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Abstract
Enabling Participation Through Partnership

This thesis presents an example of emancipatory research used within the field of disability studies.
It argues that research can be conducted in a way which more directly addresses the needs of
disabled people and involves them in its design and delivery. The key questions examine the role
of emancipatory research in enabling disabled people to take control of their lives and to accomplish
change in their immediate environment. Secondary questions explore the contribution of critical
theorists Brian Fay and Stuart Rees in informing a model of emancipatory research and their work
has been adapted to act as a framework for the thesis. The challenges researchers face when
embarking on this type of research are confronted in a realistic and constructive way. It is argued
that the achievement of a definition of ‘emancipatory’ more often depends on the attitudes and

values of the researcher and the resulting impact on those whose lives are central to the research.

The thesis describes how a group of twelve disabled students formed the Disability Action Research
Croup (DARG), identified some goals for change in their immediate environment and subsequently
developed a disability equity training package to be delivered to the staff of Victoria University. The
journey from action research group to the development of a training group with a legal status
instigated by the students of DARG is presented, offering some landmarks for others wishing to
engage in similar activities.. The key theme of partnership represents the potential for alliances
between disabled people as well as with their nondisabled allies. “Enabling participation through

partnership” underpins every aspect of this thesis and reflects its fundamental principles.



| v
Acknowledgements

Over the years since I began this research, many people have supported me and in so doing have made
acontribution to thisthesis. I thank all of them including thestaffand management of Wellington College
of Education who generously gave me a scholarship to write up the thesis. [ would particularly like to
thank all those students who shared theresearch journey with me, who gave of themselves, their livesand
their wisdom. Their passion and motivation for change arereflected in thediaryaccounts and evaluation
and their work continues to benefit other disabled students. [ acknowledge thestruggleeach ofthem had
to accomplish what they did while struggling with significant personal and physical difficulties. Their
effortshavebeenasource ofinspirationtomeas [ haveslowlyreached theend ofthe project. I thank them
for the personal support and friendship [ was offered at a very arduous and painful time of my own life.

This thesis is dedicated to them.

My supervisors, Robyn Munford and Celia Briarhaveshown remarkable diplomacy, patience and insight
during what has been a longer than anticipated writing up period. They have neverallowed me tosink
into negative thinking and have each given ahugeamount of their individual expertise. I appreciate the
expectation of excellence which they have presented me with and the integrity with which they have
helped me work towards this. [ am also grateful for the input of Martin Sullivan who conducted the peer

examination. [ have valued his guidance asa disabled person and have been challenged by his feedback.

Aspecial thanksto my long standing friend and colleague Jan Perkins, whose loyalty knows no bounds.
During thetimes when I have felt like giving up, she hasstuck by me, quietly encouraging me tocarry on.
She has alwaysenabled me tobelieve in myselfand my ability, which is a gift she has given to the many
other disabled people who have the good fortune to know and love her. My family in England have also
given me strength particularly my mum who died during the course of this research. Her love and

courage have inspired me to continue against all odds and a piece of her is present here in this work.

Thanksalsotomy other friends and support people particularly Karen Gallagher who has sensitively and
patiently supported me on adailybasisoverthelasttwo years,a job which I appreciate has notalwaysbeen
easy. I am grateful for the time given by Deborah Willet to read and edit an earlier draft of the thesis, a

huge job at a time when her own life was very busy.

I acknowledge the financial support provided by Workbridge, first through the women's scholarship [
wasgiven in 1994 to buy my computerand since then the support hoursto enable me tocarry on working
and studying. I recognize the privilege [ have been granted and hope that Workbridge can continue to
provide such a great service to other disabled people who also have the often unexplored potential to

succeed.

Thedisability community in New Zealand deserverecognition for their supportand encouragementsince

my arrivalin New Zealand and making me welcome. [ hope this work makesa contribution to their cause.



Contents

Abstract iii
Acknowledgements v
Listen xiii
CHAPTER ONE
Emancipatory Research: The Potential For Change For Disabled People ............... 1
Introduction 1
The research questions 1
Defining key concepts 4
ACHON RESEATCR ... st s e e sanis 4
EmancipatoryRescagch.. .. oo . o I B O e ST o v S oo o s 4
BIRXiSE=. .. ot e e T 5
Central Themes 7
BARWICESIAD ..cicie e iiiciienensesorseasstinasenssossnsasansncassarsasssorssoasnss oo OTRERSSIINSSY, .. JSORtm . SO .o SO ooiinncne e neneaes 7
PartiCIpatiOn ... ...« oissssssiEmiserems s e oo o o S T L T+ S T T T T TS T e e
Theoretical Frameworks
Criticalideas on disability .........c..oooiiiiiiiiii s
The significance of critical theory
Somc issues to consider for mysclf as resCarCher ... e 14
Format of this thesis 16
CHAPTERTWO
Emancipatory Research And Disability: Roots And Branches.........c.ccccceeeveecceneeceee. 19
Introduction 19
Philosophical Underpinnings: Why emancipatory research? 20
Disabled People and social research 20
The Significance of dominant research traditions 21
Quantitative/Qualitative debate 22
Limitations of qualitative methods in the context of emancipatory research 23
The contribution of feminist researchers 25
Summary 26
The evolution of disability research 26
Early research aimed at social change 29
Significance of mass-observation 30
The work of Robert Edgerton 31
Research as Praxis in a contemporary context 32
Examples of research as praxis 34
ACHON TCSEATCH ..t e a et s s sn s r e aeneae 34
Participatory or collaborative resecarch ... .. 36
Prevalence and needs based assessment .. ... 38
Evaluation rescarch ... p 38
Demystification)f@Amew oK = cormmer s rrrrrrrm e s T e T e e T s ees et 41
The significance of the dialectical approach in emancipatory research 43
Research by Disabled People for Disabled People 46
In Conclusion 47
CHAPTER THREE
The Contribution Of Critical Theory To A Model Of Emancipatory Research .........49
Introduction 49
The Significance of Critical Theory 49
Figure One: The basic scheme of Enlightenment 52
Fay’s Basic Scheme and its relevance to disability 53
The Limitations of the Basic Scheme 57
A Tihcoryiof the Body ... csmussesmsssess s cosusscssossimissssssess soossssssassnenssssssossassesss sassisssssssassiissesss sssasssasssssssessas sssass sss s 38
A Theory of Tradition ... .ee 39
A Thcory of Force......... = (&
A Theory of REHICKIVIEY .o..cucuiiiuiiiiiciic ittt bbbttt s bees 61
Figure Two: Rees’s Steps In Achieving Power 63
The Contribution of Rees 63
Understanding Themes 65
Evaluating Self-Image and Knowledge 66

Specifying Problems 67




|

Developing Awareness of Policies 67

Developing the Notion of Choice 68
Experiencing Solidarity with Others 69
Acquiring and Using Language 69
Resisting a Return to Powerlessness 70
Developing Interactive and Political Skills 71
Evaluation 71
The Adapted Schema: an explanation 72
Figure Three: The Basic Scheme of Enlightment, Rees’s Steps to Empowerment and Their Role as an
Explanatory Tool 73

Conclusion 75
CHAPTER FOUR
Research Principles And Validity ........ccccccciiimnnneniiiiinnneeeiciinnnnneccccinnnnncccccccceenns 77
Introduction 77
Principles for development of an emancipatory paradigm for disability research 77

l. The Role of Emancipatory Resecarchin Personal Liberation

2. The Personal Expericnce of Disability ..o

3. Rescarchas an Educational Experience and The Role of Nondisabled Rescarchers .. .

4. Research By\For The Disability Community ..o =.. 8]

5. Empowerment Through Education Within The Rescarch Process ..........oocvevieeiciiciciiiiccicicccee 82

6. Rescarch As A Catalyst For Change And Partnership ... 83
To Redefine is to Reclaim Validity in Disability Research 84

TRANGUIATION ..ottt b s bbbt eneneas 35

CoNSIIUCE VAILILY ....ooiviiiiiiciiit ettt sttt ea s n s 85

Face Validity ...........
Catalytic Validity

Conclusion

CHAPTER FIVE

The Research Group Formation .........ccccccccereecccrenecccnsecscessecscssssessesscsssesssssscesses 91

Introduction 91

Making Contact: Identification of the Research Group 91

Exploring the research question 93

Summarising the Issues 94

Participants: The Research Group 96
S Dy e e S S WO e o SR, | I LU0 Lol e oo SO e M o 97
Jan ... .. 98
Christinc .. .. 98

Data Collection 101
Summary of Methodological Techniques 105
The Role of Story-telling 106
Data Analysis 107
The significance of the group process for data analysis 108
The role of the researcher and the issue of leadership 110
Identification of the Researcher 113
The Significance of Structure for an Empowering Group Process 114
CHAPTERSIX
Partnership In Action: Describing The Research Process ..........cccccvveeccrnecccrnnecees 117
Introduction 117
Key Area One: Setting Objectives 118
ilihcirescarchigrouplisofticiallylformed) =i I 119
Rees's steps to empowerment introdUCC ... ...ttt 120

Devclopmentof group identity ................
Consolidation of Objectives ...
Makinga rescarch plan .......

)
... 124
.. 125




SUTMMAGYOHOD | CCHVCSIrrrzsrisse -+ STTETETTTS  STTETETEEE 637704 oo BT oo e e S e S e e S e eSS e e e s oo eoeees: 127

Key Area Two: Development of a Critical Community 128
Key Area Three: Focus for Action 132
Establisninglonwallies,. .......cc. ... s oo e oo e e e SR e T om0 0000 SR oS SOSETEEems o S0 o« CTE e 132

The group prepares for initial presentations .
Presentation to key University staft ...,
Finalising the preparation of the training kit and pilot session ..

Training the rescarch group as trainers .........ccoveveveeveeicecninne ... 141
Establishing ownership of the rescarch kit . .. 144
EinalisingitheKi s o . . e e e e T i o o S e e O s TS o ERERE) 145
Key Area Four: Evaluation 145
CHAPTER SEVEN
The Development And Delivery Of The Disability Equity Training Package ....... 147
Introduction 147
Disability Equity Training: A Catalyst for Change? 147
A Partnership Approach: What is Disability Equity Training? 148
The Training Process as a Research Case Study 149
The Disability Equity Training Process 151
Part One: The Process Defined 151
Respecting the personal EXPEriCNCC .........ouveeiiiiiuiiiiici bbb 151
Crcating a safe cnvironment............ccccvecvvvecnicncnnane. - 1196
The rolc of student assistants as lcarning partners .. .. 138
Buildingico-opCrativESITAtEGICS .......c.coiimmereeisucsasucsiraeiiunsrssesssncssssessancsssnssisasssssons ... 160

Building a sclf-critical community: the theme of participation through partnership ... 161
Part Two 164
GhangingithciBaccofithe UniVensily s - St s e e sessisirss. 164

Identitication of Contact Pcople.................
Implementation of Support Mcchanisms ..

Weaving a Web of Support ............. . 170

Achicvngiand MEnoR NG Eh AN g e A e o e s et eas o 1o Eekh e sy SRS oo R e, 170
Conclusion 171
CHAPTER EIGHT
Critical Theory: A Framework For Participant Evaluation .........ccccceveccnecccenccennees 173
Introduction 173
Understanding Themes 174
Evaluating self image and knowledge 174
The role of emancipatory research in personal liberation 174
Figure Three: The Basic Scheme of Enlightment, Rees’s Steps to Empowerment and Their Role as an

Explanatory Tool 175

Recognition and use of the social theories of disability 176
Respecting the personal experience of disability 178
Specifying Problems 183
Developing Awareness of Policies 186
Developing a Notion of Choice 188
Acquiring and Using Language 190
Experiencing Solidarity With Others 192
Resisting a Return to Powerlessness 195
Developing Interactive and Political Skills 197
The training process as a means of skill development 199
The research forum as a training ground 199
Evaluation 200
To What Extent has the Research Process Accomplished Personal Change? 201
What is the Significance of a Critical Reflective Approach in the Achievement of Personal Change?....203
How has an Emancipatory Approach Enhanced the Learning and Research Knowledge of Each Participant?...... 206
To What Extent has the Research Achieved Change in the Immediate Environment? ..........cccccceeuennnnene 207
Conclusion 208
CHAPTER NINE
The Group Process: A Critical Analysis .....cccccceueccerneecinneeccenneecceneecsenseccsssecccesees 209
Introduction 209
The Significance of Group Dynamics in the Promotion of Interdependence 209
The complex roles of the facilitator 210

Sharing leadership 211




The significance of group process and self-critical leadership 213

Critical self-reflection and community-building 217
Role Sharing and the Achievement of an Inclusive Group 218
The Achievement of a “Mature Group: “Becoming an Interpretive Community”’ 220
PART TWO 223
Has an emancipatory process been achieved? 223
Accessibility of the Research 223
Choice of a participatory/collaborative approach 223
Use of critical reflection and critical theory 225
Practical application of theory 228
Student understanding of methodology and its replicability 230
CHAPTER TEN
Future Directions: Darg Becomes An Incorporated Society ........cccccceerneeecccceneeecs 235
Introduction 235
Exploring a new group identity and actions 236
Consolidation and facilitation of partnerships 236
Ncgotiating a new identity 9238
e Y2 TS LY ooy ANERSSES S SRR+ SR U S, S5 oo ek o 240
Moving Towards A Legal Identity 242
The Formation of a Legal Entity 242
Planning Future Goals 243
CHAPTERELEVEN
Reflecting On The Research: Some Conclusions.........ccccceceveeinneccnnecceneccenccceneees 247
Introduction 247
Key Area One: The potential for Emancipatory Research to Achieve .248
L o P Lo G o T e R O o oo SRRSO e oo oo b 248
DARG as a vehicle for personal and social change .................... ...249

The challenges for DARG and the relevance for other groups .. 252
Key Area Two: The Contribution of the Thesis of Fay and Rees to an Understanding of Emancipatory Research 253

How relevant is Fay's contribution and how has it been integrated with Rees's StEps? ..o 253
Figure Three: The Basic Scheme of Enlightment, Rees’s Steps to Empowerment and Their Role asan Explanatory Toal ....... 2535
Rees's steps and their usc as a practical research tool ... 258
Reesisistepsiasiaitool (orjpartnership, so s e o s oot e s T s oo SO ST e T a1 o3 263
Key Area Three: Implications for Research Policy and Practice 264
Rescarch as a tool of cmancipation or €Xploitation .........cccooccieiiiniiiiinin e . T 264
The futurc for emancipatory rescarch with marginaliscd groups..... ...265
Working with Disabled Pcople: Some General Issucs for Rescarch .. ... 266
Crcating an cnabling cnvironment .........ccoeeivneeciniiinsiieeeeene. ... 266
Dealing with physical exhaustion and illness ...... ... 268
The signiticance of identifying individual skills -.- 268
Blakinglinformedidecisions s st oo 1 e T e e ...268

The rolesand responsibilitics of the rescarcher in conducting emancipatory rescarch ..
Looking to the Future: emancipatory research in the disability field ... e e 4200
Conclusion 271

APPENDIX ONE
A Check List For The Principal Researcher ...........cccuciineciinecinneccnecccnnccccnscccenees 291

APPENDIXTWO
Themes Developed By Students To Guide Stories .......cccccccrreccnnecccnecccnecccrceccanees 293

APPENDIX THREE
Philosophy Of The Disability Action Research Group ........cccccceerneecccnneccccseeccesssc 295

APPENDIX FOUR
Policy On Liaison And Communication With People Outside The Research

GROUP e omeom s cssmveases TraesTievsss seeaasesssssesstss s SETTTas s iiiuse s ass FTTTESTR s maee e e s eTe s S 207



l

APPENDIX FIVE
Submission For University COmMmIittee ......cccceeuerermeecccrnecccensacccsnnscnnsencnsecssenes 299

APPENDIXSIX
Participant Evaluation Of Disability Equity Training Workshop .........ccccccceeveeecnee. 307

APPENDIX SEVEN
Task Set To Conduct Evaluation Of The Action Research Project ............cccceeueueee 309

APPENDIX EIGHT

Paper on research process and methodology presented to DARG students six
months post action research. .........cccceeciineciineciineccineccinecctneccseccneccseccseccssenes 311

APPENDIX NINE
Consent And INfOrmation FOMMNS ....ccccccieieeeecceteceeneseresescsesesesesesesesescscscscscsennnce 347

APPENDIXTEN
The Disability Equity Training Kit ..........ccccccciiiimmmmmnneiiiiiinnnniciiiinenecienenseeccnsenens 359

APPENDIX ELEVEN
Research meetings May 1994 - March 1996 .........ccccereeccccrnnecccnecccrsecessescenes 427





