Service-user perspectives on
evidence: Shaping participatory
mental health and homelessness

services

Kate Davies

BACom, Griffith University, Australia

MPubPolMgt, Monash University, Australia

A thesis submitted for the degree of
Doctor of Philosophy (Sociology and Anthropology)

University of Newcastle

School of Humanities and Social Science

April 2012






Statement of originality

This thesis contains no material which has been accepted for the award of any other
degree or diploma in any university or other tertiary institution and, to the best of my
knowledge and belief, contains no material previously published or written by another
person, except where due reference has been made in the text. | give consent to this
copy of my thesis, when deposited in the University Library, being made available for

loan and photocopying subject to the provisions of the Copyright Act 1968.

SIONE: .






Acknowledgements

The opportunity to read, explore, critique, ponder, question, meet interesting people and
most of all learn is one for which I am extremely grateful, and | do intend to use all that
I have learnt in the most practical and meaningful ways | can find in my future work.

I give my deepest thanks to the people who participated in this research. | feel so
privileged to have had the opportunity to spend time with passionate, interesting and
generous people who willingly gave of their time and their stories because they believe
so strongly in making ‘the system’ better for others. | was always intrigued, continually
inspired and often surprised by the stories of the research participants.

To my husband Daniel and children Rex and Maggy (who arrived half way
through my PhD), you are amazing and | thank you so much for your love, support and
encouragement; you’ve taught me much more than any university ever could! Thanks
also to my Dad, Chris and Mum, Margaret, who instilled my belief in social justice and
have been devoted grandparents and babysitters!

I have really loved working with my doctoral supervisors, who have known
when to push, when to gently nudge and when to back away. Thank you to Professor
Mel Gray for your absolute commitment, generosity, dedication and for being a
professional and personal mentor. Thank you to Professor Stephen Webb for the big

ideas, passion for theory and exciting critical debate.



Vi



Conference presentations from this research

Davies, K. (2011). “Our stories are important too”: Service user expertise and
Evidence-based Practice. Paper presented at the Social Participation: Knowledge,
Policy and Practice Conference, Melbourne, Australia.

Davies, K. (2011) Consumer perspectives on participation and evidence: tools for
socially just services?. Paper presented at the Consumers Reforming Health
Conference, Melbourne, Australia.

Davies, K. (2009) Consumer perspectives on evidence: a tool for shaping human

services. Paper presented at The International Social Work & Society Academy
(TISSA) conference, Vilnius, Lithuania.

vii



viii



Contents

Statement Of OrGINALIEY .........ooiiiiiee e ii
ACKNOWIEAGEMENTS ...ttt b e eeenee e v
Conference presentations from this reSearch ... vii
CONTENTS ...ttt b e bbb IX
LISt OF tADIES ... XV
LISE OF FIQUIES ...t ettt XVi
ADSTIACT ...t 1
CHAPTER 1 .ottt sttt b e bt bt e bt esab e e beesbneetee s 3
INEFOAUCTION ...ttt nb bbbt 3
Background and rationale .............ccooiiiiiiiiiecieee e 4
Key concepts and aSSUMPLIONS ........ccoriiirieiieieieiesie et 6
METNOTOIOQY ...t bbb 11
Theoretical framMEWOIK ...........coiiiiiii s 12
SIgNIficanCe OF the STUAY ........oviiiiiiee s 14
OVEIVIBWW ...ttt bbbkt bbb bbbt e bbbttt eenes 15
CHAPTER 2 ..ttt sttt e bt et esba e e te e nne e 17
Evidence-based Practice Literature REVIEW..........c.coviriiiiiiiiiiinisieeee e 17
Evidence-based practice: Definitions and debates............cccovvvviieieieiencse s 19
The NAtUre OF BVIAENCE .......oouiiiieeeee s 24
Knowledge and information VErsus eVIAENCE ..........ccceveririreiinieeese e 31
Evidence-based policy Making ..........ccocoiiiiiiiiiii e 36
Service-user participation and EBP ... 41



EBP implementation in AUSEralia ...........cccocoeiieiiiie i 49

Conceptualising EBP in a social justice framework ............cccccovveviiieiiienicc e 51
CHAPTER 3 ..t ns 56
Service-user Participation Literature REVIEW ..........ccccceiieiiiieiie i 56

Participation as a right: Citizenship and democracy...........cccoccevveveiiieiiese e 57

Participation as consumerism: Choice and shopping around.............ccccceevveveervenene. 63

EMPOWEIIMENT ... et b et e e be e anes 66

Has participation achieved what it set out t0 dO?..........cccoevviieeiicic e, 68

Service-user participation in AUSIIalia.............ccceiveiiiiieieece e 72

A social JuStice FrameWOTK ..........ccoiieiiic e 79

Social justice and parity of partiCipation.............cccevvviveiieie i 80

Why Not SOCIAl INCIUSIONT .......cviiiiiiece et 86

Theoretical framework for EBP and service-user participation..............ccccceeveivennenn. 88

Parity of participation and EBP: Potential roles...........ccccovevviieiiienieeie e 90
CHAPTER 4 ...ttt sttt ettt ab e te e nneeenes 93
METNOUOIOGY ...ttt 93

RESEAICN PIOCESS ...ttt bbb bbbt 97

The aiMS Of the STUAY ......ooiiieee e 99

KEY reSEArCh QUESTIONS. .......eiuiiiiieiieitesie sttt 100

RESEArCN MENOMS ......ceeiiiiiiiicee e 101

LITEIATUIE TEVIBW ... ittt bbbt 101
SUIVBY ..ttt bbbt 103
Case StUAY aPPIOACH .......oiiiee s 103
POICY @NAIYSIS ... 107
IN-0EPLN INTEIVIEWS ... 110



Selection Of PArtiCIPANTS ......ccveii i 110

Identification and recruitment Of SENVICE-USEIS ..........coovvveririnienierene s 113
Identification and recruitment of service providers and policy makers................. 116
Data @NAIYSIS ...c.veevieiiieie et a e e e 117
FOCUS GIOUPS ..ttt sttt nbb et nbb e s b e e e nr e e e 118
DISSEMINATION......eitiitiiiieiieiee bbbttt bbb enes 121
RESEAICN BLNICS ... ittt 121
An exploratory Starting POINT ...........cceiieiiiie e 125
CHAPTER S ..ottt ne et 127
Case StUdy: HOMEIESSNESS.........coveiiiieiie ettt sra e 127
Literature overview: EBP, participation, and homelessness...........c.cccccvevvevverieennenn. 130
EBP and participation in federal and New South Wales homelessness policy......... 139
National — federal — poliCy ageNnda ..........ccccovveiiiiiiiicii e 140
New South Wales poliCy agenda ..o 144
Local and regional poliCy agenda ...........ccceveeieiiniieniniseeeeee s 148
Overview of participation MeChaniSMS ..........cccoovriiiiininiee e 150
Service-user perspectives 0N PartiCipation ..........ccoceoeierereneneseee e 151
Disparity in PartiCIPAtION .........ccvoieiiriiiirie e 152
Motivations t0 PArTICIPALE ........ccvirieiirie e 157
Limitations of participation MechaniSMS..........ccooeviiiiininieieee s 159
SEIVICE-USEI BXPEITISE ..ottt ettt sttt bbbttt ettt sbe e eneas 164
Service-user perspectives 0N EBP.........ccociiiiiii e 166
Service-user experiences Of EBP ... 166
Evidence to support accountable decision Making ..........ccccoevvvvrvinieniiencseseen, 168
Participation, information, and evidence in decision making.........cccccecevenererennnn 169

Xi



INFOIMATION SOUICES ..ot e ettt e e e e e e e e e e e e e e e e e eeeeees 169

The lIMItations 0N CROICE.........ccooiiiiiiee e 171
ACCOUNTADITITY ... s 172
Value of evidence and potential for EBP ...........cccccevviieiiieii e 175
Role for service users in a participatory model of EBP.........c.cccccecviveiievicciciieen, 179
ROIES 1N TESEAICN ...t e 179
Finding a place for service-user expertise iN EBP..........ccccccvvevviie i, 180
An individual, process-oriented approach to EBP ...........ccccooeiveveiiciiece e 182
CONCIUSTONS ...ttt bbbttt 185
CHAPTER B ...ttt n e n e 188
Case Study: Mental Health ............ccoiiiiii e 188
Literature overview: EBP, participation, and mental health................c.cccoevienne 191
EBP and participation in federal and New South Wales mental health policy......... 198
National — federal - poliCy agenda...........covvieiiiiiiiiee 200
New South Wales policy agenda ..........ccooeveeieiiniiiiieee e 206
Local and regional policy agenda ..........ccceveeiieienininieeee e 211
Overview of participation MeChaniSMS ..........ccoceviiiiiiieiee e, 213
Service-user perspectives 0N PartiCipation............ccovveririerieiere e 215
MOtivations t0 PArTICIPALE .......coveiirerireriee e 218
Participation as a means of dealing with StIgma..........ccccooeveiiiiieinincce 219
Challenges Of PartiCIPAtION ...........coiiiiiiieieie e 223
Professionalisation of the CONSUMEr r0le ... 224
AN OPLIMISEIC OULIOOK. .....cviiiiiiiiice s 227
Service-user perspectives on EBP, evidence, and service-user expertise................. 229
Importance of [IVed EXPEIIENCE ........ooiiieieee s 229

Xii



Confusion regarding the meaning Of EBP .........c.ccccoov i 231

PromiSe OF EBP ......cuoiiiiic s 235
Participation and evidence in deciSion Making ............ccovvveririieneeresie e 237
Efforts to retain decision-making POWEN .........ccccoevieiiiieiiieseeie e e 237
Importance of INFOrMAtioN ...........cccooiiiice e 241
CONCIUSTONS ...ttt 245
CHAPTER 7 ettt ne e 249
DiSCUSSION OF FINAINGS .....veiveeiiiie et 249
Case StUAY COMPAIISON.........ciueeieireiieeie et e et esteesre e sbe et e e e sraesre e e s reesreaeesneenrs 251
Implementing EBP: Comparison of case studies with survey of social workers......260
Parity Of PartiCiPatioN...........c.coiiiiiieie e 262
Value Of eVIAENCE t0 SEIVICE USEIS ......ccvciiiiieieiiiie ettt 270
Roles for service users in practice, policy making, and EBP.............cccccceveiieinennnne 277
EBP and improved parity of partiCipation ...........ccccoceveiiiininineeee e 287
What participation meant fOr SEIVICE USEIS........c.coverirerererineeeeeesie e 288
How does EBP fit with these understandings of participation? ..............cc.ccocevee. 296
CHAPTER 8 ...ttt ettt st e b e beesreeentee s 298
Conclusions and IMPHCATIONS .........ccveriiiiieiiie e 298
Parity of participation: Means Or BNA? ...........cceiiiiiieiine e 299
Parity OF PArtiCIPALION ..........oiiiiiiiieie e 301
EBP and SOCIAI JUSTICE ........cueiuieiiiieieie st 304
EBP and parity of participation: An integrated framework ............ccccoceveninienennne. 307
Diverse perspectives on PartiCiPation ...........ccceoererereneneneeeee e 308
Evidence and participation in policy making: Intrinsically political influences....... 309
Service-user expertise and empirical evidence: A pragmatic approach.................... 313



Engagement with services and workers: The crucial first step..........cccccvevvivenenn. 323

Complexity demands FIeXiDIItY..........ccoveieiieieie e 330
T o Lo U o] 4SS SUSOT PSRRI 339
EVidence-based PraCtiCe .........cccoveieiieiieeie e 339
eV Lol o= U1 o] o SRS 343
EPIIOQUE ...t ne e 352
RETEIEINCES ...t 355
AAPPENTICES ...ttt ettt e et et e s be et e e a e et e ne e re e re e e nreereenes 388
Appendix A: Script for semi-structured iNtErVIEWS .........cccocvveiveveiieceece e 389
Appendix B: Coding SUMMAIY .......cccvcieiieiiiieieese e ese e st nae e ens 394
Appendix C: Research summary disemminated to participants .............cccccevvenenne. 399
Appendix D: Participant information statements...........ccccceeveveeveiieie e 404
Appendix E: Participant consent fOrm ............ccccveviiieiieie e 413

Xiv



List of tables

Table 3.1: Roles for service USers in EBP ..o 91
Table 4.1: The reSearch PrOCESS .......coiiiiiiiieieieee et 98
Table 4.2: Criteria for poliCy analysiS..........couieiiiieiiieiereee e 109
Table 4.3 Numbers and pseudonyms of research participants............ccccceeeveninenennnnn 114
Table 5.1 Comparison of policy intent and service-user perception............ccocevvveenenn. 185
Table 6.1 Comparison of policy intent and service-user perception.........c.cccoevevvvreenne. 247
Table 7.1 Comparison of key findings from case Studies...........cccevvvivereiieneeresenee 252
Table 7.2: Challenges to parity of partiCipation.............ccccovrvriiinieienese e 265
Table 8.1: Diverse modes Of PartiCipation ............cocooererenirinenieee e 334
Table 8.2: Implications for participation frameworks..........cccccevvieeiieeresieneee s 344

XV


file:///E:/120327%20complete%20edited%20thesis%20v3.doc%23_Toc320893233

List of figures

Figure 2.1: Hierarchy of eVIAENCE............cooiiiiiiee e 25
Figure 2.2: Hierarchy of evidence-for-practice in qualitative research ..............ccccee.... 31
Figure 3.1: Theoretical framework: participation and evidence.............cccocvrvrvriernenn 90
Figure 4.1 Relationship between data sources and ‘the case’...........cocevvriinieenirinennnnn 107
Figure 7.1: Fraser’s parity of participation framework............cccocvviriiiiniinicniicnnn 264
Figure 7.2 Inclusive framework for Knowledge...........ccoovriiiiieiiiinceceee, 272
Figure 7.3: Roles and mechanisms for partiCipation.............c.ccooeverenenenininesieiee, 280
Figure 7.4: Haynes et al.’s (2002) model Of EBP .........cccooviiiiiiiiiiec 285
Figure 8.1: Theoretical framework revisited............ccooeoeiiiireinincee e 306
Figure 8.2: Service-user expertise as knowledge frame .........cccccovereiiieniiincieien, 317
Figure 8.3: Typical service-use journey (EXiSting) ........ccocvvereeerierene e 326
Figure 8.4: Integrated participatory EBP ServiCe-use JOUIMEY ..........ccccoverervrereninennn. 328

XVi









Abstract

This qualitative study considered the potential for service-user participation and
Evidence-based Practice (EBP) to contribute to socially just human services that aspire
to improved parity of participation (Fraser, 2008a). A case study approach compared
and contrasted the experiences and expectations of people who had used mental health
services with those who had used homelessness services. The core data was derived
from 11 interviews with mental health service users and 11 interviews with
homelessness service users, with a sample of service providers (n=11) also interviewed
to test for consistencies and tensions in perspectives. Key federal, state, and regional
policy documents pertaining to mental health and homelessness were examined in order
to compare policy intentions with the actual experiences of service users in relation to
evidence and participation. Preliminary findings were presented back to small focus
groups of service users (n=7) to test the accuracy and workability of findings.

This study was the first of its kind to examine the compatibility — or otherwise —
of EBP and social justice. Literature reviews in the distinct areas of EBP and service-
user participation revealed that, though deriving from quite different discourses, both
concepts had been thinly conceptualised and poorly implemented in Australian human
services. While ideal models of both EBP and participation existed, it was unclear that
they had been translated into actual practice.

Respondents in both case studies reinforced the findings of the literature reviews
that EBP was poorly understood and had failed to make an impression on the
experiences of the most marginalised service users. While ‘consumer’ participation was
prevalent within mental health policy and practice, it was just emerging in the
homelessness sector and, in both the case studies the respondents revealed concerns
about participation, given their broad and multifaceted identities, fluctuating capacities,
and complex lives. Ultimately the study found that overly simplistic and inflexible
models of EBP and participation were unsuitable for these service users and that a
process, which emphasised the importance of relationship building between service
users and service providers and which used the expertise and circumstances of

individual service users as a lens through which to assess evidence, would contribute to



a model of EBP that suited the social justice frame. The positivistic ideology of EBP
was at odds with the subjective notion of service-user expertise, but it was seen that
both could contribute to improved accountability where EBP was conceived as a

process and evidence was construed in pragmatic terms.



