005; Federation of Voluntary Bodies, forthcoming).
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impairment experiences. Clearly, therefore, although in my theoretical deliberations 

this study uses the term ‘disability’ passively and does not, except briefly in section 6.2 

of chapter six engage with issues of the diversity of impairment types, during the 

research design process there was a clear line drawn between who was to be part of, 

and who was to remain outside the research. As discussed in chapter two, the reasoning 

for focussing on the experiences of people with visible physical and sensory disabilities 

was that it was believed it would allow for a more relational analysis between people 

with similar impairments to emerge. It was also anticipated that interviewing people 

with similar social relational impairments would enable the analysis to capture the 

socio-political implications of the power of the gaze (Foucault, 1979) or the stigma of 

disability (Goffman, 1968).

However, as the discussion in chapter six has argued, the question of diversity as it is 

related to impairment itself is an important determinant to the experience of 

disablement. As noted by writers such as Monks (1999), Morris (1991,1993), Vernon 

and Swain (2002), and Goodley (2001), the issue of the diversity that exists between 

disabled people is a crucial factor that cannot be ignored. Therefore, although this study 

drew on interviews with people with physical and sensory disabilities, as the discussion 

in chapter six acknowledges, there is a pressing need to address the particular 

experiences of both personal and private sphere oppression for certain impairment 

groups and within these groups, such as those with acquired brain injury, people with 

intellectual disabilities, or disabilities relating to ageing such as Alzheimer’s.

Clearly, therefore, despite the fact that this thesis provides an analysis of both the 

potential or capacity of the social model, and its application to the Irish context, it is 

acknowledged that this study is open to criticisms on a number of fronts. As this 

section has suggested, the study is not a focussed, single facing study into a particular 

instance of disablement, but rather offers a broad analysis of the success and current 

direction of the model. This thesis does centre its critique on the findings emerging 

from the analysis of primary data, but it is also accepted that this primary data is 

limited in terms of the numbers of participants involved, the selection process applied 

to participants, and the methods adopted. However, as also noted, this thesis should be 

read as the beginning of a broader debate, rather than a study that provides the ultimate 

solution.
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The question of applying a political analysis and developing universal public 

discourses from the personal social and personal private experiences of disablement in 

the private sphere is not something that will easily be incorporated into the social 

model. This will demand re-evaluating the principles of the social model to ensure that 

they acknowledge the holistic experience of disablement that span both the public and 

private spheres. It will necessitate developing a relational understanding of disablement 

so that macro concerns relating to rights and citizenship, delivery of service through 

public systems, and addressing issues of housing and poverty for instance, are linked to 

meso considerations of human and social capital, and micro conditions of disablement 

in the form of infantilisation, impairment effects and people’s very physical and 

cultural distance from the mainstream.

Nonetheless, despite these limitations, it is argued that this thesis exposes the potential 

central flaw of the model. In recognising the theoretical and political problems posed 

by the denial of private sphere oppression, this study, in response, provides a strong 

basis upon which to build coherent discourses of private sphere oppression, and to have 

these recognised as central determinants to the social disadvantages experienced by 

disabled people and their distance from the public sphere. The argument developed in 

this study provides a clear logic in terms of conceptualising and accounting for 

experiences of personal social and personal private experiences of disablement, it 

counteracts the fears of writers such as Oliver (2004a, 2004b) who argue addressing the 

personal runs the risk of shattering the universalism underpinning the principles of the 

model, and it demonstrates the importance of recognising and responding to the 

relational contexts to public/disability, private/personal contexts to disablement. 

However, in light of this discussion in this section, and in acknowledging the need to 

develop the findings emerging from this study, the following section will identify some 

core theoretical and empirical areas of research that it is suggested are required to 

further the work in the area of disability and the private sphere.

8 J  Areas of Future Research

As this research has argued, the successful politicisation of the issue of social 

oppression in the public sphere cannot be attributed to the work either of academics 

within disability studies, or the activism of disabled people or the disability movement. 

Rather the success of the disability project is as a result, as Barnes et al (2002: 251) 

have argued, of the symbiotic relationship between these two approaches. Recognising
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this, therefore, and in providing recommendations for areas of development and future 

study arising from the findings of this research, this section remains sensitive to the 

need to identify areas for further consideration both in terms of theory and empirical 

research. Although it is recognised that the discussion to follow does not offer an 

exhaustive approach in terms of addressing issues of private sphere oppression, the 

intention of this section is to initiate thinking, debates and empirical interest in 

identified areas, practices, and instances of oppression in the private sphere, that it is 

suggested urgently require attention.

8.3.1 Theoretical Debates

As noted in this study, the dominant discoiuses within disability studies are those 

informed by the socio-political analysis of disability and social oppression. 

Accordingly, the phenomenon of disability is deconstructed to reveal the social 

practices and structures in the public sphere that constitute disabled people as 

dependent, pitiful, and in a position of contested citizenship. The model challenges 

institutions and structures such as the medical and state institutions, and social and 

material factors and conditions such as income, housing, education, employment, 

transport, and the built environment.

However, as this thesis has argued, despite its significant achievements, the principles 

and discoiu^es of the model have privileged the universal public sphere considerations 

to oppression such as housing over the private sphere experiences of disablement, such 

as people’s individual differences in terms of education for instance, and practices of 

infantalisation that compound people as adult-child. Accordingly, in spite of its 

commitment to maintaining a synthesis between experience, theory, and practice, 

issues that may be more difficult to include under existing public sphere grievances 

have tended to be isolated from the socio-political discourses of oppression at play in 

the public sphere.

Yet, as noted and welcomed in chapter six, increasingly writers in disability studies are 

beginning to question the socio-political, macro, and universal analysis of disablement 

as fronted by the model. Increasingly those working from within a social model 

perspective are beginning to call into question the absence of meso and micro analysis 

to disability and disablement. Although these writers do not necessarily argue that this 

is evidence of oppression in the personal and private sphere, there is a growing body of
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work now committed to addressing the personal and personal social contexts to 

disablement that, it is suggested, if harnessed can usefully contribute to the theoretical 

debate around disability in the private sphere.

As discussed in chapter six, in drawing attention to issues of diversity in terms of class, 

age, ethnicity, and gender, and to the diversity related to impairment types, writers such 

as Vernon and Swain (2003), Humphreys (2000), Goodley (2001) and Monks (1999) 

challenge the model’s ability to sustain the concept of the universalised disabled 

person. In urging those working in the area of disability studies to consider the 

diversity of people’s personal social locations, these writers call for a meso and micro 

level interpretation of oppression and the complex personal, social, and structural 

interactions that sustain the reality of oppression.

Alternatively, as also discussed in chapter 6, calls to address issues of impairment, both 

in terms of the social relational and impairment effects are gathering momentum and 

directly speak to the personal social and personal private contexts to disablement. 

Writers such as Thomas (1999) and Shakespeare and Watson (2001a) contest the 

distinction that is made between disability/impairment, social oppression/individual 

impairments, and argue for a more critical understanding of the relationship that exists 

between bio-politics and social oppression to be developed. These writers argue for a 

relational understanding of impairment that is experienced by the individual and the 

individual experience of social interaction to be included in the politics of disablement. 

In so doing, the analysis of impairment as offered by Thomas (1999, 2001, 2004a, 

2004b) and Shakespeare and Watson (2001a) advocate dissolving the dichotomy 

disability/impairment and personal/social and engaging with personal experiences of 

impairment in an effort to understand the complex nature of social oppression. As 

noted in chapter six, this is a welcome development and one which usefully provides 

the framework for addressing issues of personal and private sphere oppression.

Alternatively, as also welcomed in chapter seven, writers such as Watson (1998), 

Riddle and Watson (2003), and Goodley (2001, 2003) suggest the critical issues that 

must be considered by the social model relate to the development of a collective 

disabled identity, rooted in the acknowledgement of the routine, individual, private 

experiences of oppression. Watson (1998: 161) advocates supporting people to become 

part of a disabled community through their “sharing of ideas and experiences with 

other disabled people”. As he notes, this empowers people to understand and translate.

275



what this thesis would suggest are, their personal private and personal social 

experiences into collective grievances, empowering them to develop a sense of 

collective agency and resistance. For such writers, the individual private experiences 

and positions of disabled people continue to be the ultimate sites of disablement, in so 

far as “the prejudice experienced by disabled people in their day-to-day interactions 

with non-disabled people lies at the very heart of segregation and oppression” (Watson, 

2003: 35).

Furthermore, as also noted in chapter seven, it is argued that the role of the family 

system and the experiences of family life with respect to disability continue to 

profoundly shape the experiences and expectations of disabled people. Positioned often 

as adult-children adults with disabilities can, due to practices of infantilisation and 

patronage, be denied the right to transition to adulthood (e.g. Mitchell, 1997). Such 

practices and the denial of a person’s basic rights can often go unnoticed as instances of 

oppression, sheltered by their location in the private sphere.

Finally, as also briefly discussed in section 7.3.2 in chapter seven, it is recognised that 

the growing interest amongst those working in disability on the issue of human and 

social capital and disabled people is an important development in terms of thinking 

about the personal social context to disability (see Riddell et al, 1999; Potts, 2005; 

Pavey, 2006). Pavey (ibid: 219 acknowledges that social capital theory privileges the 

normative understanding of social actors and does not focus on people who, for varying 

reasons, are unable to develop their social and human capital in the community very 

easily. She points out that counteracting such capital deficits is understood as a 

personal responsibility. This recognition of the social and human capital deficits of 

disabled people is an important tUrp towards providing a critical political analysis of 

the varying distance of many people as individuals from social participation. This 

thesis agrees with Pavey (ibid: 219) when she notes that even where there are efforts 

within disability studies to engage with social capital theory to redress the human and 

social deficits of individual disabled people, these theoretical and empirical efforts 

within disability studies do not “currently make reference to each other”. This thesis 

has argued that the politicisation of personal private sphere oppression would demand 

that such work not only reflect upon similar work in the area of social and human 

capital within disability studies, but develop a relational understanding with other 

discourses of personal social and personal private oppression, in developing a logic to 

politicisation of private sphere oppression. Thus, it may not be possible to divorce
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issues of impairment effects, the experiences of infantilisation or people’s low levels of 

education or training from each other. Developing a relational understanding between 

these varied personal social and personal private contexts to disability and the question 

of transferable capital is crucial if issues of social oppression are to be effectively 

analysed.

These growing interests in disability studies in issues of personal social and personal 

private oppression usefully draw attention to the meso and micro instances of 

disablement that compound people’s experiences of disablement. However, this thesis, 

echoing Pavey (2006) argues that in developing these theoretical arguments almost in 

isolation to each other, the relational context to these forms of analysis is 

underdeveloped. Thus, as noted in chapter six individually these distinct theoretical 

developments are significant. However, as this thesis suggests, if these are collectively 

addressed under the term private sphere oppression it will enable the relational 

implications of meso and micro practices of oppression to become manifest. This 

provides a logic to the reality of oppression and disablement in the private sphere and 

demonstrates how such practices and instances interplay to sustain people’s distance 

from mainstream society and the opportunities that are now available under such 

developments as the NDS. This thesis argues, understanding the relationship between 

the instances and discourses of oppression as outlined by writers such as Thomas 

(1999), Vernon and Swain (2003), Riddle and Watson (2003) and Pavey (2006), or the 

practices of infantilisation as identified in this thesis, is essential if the policy of 

mainstreaming, the activation process to employment being developed by the 

Department of Social and Family Affairs (DSFAa), and other developments under the 

NDS are to truly benefit all Irish disabled people, not just those most ready to 

‘participate'^’.

This thesis, therefore, recommends linking and developing theoretical interests in 

personal private and personal social disablement under the universal politics of private 

sphere oppression. It is argued that this will enable those working in areas concerning 

the personal experiences of disablement to laterally and interactively analyse practices 

of oppression in the meso and micro levels, thus providing a coherency and a logic to

Under the DSFA Sectoral Plan (2006) the department has committed to developing 
activation processes to support disabled people to transition out of social welfare and back to 
work or training. This includes developing robust protocols with both the Department of 
Enterprise Trade and Employment and the Department of Health and Children so that 
recognisable traps such as the retention of the medical card can be addressed.
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the reality of disablement as it operates in the daily lives of disabled people. It will 

expose the relational contexts that sustain people’s dependent and disenfranchised 

position in the private sphere. It will also demonstrate the relationship that exists 

between personal oppression and socio-political disablement, making explicit the fact 

that the contemporary reality of disablement is not only about social, environmental, or 

material barriers as they exist in the mainstream, but is equally tempered by the reality 

of impairment effects, people’s opportunities to exercise self-determination, and indeed 

people’s varied levels of social capital in terms of the transferable skills and education 

they may have at their disposal.

This thesis argues, therefore, that until these personal social and personal private 

contexts to disablement are collectively harnessed and politicised as private sphere 

disablement it will be difficult to provide a counter argument to the rigid socio-political 

arguments presented by critics such as Oliver (2004a, 2004b) and Finkelstein (2004) 

when they insist that the social model is not about individual experiences of 

impairment and disablement. Harnessing the relational contexts to disablement, that is, 

acknowledging the relationship that exists across instances and experiences of personal 

social and personal private experiences and contexts of oppression, and indeed between 

these and people’s sustained distance from the mainstream, will make explicit the 

significance of private sphere oppression in terms of political, public sphere discourses 

on disablement. Disability is not simply about barriers to doing, but also about barriers 

to being (Thomas, 1999). The relational context between a person’s experiences of 

oppression in the private sphere, and between these and the public sphere interests in 

enviroimiental barriers and material disadvantage must be made explicit. Failing to 

recognise the significance of practices and structures of oppression in the private sphere 

runs the risk of reducing the principles and discourses of the model to operating merely 

as rhetoric, and not be seen to reflect or represent the reality of the experiences or 

interests of disabled people.

In making this recommendation to link and develop theoretical discourses around the 

politics of private sphere oppression, therefore, this thesis calls for those working in the 

areas of the personal social and personal private contexts to disablement to begin to 

demonstrate the relational context between these experiences, and how they sustain 

people’s distance from the mainstream and from exercising their rights as citizens. As 

noted in chapter six, Thomas (1999) does offer an interesting initial approach, but this 

thesis argues that her distinction between impairment effects and the social relational
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contexts to disablement is misguided. Rather, in developing a politics of the private 

sphere, the reality of impairment effects, its implications in terms of informal care, its 

results in terms of reduced levels of self-determination, the fact that this can 

permanently locate people as adult-children, and thus reduce their personal 

expectations to participate in education or employment for instance, must become 

central to our critical analysis and politicisation of disablement. Only once this 

relational context, both across private sphere oppression, and between private sphere 

oppression and public discourses on citizenship, is made explicit can we be confident 

that the reality of disablement will truly be redressed through the social model.

8.3.2 Recommendations for further empirical research

This thesis clearly demonstrates the need to develop, test and refocus the principles and 

discourses of the social model to address issues of private sphere oppression. However, 

as noted, this thesis also agrees with Barnes et al (2002) assertion that the strength of 

the model is as a result of the relationship or reflexivity that exists between academic 

interests and the experience and activism of disabled people and activists, thus, 

recognising the need for further empirical studies to inform the shape of discourses of 

private sphere oppression. This thesis identifies key discourses such as the social 

relational context to impairment, the personal implications of lack of social and human 

capital in the form of education, training or economic capital, the personal management 

of impairment effects, practices of infantilisation, or issues of individual vulnerability 

arising from the adult-child status of some disabled people. In addition to these 

suggested and validated discourses of private sphere oppression, it is recognised that 

much empirical work remains to be done in terms of offering a comprehensive analysis 

of practices and structures of such oppression and providing universal discourses of 

oppression in the private sphere. As noted in chapter seven, these identified discourses 

of private sphere oppression provide the starting point in terms of developing our 

understanding of universal discourses of private sphere oppression.

This section will, by drawing on some of the findings emerging from this thesis, point 

to a number of core areas of empirical research that, it is suggested, must be undertaken 

to deepen our understanding of private sphere oppression and how this can be 

addressed in the Irish context. These recommendations will, however, be guided by a 

number of empirical considerations that, this thesis argues, should inform all empirical 

research into this area. Firstly, and reflecting the conviction in emancipatory research.
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the basis for research into the private experiences of disablement must not be motivated 

by an interest to understand the individual tragedy of disability, but by efforts to 

develop political discourses that can be harnessed as public grievances. Therefore, 

interest in uncovering the lived reality of the daily, intimate lives of disabled people 

must be driven by the explicit intention to have the findings inform the public sphere 

debates and responses to the exclusion and oppression of disabled people. Where 

possible disabled people should co-participate in the research process to that the 

learning from the research findings can be internalised and used to progress the 

communities understanding of social inclusion and barriers to participation experienced 

by disabled people.

Secondly, in an effort to build a picture of the plurality of the lived experience of 

private sphere oppression, the research design underpinning specific projects must be 

dynamic and engage varied research methods and research focuses. Although the 

mixed method approach adopted for this research, namely qualitative interviews and 

discourse analysis of secondary data, and the privileging of the experiences of disabled 

people, yielded important data, it does not, nor was it intended to provide the ‘whole 

picture’.

Furthermore, as noted in section 8.2, although empirical research should prioritise 

accounting for the experiences of disablement as identified by disabled people, the 

reality of private sphere oppression recognises the need to account for the experiences 

and understandings of other key stakeholders, most notably members of the family, but 

which could also include addressing doctors and service providers for instance. For, as 

noted in chapter two and section 8.2 of this chapter, directing research towards 

analysing the role played by such stakeholders will yield specific insights. Through the 

interviews with disabled people it is possible to capture the participant’s experiences of 

family life or sheltered occupational services, but these accounts do not provide us with 

the counter experiences of other family members or the efforts or intentions of service 

providers. Indeed, these stakeholders are passively represented and their reported views 

objectified. In order to deepen our understanding of private sphere oppression this 

thesis recommends that specific studies must be undertaken into areas and sites of 

private sphere oppression, studies that may demand applying different methodological 

tools to the study of such areas as disability and the family.
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Fourthly, and as also noted in section 8.2 and in chapter two, research should be 

conducted to identify the relevant private sphere experiences of specific categories of 

disabled people. Indeed, the specific issues relating to the institutionalisation, 

infantilisation, and the difficulty in developing the human and social capital of people 

with intellectual disabilities must play a key role in shaping our understanding of the 

grievances and public sphere concerns of this particular group, and the diverse 

responses required to redress the reality of disablement (see Humphreys, 2000; Riddell 

et al, 1999).

Finally, this thesis argues, it is important, in proposing areas of future research, to 

remain connected to the current Irish policy environment with respect to disability. As 

chapter four has demonstrated, the principles and discourses of the social model have 

successfully found expression in public sphere discourses, as reflected in the National 

Disability Strategy and the new social partnership agreement. Towards 2016. In 

arguing that disability is the consequence of social oppression, the socio-political 

analysis of the model is interpreted and responded to in terms of addressing social and 

societal barriers to participation, out there in the public sphere. Thus, through the six 

departmental Sectoral Plans, through the development of the Independent Needs 

Assessment, and through the establishment of the Personal Advocacy Service (PAS), 

the State apparati are harnessed to address the barriers to public sphere participation. 

However, as chapters five and seven have demonstrated, for many disabled people their 

very distance from mainstream society means that the implications of these 

developments may not be fully realised in terms of their lived, daily life experiences.

As noted in chapter four, the establishment of a personal advocacy service whose remit 

is to support disabled people most at risk to secure their rights to social services, but 

which does not include right of entry into nursing homes and residential settings to 

identify clients or those who are dependent on people to present for the service, fails to 

recognise the myriad and complex private sphere barriers to participation that sustain 

peoples dependency and distance from mainstream social participation. Thus, in 

providing areas of further study, this thesis would strongly emphasis the need to ensure 

that the learning from this research will impress upon, not simply the principles and 

discourses of the social model, but on the rapidly evolving policy responses that are 

being developed to respond to the exclusion of disabled people.

Developed from the findings of this study, this thesis recommends three particular 

empirical studies, that it is argued, are urgently needed in terms of deepening our
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understanding of the private sphere contexts of oppression in the Irish context. As 

noted in this chapter, this is not to suggest that these are the only areas of further 

research required, but that these should be seen as the beginning of more directed 

engagement with the practices and experiences of disablement in the private sphere.

Firstly, this thesis recommends developing a research study that investigates the 

capicity of voluntary disability organisations to support disabled people in this new 

world created as a result of the National Disability Strategy (2004) and the new social 

partnership agreement. Towards 2016. In this new environment the State has pledged to 

redress the social exclusion of disabled people through a mixture of providing 

enhanced disability-specific services and ensuring that disabled people, as do other 

citizens, access and benefit from current mainstream services. However, as this thesis 

argues, the very distance of some disabled people from mainstream society, their lack 

of human or social capital, the implications of impairment effects, and the results of 

being conditioned by lifetime experiences of infantilisation, means that they are not in a 

position to either participate or benefit from these policy developments. Voluntary 

disability organisations, in their role as representatives in civil society, are in a position 

to act as ‘activators’, identifying such people most at risk and developing and providing 

programmes to ensure that they benefit appropriately from such developments. The 

closeness of these organisations to disabled people and their intimate knowledge of the 

private sphere locations of their members mean’s they are in a unique position to 

identify the needs, risks and sites of disablement that act as real restrictions to peoples 

participation. Through the use of research methods such as questionnaires to members 

of the organisations, ethnographic studies that capture the work of Family Support 

Officers, and qualitative, semi-structured interviews with both these workers and the 

individuals and families they support, an interesting and dynamic insight into the 

reality of private sphere needs, experiences and dynamic responses could be captured. 

This would provide useful empirical results to support the development of discourses of 

private sphere oppression, as well as enabling us to evaluate the use and usefulness of 

developments arising from this new policy context.

Secondly, in developing the findings of this thesis, it is acknowledged that there is a 

pressing need to understand the distinctive nature and practices of oppression 

experienced by particular impairment groups. Most notably, this study would draw 

attention to the need to explore the difficulties faced by people with intellectual 

disabilities and those with acquired brain injury, or people with severe physical and
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sensory disabilities in terms of access to and exercise of both personal and social 

capital. Similar methods to those proposed above could also be used to identify the 

experiences, needs and aspirations of these individuals. However, as a starting point, it 

is recommended that the data contained in the two National Disability Databases*^®, 

and the data arising from the Independent Needs Assessment could provide a useful 

overview in terms of identifying the current public sphere responses to these 

impairment groups. It is anticipated that these studies would provide a critical insight 

into how issues of citizenship and social participation persistently overlook the specific 

needs and personal private locations of these individuals, and thus provide direction 

both in terms of developing service responses and appropriate discourses of personal, 

private sphere oppression.

Finally, the findings emerging from this study would also strongly indicate the need for 

further investigations into the issues relating to disability and the family. In particular, 

it is suggested that there is a need to address the transition of people with disability, 

aged 16-24, from children to adults. As this thesis suggests, many disabled people 

remain locked into an adult-child position within the family, and this can restrict their 

transition to adulthood and the development of aspirations relating to independent 

living or exploring training and employment options. In order to understand these 

findings, to more usefully apply these to the policies being developed under the NDS, 

and to inform the development of discourses relating to the life course and disability it 

is recommended that a Case Study approach is applied to the study of young disabled 

people and the transition process from childhood to adulthood that occurs within 

families. The use of such a methodology would enable us to track the individual 

challenges faced by people, the changing relationships and dynamics that occur 

between them and their family members, the role that family members play in 

supporting disabled people to exercise personal autonomy that would include areas 

such as sexuality, and the difficulties people face in securing the supports and services 

and accessing their appropriate training and employment options. The role of voluntary 

disability organisations could be important here in that they can provide the access 

routes to identify participants and families for such a study. In the research design

The Department of Health, through the Health Research Board and the Health Service 
Executive, maintain two voluntary databases that capture the expressed anticipated needs and 
future service requirements as outlined by disabled people. These databases are based on 
voluntary enrolment and therefore cannot be interrogated as would epidemiological studies. 
Rather they are used as planning tools in terms of developing and delivering services to disabled 
people.
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period, decisions would need to be made around the focus of the study, in so far as 

deciding if the study would address a single impairment group, such as people with 

intellectual disabilities, or develop a relational study that would juxtapose the findings 

from Case Studies that crossed impairment groups. Both these studies would yield 

interesting private sphere data with respect to the political role that families play in 

supporting people to transition from childhood to adulthood. The latter approach 

would, however, provide useful insights into the diversity of the situations and needs 

that are encapsulated under the single term ‘disability’.

Although these recommended studies will not provide a comprehensive insight into the 

structures, practices and experiences of private sphere oppression, the findings from 

such research should begin the process of deepening our understanding of the lived 

experiences of disablement as it persists in the personal social and personal private 

contexts. The findings from such research should provide clear evidence of the 

collective contexts to personal and private sphere oppression, which also provides a 

more nuanced understanding of the diversity of private sphere locations of disabled 

people. Although this would usefully temper the policy and implementation of the 

National Disability Strategy, it should also impact upon the political discourses of the 

social model to ensure that such discourses truly reflect the needs and experiences of 

lived disablement. More importantly, however, engaging in such research should 

support and increasingly enable disabled people to articulate personal and private 

sphere experiences as oppression and link this to the existing debates on people’s 

denial of citizenship. For as this thesis has noted, social inclusion will become a reality 

only once these varied interests in disability, the academic, political, and personal 

become sensitised to the reality and implications of personal and private sphere 

disablement

8.4 To Conclude

This thesis, in providing a critique both of the principles and discourses of the social 

model, and their usefulness and relevance in the Irish context, demonstrates the 

pressing need for the politicisation of issues of private sphere oppression. In calling for 

this, this thesis does not advocate either a move away from the current socio-political 

interests of the model, nor a return to the individual model’s articulation of disability as 

a personal tragedy and individual problem. Rather, this thesis, in demonstrating the 

need for the politicisation of private sphere oppression insists that unless those working
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from within the social model perspective begin to articulate the reality of oppression in 

the intimate and daily lives of disabled people, the aspirations for citizenship and social 

participation will continue to elude many disabled people.

Even in the relatively short period of this study, significant developments of relevance 

to disabled people have occurred within the Msh context. The acknowledgment by the 

State of the social exclusion and devalued place of disabled people has led to 

development of responses, progressively ensuring that the appropriate measures and 

structures are now being established to redress the contested places of disabled people 

as citizens. Simultaneously, increasingly those working within disability studies have 

begun to redirect their attention towards the lived experiences of disablement, 

demanding consideration of the meso and micro instances and practices of oppression. 

It is suggested that this thesis is well situated in this context, providing both a useful 

review of the current direction of the model and providing a fresh look at the 

challenges and options going forward.

The findings of this research suggest that we are embarking on the beginnings of an 

interesting debate on issues of private sphere oppression, to which this thesis can 

contribute. The recommendations arising from this research provide exciting ways 

forward in terms of addressing the issues of the oppression and disadvantages 

experienced by disabled people. Shakespeare and Watson (2001: 561) suggest that 

disability politics is a continuing project that will include reversals of fortune as well as 

successes. The successes of the model to date mean that the expectations of disabled 

people in terms of realising their rights as citizens run high. In order to deliver on this, 

those working in the area of disability studies and in the movement must take stock to 

ensure that all disabled people will benefit from the world we are currently fashioning. 

In concluding it is suggested that it must be through harnessing and reflecting the 

experiences and lived realities of disablement as it spans both the public and private 

spheres that the politics of oppression is developed and delivered. The findings from 

this thesis do not suggest this will be easily achieved, but does anticipate, that in itself, 

the challenge will be invigorating, challenging, liberating, and ultimately political. To 

draw on the words of Len Barton (2001: 8):

The challenge of how to create a society in which all citizens experience full 

participation including the maximum development of their ability is an urgent 

and fundamental task. A serious engagement with the complexities of these
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difficulties wiU require a recognition of the necessity of understanding the 

interrelationship between history, biography, context and structural 

factors... From this perspective, the question of disability in terms of who and 

how it is defined, represented and engaged with in terms of policy and practice, 

are fundamentally political questions.
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