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Abstract

Inaccessible environments and transportation exclude disabled people from full

participation in society. Accessibility is affected by a wide range of-se&ierialfactors,

including the interaction between the environment and mobility devices. Yet to date, little
NBE&aSIkNOK KIFra Ay@SatGAadalriSR LR26SNBR 6KSSt OKI A
knowledge might inform policymakers or service providers.

In thisthesis, | have worked with powered wheelchair users to document their experiences

of mobility and explore how these might be conveyed to other people. An observational go
along method was used, travelling with thirteen participants as they captured their
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data were used as prompts in sestructured interviews following each journey. Two

further participants were interviewed without first using JourneyCam. Finallyutihha

series of group workshops, nine participants explored how their collective experiences and

knowledge might be used to create more accessible environments.

Powered wheelchair users accumulate situated knowledge which they use to navigate

disabling bariers, but this knowledge is gained through significant personal labour and
experiences of psychemotional disablism. Participants highlighted a wide range of socio
material enablers and disablers to their mobility, including barriers associated witltypoo
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service providers were met with indifference, and funnelled through individualised

complaints processes. In response participants sought more effective modagajement

that might bring about systemic change, in line with their commitment to social model

principles of confronting structural disablement.
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resource for service providers and policymakers, but it is also a form of collective resistance
to ableist societal practices. The social model of disability rentalasant for disabled
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shared resistance.
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Chapter 1introduction
1.1 Introduction

Disabled people are often excluded from built environments and modes of public transport
that do not accommodate their needs. These spaces incorporate a variety ofrsatzoial
OF NNASNB ¢6KAOK NBaONRO(G RAthdrebythisder tHelbfedJt S Q&

movement and full participation in society. Wheelchair users, for example, are prevented

N>

from accessing many buildings and urban environments by steps, rough surfaces, and a lack
of accessible toilets. The weather and season makarotherwise accessible environments
more challenging or even impassable. Difficult interactions with-cisabled others can also
compound material inaccessibility, while many factors affecting mobility, such as ramp
assistance for boarding trains, ariensiitaneously both social and material. For powered
wheelchair users, socimaterial barriers are magnified: such wheelchairs are typically larger
and heavier than their manual counterparts and therefore may not fit into environments

that could accommodatenanual wheelchairs. The users of these kinds of wheelchairs must
also consider distinct factors, such as the risk of breakdown or depleting the battery, that do
not apply to manual wheelchair users. These distinctions between the factors that even
users @ different types of wheelchair must consider are just one example of the complexity

ofthesocieY G SNA € FIFOG2NB I FFSOGAYy3a RAAlFIOT SR LIS

However, even though the soedl G SNA I £ A aadzSa | FESQGBuf3I RA a
environments and public space have been highlighted for more than two de¢selesor
example Imrie, 1996b; Butler & Bowlby, 1997; Kitchin, 198&) despite the passage in the
United Kingdom of both the Disability Discrimination Act 1995taedEquality Act 2010

(HM Government, 1995, 201,Ghe<e barriers remain. In 2016, the House of Lords Select
Committee on the Equality Act 2010 and Disability highlighted that the needs of disabled
people were an afterthought when planning services and buildings, with reactive processes,
poor communication, ath difficulties in enforcementHouse of Lords Select Committee on

the Equality Act 2010 and Disability, 2018)miarly, the House of Commons Women and
Equalities Committee noted in 2017 that disabled people still face needless restrictions in
housing, workplaces, and the built environment, and called on the Government to take a
strategic leadership role to drive acsdslity through law and policfHouse of Commons

Women and Equalities Committee, 2017)



The continued prevalence dii¢se barriers demonstrates that disabled people in Britain still
lack equitable access to built environments and public transport. Given the complexities of
the sociematerial factors described above, this suggests a lack of understanding amongst
decisionmakers of the ways that particular environments or situations can pose specific
barriers to disabled people. This in turn suggests the need for a deeper understanding of

these barriers and their effects, grounded in the everyday lives of disabled people.

In this context, this research aims to explore experiences of mobility and access amongst
powered wheelchair users in the United Kingdom, by working with this group of disabled
people to understand the factors influencing their experiences from their patsges and

how they perceived and respond to these experiences. This introductory chapter first briefly
describes the research context, highlighting the importance of accessible environments to
disabled people. Building on a social understanding of disabi shows how they are often
excluded from environments by soematerial barriers, and discusst®se barriers faced

by powered wheelchair users specifically. Noting how such barriers are neamgsrstood

by nondisabled people, and the challergyassociated with articulating them to others, this
introductory chapter describes how mobile phones are a technology that has the potential
G2 OFLXidz2NB |yR O2y@Seée |alLlsSota 2F LIggSNBR
access. It then outlines thresearch questions that the thesis explores, befpreviding an

overview of the structure and content of the remaining chapters.

1.2 Research Context
1.2.1 Accessibility and mobility for powered wheelchair users

Individual mobility is usually regarded as a fundgwal part of democratic freedom for all
people, both as an intrinsic good and because it opens up other opportufitnes, 2000a)
Correspondingly, a lack of access to mobility lmaboth a cause and a result of social
exclusion(Kenyon et al., 2002; Cass et al., 20@&) such, accessible environments are
critical to enabling the full participation of disabled people in society, permitting them to

access employment ardisure opportunities on guitable terms to nordisabled people.

Yet prior research has identified how the design of built space and public transport often
excludes people who do not conform to the bodily norofishe nondisabled majority.
Buildingon the social model of disalti, which highlights how people with impairmerdse
disabled by society whialnnecessarily isolasand exclugésthem from full participation

(UPIAS, 19763uch citiques have noted that the material organisation of society leads to

6KSS



disablement(Gleeson, 1997, pp.19394) They have identified the soc&patial rature of

W of SAal Sy dANRY Y dysitahiand sgckalbarie(€hdSimidiSLgoanst S LI
such,they highlighthow dissb SR LJS2 LI SQ& SELISNASYyO0Sa Ay &dz
closely linked socimaterial factors relating to both the fabric of built environments and

transport and to the interactions that happen within them. These spaces are places where
people with dfferent embodiments and mobility requirements interact, and these meetings

can sometimes be fraught or difficléarlandThomson, 2006; Scully, 2010)

Such environmentare rife with barrierghat exclude disabled peoplsuch as steps that do

not allow passage for wheelchair users or those with limited mobility, uneven and unsafe
surfaces for people withdance or visual impairments, temporary or permanent street

clutter that poses obstacles, and an absence of dropped kerbs or accessible(foilets

examples, see Salvage & Zarb, 1995b; Butler & Bowlby, 19€mMnkKiL998; Imrie & Kumar,

1998; Kitchin & Law, 2001; Matthews et al., 2003; Beale et al., 2006; Bromley et al., 2007,
Wiseman, 2019)Disabled peoplexperience similar barriers when usipgblic transport

with prior work implicating a range of soeimaterial factors that overlap with those

experienced in the wider built environme(itleiser, 1995; Salvage & Zarb, 1995a; Wilson,

2003; Bromley et al., 2007; Rodger et al., 201f&jeed, transport itself is only one part of a
w22dz2NySe OKFAYQ (KFG Ydzad 60S FOOS&aaArofS GKN
from society(Wilson, 2003)Many disabled people therefore either rely on private vehicles if
available(Pyer & Tucker,201¥) 2 NJ 2y NB&aARdz f I WaLISOALIf Q F2
out as different to the nordisabled majority such as DiaRide(Imrie, 2014, p.19)

The pesistence of these socimaterial barriers in the built environment and transport

reflects disabling design discourses that are seldom challefiged, 2014)and which

reproduce disabling spatialities through sogiolitical processes such as weak planning

systems that rely on developer voluntarism to improve ac¢esse & Wells, 1993; Imrie,

1996b; Imrie & Hall, 2001®d KSNBE RA &l 6f SR LIS2L) SQa ySSRa |
narrowly conceptualisedasbéin 6 K2a$S 27F |y Wl NO@Siée 2oDoR)O f Q ¢
failing to recogniseliverse needs and requirementisall & Imrie, 1999)Although recent
parliamentary inquiries have noted improvements over the past two decades, they have also
highlighted hat there remain significant soc ¢ SNA € o NNASNAR G2 RA3
to built environments and public transpofilouse of Lords Select Committee on the Equality

Act 2010 and Disability, 2016; House of Commowosnéh and Equalities Committee, 2017)



122t 26 SNBR 6KSSt OKFANJ dzZASNEQ LI NI AOdz | NJ SE
The sociematerial barriers described above highlight the multifaceted nature of disabled

LIS2 L) SQ& SELISNASyOSa 2ckranspdrd &nd theSvayd i NilEicyf YSy G a |y
interlinked sociematerial factors affect their experiences of access and mobility. However,

to date little research has investigated how these complex experiences unfold amongst

users of powered wheelchairs specificalifis particulagroup of disabled people face

different challenges to their mobility compared to users of manual wheelchairs, many of

which relate to the nature and physicality of powered wheelchairs as a mobility technology.

Powered wheelchairs are typilty considerably larger and heavier than manual wheelchairs,

which can heighten accessibility issues in environments that are not built to accommodate

them. Users also face challenges imposed by limited battery life that can fluctuate across

different terrains and weather conditions, and the potentiat technical failure or

breakdown. The characteristics of powered wheelchairs therefore influence distinctive

experiences of mobility and access amongst their users which, while sharing certain

commonalitieswith manual wheelchair users, deserve closer examination.

Prior research has highlighted the importance of engaging with the specificities of disabled

LIS2 L)X SQa dzaS ALISOATFTAO F2N¥a& 2F (SOiafesad 2383z |y
environmens to produce either smooth passages or disablen{dfdser & Law, 1999)n

this context it is necessary to examine the particular experiences of powered wheelchair

users in order to underand how environments may pose barriers that are different to

those experienced by other wheelchair users or disabled people more broadly. Engaging

GAOK (KSasS aLISOATAOAGASAE Aa ySoOSaalNer G2 OKIF N
of mobility and &cess, which is a necessary{peguisite in seeking to remove disabling

barriers. While the social model of disability helps us to identify the structural nature of

these sociematerial barriers and creates the political imperative to address them, agsfo

on the structural aspects of disablement can at times restrict such engagements with the
ALISOATAOAGASE 2F AYRAODGARIzZEE RA&FOE SR LIS2LX SQ&
This research therefore aims to respond to calls for more experientially based accounts of

disabled petJt S Q &ScullyA 208, oy working with powered wheelchair users to explore

their expeaiences of mobility and access built environments and public transport. While

theseexperiences may be highly diverse, individual poweredeidteir users often face



shared challenges in accessthgse environments and are confronted by similar secio

material barriers.

1.2.3 Conveying complex experiences of access and mobility

Drawing on feminist understandings of thelitical@ f dzS 2 F A Y RA @A Rdzl f
experiences as conveyed in their own wo(iorris, 1992; Thomas, 1999his research
adoptsa methodological approach thabfegroundsthe individual experiences and situated
knowledge(Haraway, 1988; Harding, 199¥)powered wheelchair userghis approach
recognises that those most affected by oppressive environments can contribute particular
forms of sociespatial knowledge abouhese environmentgLaws, 1994)and that
investigating how disabled peopége prevented from free movement in these spaces also

sheds light on wider social and material power relati@®awchuk, 2012)

In prior work | had undertaken with disabled people campaigning on the issue of accessible
transport, participants had highlighted the challenges of capturingeh®mplex embodied
experiences of disablement and articulating them to oth@sdger et al., 2016Yravelling

with wheelchair users on journeys by publiciisport gave me an insight into some aspects
2F GKSANI SELISNASYyOSad 5dzNAy3I 2yS 22dNySexz

Ye LK2ySQ G2 Gl1r1S + @ARS2 2F a2YS LRtAOS K2

technology was prevented due a combination of the nature of his impairment and the
physical and software interface of the phone. This incident prompted me to consider what a
more accessible way of enabling people to capture experiences of journeys through mobile
phones might lookike, and how it could be combined with the insights generated by going

along with participants on journeys.

This led to the development of the novel observationalagmng method which | used in this
research and which is described in more detail in @ap. | travelledwith participants on
journeys of their choicasthey used a smartphone to record their experiences of mobility
through videoand sensor datawhich was used in subsequent sestriuctured interviews.
This approach built on methodbat recognise the value of in situ discussion for generating

rich understandings about plaggusenbach 2003, 201 @nd drew on work demonstrating

0KS @FftdzS 2F @AadzZt RIGI A y(HApER2002(Clak, 29905 F f S

Van House, 2006)



1.3 ResearclQuestions

Due to my previous professional exparce working in the field of neuromuscular research,
and the prior work | had undertaken with staff and volunteers in a national charity that was
campaigning on the issue of accessible transfleddger et al., 2016) initially framed and
planned this research as working with people living with neuromuscular conditions. This was

with the intention of working with and recruiting participants through the charity.
My initial research questions were therefore:

1 What is the role of digital technology in supporting people with neuromuscular diseases
to articulate their experiences of the built environment and transportation?

f 2KFdG FNB LIS2L) SQa Ygihéireperienrkes githeliuiB KA YR a Kl NRA Y
environment, and how might technologies be used to enable such sharing?

1 How can personal experiences, in relation to accessible transport and built environment,
be brought into use to inform policy and service provision?

However, during the preparatory stages for fieldwork, | experienced challenges relating to
recruitment, which are discussed in Chapter 3 and resulted in the reassessment of my plans.
Alongsidghesepragmatic consideratias) however, | was informed by my gagement with
disability studies literature. As | read more widely during the course of the first year of my
PhD, | came to recognise that what was particularly significant in this context were shared

experiences of barriers to mobilithat areassociatedvith using powered wheelchairs.

These factors resulted in a shift of my research focus and recruitment approach onto shared
experiences of using powered wheelchairs for mobility, and away from the unintentional
foregrounding of a medicalised understandifgdisabled experiences. They also resulted in
a slightly revised set of the research questions that guided the remainder of the project,
which were as follows:
1 What is the role of digital technologies in supporting powered wheelchair users to
capture and articulate their experiences of mobility and accessibility?
T 2KFG FNB LIS2LX SQa Y20AQFGA2ya 0SKAYR aKI NRY:
environment, and how might technologies be used to enable such sharing?

1 How can personal experiences ofobility and accessibility be used to inform policy
and service provision?

1.4 Outlineof Thesis

The remainder of this thesis is structured as follows:



Chapter 2LiteratureReview

This chapter situates the thesis within the existing literatures that | lolaae/n upon while
planning and conducting the research. It frames my work as building on a social approach to
understanding disability and disablement, and especially the social model of disability. This
provides a focus on identifying exclusionary sodibtariers faced by disabled people, and a
political imperative to remo&these barriers. It also advocates adopting an approach to
research that seeks to elucidate and find ways of removing those barriers by doing research
that works for disabled peopl&his thesis also draws upon aspects of critical disability
studies that question totalising narratives of disability, and that open space for disabled
people to craft new narratives about their experiences in a predominantlydisabled

society.

The chagerengagswithg 2 NJ] 0& FTSYAyAad aoOKz2fFNBR oKz I N
personal experiences are not divorced from the public sphere, and that sharing such
experiences is a political act that challenges dominant epistemologies. In addition, & draw

2y fAGSNY GdzNBE FNRY KdzYly 3IS23aN) LKE FyR w3sS2
environmental and social barriers faced by disabled people in towns and cities, and the links
between these barriers and dominant societal attitudes which create sueii@mments to

fit the requirements of nordisabled bodies. Finally, it bu#dn work from Digital Civics and

human computer interaction which discusses how digital toeds be built and used by

citizens tohighlight issues afoncern such as access andbility, and engage with decisien

makers around those issues.

Chapter 3: Methodology

TheMethodology first builds upon the feminist work discussed in the Literature Review to

outline the epistemological and methodological approach of the thesis, expipiny it is

important to ground data collection for this project in the individual experiences and
aAlGdz- SR (y26ftSR3IS 2F LRGSNBR ¢KSSt OKI ANJ dzi
offer a productive way of engaging with lived experiences of myplaifid place. It goes on to

2dzif AyS (0KS RS@St2LIYSYld YR RSaA3ay O2yaiRSN
enables powered wheelchair users to capture and convey aspects of their journeys through
video and data. It describes how | approachedipgrant recruitment, and gives summary

of the people who took part in the research. It provides an overview of the fieldwork itself,

including the gealong journeys and datked interviews, as well as th@ocess of data



analysis. Finally, it discusdbg process of ethical approval and the ethical and political

challenges that | faced as a ndisabled person conducting disability research.

/| KFLIWISNI nY 9yl o6ftSNBR FYR 5Aa4l0fSNER 2F t26SNBR 2KSS
This first data chapter explores the tacs that participants identified as important in either

enabling or disabling their mobility, exploring social and material issues that participants
characterised as being most significant to their experiences. It draws upon the accompanied
journeys in wiich they used JourneyCam to capture aspects of their experiences, and the

subsequent semstructured interviews during which we talked through the data they had

collected. It discusses material concerns expressed by participants, including the qualities of
different surfaces, the challenges associated with unpredictable, temporary barriers, and

aspects of the natural environment. It then discusses social issues, highlighting how both

direct actions of other people and indirect actions could influence pedgle SELISNA Sy O0Sa =
SYLKFIaAaAy3d GKS LIAG20Ft NBtS 2F aidlFF Ay KSf L
explores how some things which are meant to reduce barriers can, at times, themselves be
disabling: how factors such as lifts, accessibilet®, and dropped kerbs can be absent or so

poorly implemented as to actively cause disabled people problems.

w»
w»
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This chapter, which also draws on the accompanied journeysemeéssructured

interviews, explores howowered wheelchair users possess situated knowledge and
expertise which they develop through the experience of the enablers and disablers
discussed in Chapter 4. Built up over time and tied to their experiencesadetil people,

this knowledge exists at the intersection of their own bodies, the powered wheelchairs they
use for mobility, and the environments through which they travel. It enables them to
circumvent the disabling barriers that would otherwise hindegitmobility. However,

although it enables them to exert agency, their situated knowledge is acquired at a cost:
they incur physical and psyclemotional labour in order to makieir way in a world that

does not accommodate their needs. Moreover, althoulggir situated knowledge could
provide society with valuable insight into how to remove disabling barriers, they often find
that their attempts to bring about change are funnelled into processes of complaint. Aside
from being timeconsuming and frustrato, complaints procedures individualise the

systemic issues participants faced, imposing additional labour on them and seldom bringing

about the systemic changes that are needed or desired by participants.



Chapter 6Beyond complaint: pragmatic approachesollective political action

Chapter 6, thdinal data chapter, draws upon data generated in the group Skype workshops,
conducted several months after the end of the first phase of fieldwork. These sought to
validate initial findings from accompanied joeys and semstructured interviews, before
exploring how the participants felt their experiences and situated knowledge might be best
brought into conversation with policy makers and service providers to bring about more
accessible environments. The chapfirst sets out the group workshop method, and the
activities participants undertook, before discussing the findings from the workshops. These
included themes such as pragmatism in engaging with policymakers, seeking alignment
between different groupsand the workshops themselves as enabling knowlestugring.
Participantsalso drew links between the barriers they faced and wider ways in which society
RAR y20 G 1S RAalof SR LIS2L) SQ&a NAIKGEA &SNA?2
discussion of hw these aspects link back the value of the social model in fostering a

disability politics and collective action.

Chapter 7: Conclusion

This chapter draws together the findings of the thesis, reflecting on its contributions to our
understanding of posdB R 6 KSSf OKI ANJ dZaSNEQ SELISNASyOSa
noting the theoretical and policy implications of the research. It also considers the research
itself, reflecting on the strengths and challenges of using JourneyCam as a tool to capture
aspect2 ¥ RA &l 06f SR LIS2L)X SQa SELISNASYyOSa yR 02

limitations of this project, and highlights directions for future work
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Chapter 2Literature Review
2.1 Introduction

Thisthesisbuildsupon a range opreviouswork in disability studis, human geography,

science and technology studies, and hurzamputer interaction. This chapter explores this
prior literature, contextualising my research within these fields. In particular, | situate my
work within social understandings of disabilityhish emphasise how people with bodily
differences that are classed as impairments by medicine and society are disabled by
environments which do not accommodate these differences. The full participation of
disabled people in society is constrained by nessligociematerial barriers, which

particularly restrict their mobility and access to public and private spaces. Within social
approaches to understanding disability, | particularly draw upon the social model of
disability, which highlights the political parative that such barriers both can and should be
dismantled. | also draw on insights from feminist disability scholars, who emphasise both the
intrinsic and epistemological value of paying attention to individual and embodied
experiences of disablementVork from critical disability studies provides a nuanced
understanding of how disablement can be situational, challenging a binary dichotomy
between disabled and noedisabled people. Alongside insights from science and technology
studies, this highlightshe challenges faced by people whose needs do not accord with
standardised sociechnical norms, and the importance of society accommodating a diverse
NI} y3aS 2F NBLJdZANBYSyilad 5Saidl oA toRRMSR YYSANNMNE |
offers the oppotunity to consider how the needs of different groups might align, and how

technologies might be designed to support these alignments.

Developing these concepts in the context of spatial access and mobilities, | draw on work on
(and influenced by) thgeographies of disability, which explores the nature and impact of
disabling socianaterial environments on disabled people. In addition, it shows how these
environments have their roots in societal structures and processes such as land planning
frameworks In so doing, this work demonstrates how a utopian reliance on technology to
Waz2f @S Q R-matdrid bakigh<dis idadequite because it does not engage sufficiently
with the wider societal relations and processes that exclude-disabled peopleA further

aspect of disabling environments that is informed by this literature, and builds on some of
the feminist work in the first part of the chapter, is then discussed: that of psgchational
disablement of disabled people stemming from segiaterid barriers. This again higghts

GKS AYLRNIIFIYOS 2F Sy3aF3aAaAy3a gA0GK RAalof SR LIS
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holistically. The chapter concludes biating my research in relation to this prior work, and

frames how these diverse literatures have informed my approach.

2.2 DisabilityDisablement andechnologies
2.2.1 The Social Model

This thesis is based on a social understanding of disablement, grounkleg imsights from

the social model of disability as articulated by disability rights advocates during the 1970s. In

the context of adominantsocietal understandingf disabilitybeing a personal tragedy

stemming from biological impairment and necessifai  YSRA Ol f Ay G SNBSylGAz2Yy
2U0KSNBAAS WNBKLF 0Af A G aciviSt®highlighied thehadyivdyRin LISNBE 2 y =
which society actively disabled peopléth physicaimpairments(Goodley, 2011, p.11)

This is most clearly articulated inthvedpt ¢ ¢ Cdzy RF YSy (i £ whdhy OA LJX Sa 2
reported on discussions between the Union of the Physically Impaireth8gSegregation

(UPIAS) and the Disability Allianeénerein the former set out its positionth&atRA & 0 At A G & A
situation, caused by social conditigns | Y R S Y LIK it isisbcefy RhicK disabled

physical impaired people. Disability is somethimgosed on top of our impairments, by the

way in which we are unnecessarily isolated and excluded from full participation in society.

Disabled people are therefore an oppressed group in soc{&tPIAS, 1976, p.3)

This distinction between impairment drdisability has become a defining characteristic of

the British social model of disabilityn the British context, the distinction between individual

biological impairment and socially imposed disability has often been expressed as a stark

divide betweerk WY SRA OF f Q | yilRough ShakeRpSakelnbtel that théteShiave

been other sociatontextual approaches both before and since the UPIAS declaration

(Shakespeare, 2006, ppd%%).¢ KS &2 O0A L+t Y2RSt gl a I RSt AOGSNI G
focus away from the functional limitations of impaired individuals onto the problems caused

by disabling environmgi &> o6 NNASNBE | yR Odz ((BaBsai2007wA G A a8
p.206p L& LINRPLRYSyGa KF@GS FNBddzZSR GKIFIG GKS a20Al
Gl t£dzS 2F | LIINBLINRAFGS AYRAQGARdAzEEfe& oFaSR AydaSN
[including medical or re/habilitative interventions] but draws attention to theiritations in

GSN¥Ya 2F FAdNIKSNAY3I GKSANI SYLRSGSNYSyld YR AyO
RA&I 0f SR LISRALI G STRBAAESP07YP.206)he social model thereby

I While the original UPIAS sogolitical definition of disability focused on physical impairment, it has since
expanded to include physical, sensory and cognitive impairm@ames, 2012, p.14)
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explicitly highlights the ableist societal practices and norms that create barriers to disabled
people. These barriers, inclundjinaccessible ntarial environments and negative or hostile
interactions, prevent full participation in society by people with impairments and are

therefore a form of oppression by the nafisabled majority.

The social model reframed previously dominant individualisetiraedicalised conceptions

of disability, with several important consequences. It enabled the imagination of an

alternative to the status quo, emphasising that disabling environments were not inevitable

but the resut of a societal choice not to cater togmeeds of people with impairments; it

identified barrierremoval asa political strategyo challenge the status quo; and it

empoweled disabled people to demand such a chari§bakespeare, 2006, p.30)oreover,

the social model helped disabled people to understand emaceptualis their experiencs,

with a significant effect on how they perceived both themselves and the world artherd.

As Crow recounts, the social modelviasi KS LINRPGSNDB ALt NI Fd Ay &i;:
KFIR Fftglea (y26y> RSSLI R2oy> gl & O2yFTANNSR(
all my difficulties, it was external factors, the barriers construdigdhe society in which |

f A @How, 1996, p.55Furthermore, given the roots of the social model in material

O2y OSN¥ya 2F RAAlFOfSR LIS2LX SQa&a LI NOAOALN GAz2Y
on material barriers faced by disabled people in other fields such as leisure and
transportation(Thomas, 1999, p.17Building on Marxist analysis, a materialist perspective
emphasises not simply material environments buhex the structural nature of systemic
AySlidzZ £t AGASAY aGKS a20At t O2 \isablédpeple ardes, 2 F L
in the first instance, from the specific ways in which society organises its basic material

I OGAQGAGASEE D NI WRILERAYST { SHAZNEND (GledsohRLB97,R2 YS & U .
pp.193;194) In this way, it permits an analysis of the disabling nature of societly. iidee

social model has thus been described as hasi@gNE I § SR G KS aLJ OS 6KAO
elselLJ? & & (TBoMm&s£1999, P6). Furthermore, being developed by disabled activists
themselves it provided a base for gras®ts political activism. Barnes and Mer¢2001,

pp.2c21)y 2 S GKIF G | KI £ f Yl Ndovedeht whiéh®mergeddlriod SR LJ
this period was its critical evaluation of how society oppresses disabled people through

barriers based on individualised, medicalised understandings of disability, and how removing
these barriers therefore requires reappreag disability itself and recognising that

deprivations experienced by disabled people are an outcome of hostile physical and social

environments.

13



However, as suggested above the social model has also attracted criticism for the clear

distinction it makedbetween impairment and disability, which has been described as an

Gdzy 0 SYylroftS aSLINIdGA2Yy 0SG6SSy (K& ol2kRel kR Od:
éconcedgd] 1 KS 06 2 Reé ((Hugh¥sXmPatédsory 8087, p.328his critique suggests

that by deemphasising the role of indoual impairment in the everyday lives of disabled

LIS2 L)X S GKS &a20Alf Y2RSt Kla y2G 2dzaid WgNARGGS
GKAOK NBfIFGS G2 | LISNE2YQa AYLI ANNSYyG odzi KI &
the purview of the medidadomain,contraone of the fundamental drivers of the social

model itself. For Hughes and Paterson, the social model should be expanded to produce an
embodied understanding of disability. Others have gone further, ultimately arguing that the

social modeD & A Y Ladisatliy 8ighdtomy is unsustainable and that the model itself is

'y dzy OKFffSyaSloftS WwWal ONBR (Shakeés@eard &Waisoh & y 2 f 2
2001) While noting its value in highlighting societal opgsion and exclusion of disabled

people that had hitherto been neglected in disability research, what Shakes(i&z06)

identifies as flaws and inconsistenciaghe social model leads him to conclude that
RA&GFOAfAGE &aK2dzZ R 0S O2y&aARSNBR | wO2YLX SE Ay
subsequent sections.

Suchreadings of the social modehre challenged by its chief proponents, who suggest that

GKS y2GA2y GKIG AG OFyy2Gd RSFHft FRSljdzriSte oAl
O2y OSLJidzr f YAadzyRSNERGFYRAY3IX (GKS &a20AFf Y2RSt
AYLI ANXYSY(GX odzi GKS O2¢t t SQiiveh 2084, (BHWSE NA Sy OS 2 F
highlight instead how theocial model of disabilitis ad i FBhfwhich to gain an insight

into the disabling tendencies of modern society in order to generate policies and practices to
facilitatel K S A NJ S NBafRdésO®DbO7,p20)¢ | & adzOK | aKSdzZNRadAO RS
SYLKIaArasSa YFGSNAFE FyR a0NHzOGdzNI £ OF dzaSa 27
crucial role in the mobilisation of disabled activism during the 1980s and 1990s that led in

turn to legislative and policy gaiiBarnes, 2012, pp.£20). The notion of society as

RA&IFIOEAY3I A& | dzyATe@Ay3ad LINA Y dhllepinBng JoRddidtyi KS RA &
around a collective identity and visigBeckett, 2006, p.747)

As evident above, there has been significant and heated debate around the meaning and the
implications of the distinction between impairment and disability as conceptualised in the

social model. | discuss some aspects of this in more detail below, wbeténe how

14



feminist approaches and critical disability studies engage with the social model and provide
more nuance tdhese perspectivesHoweverthis literature review and thesis does not aim

to take sides in this complex and contested terrain. Rathleujld upon those contributions

of the social model which are regarded by those from different perspectives as being the
Y240 @GFfdzZ 6tS YR AyaArAaKid¥FdzZz o ¢KSaAS 0O2YY2Yy|
enabling a focus on societlvel disdling environments as a significant aspect of disabled

LIS2 L) SQ&8 SELISNASYyOSa FyR I ONARGAOIE &2dz2NDS
focus that this provides relating to the removal of these barriers, around which disabled

people could coasce; and the way in which the social model offers an alternative vision of

the future, one in which things could be different. Even those critical of the social model
highlight these aspects as key strengths, noting that the main priority for disalliticp

should be the significant social and environmental barriers to disabled p€Shbkespeare,

2006, p.198)

While | haveliscussed above the contributions of the social model in relation to highlighting
societal barriers and identifying them as a locus for political action, | briefly wish to discuss

the importance of the social model in providing an alternate vision of tieré. Barton
(2001)describes how transformative social change depends on hope in the possibility of an

Ff GSNY I 0A QPGS Fdzidz2NBS:Z FyR Ay GKS o0StAST (KI G
are not foreclosed. Without hope the kind of sociarsformation that is being advocated

gAft y2i (BaSon 9001, p.3E GeBctibed above, the social model offers such

hope: in locating the source of disadvantage disabled people face in societal oppression, it
highlights not only that the status quo is unjust but also hbvotigh the removal of barriers

Al O2dzxZ R 0SS RAFTFSNBYGD® LYy GKA& NBaLISOlz (KS
R S @ XBa&kétt & Campbell, 2018)at has prompted Bw ways of thinking. It introduced
O2yGAy3ISyOes aK2gAy3d K2g 020K GKS WKIFIYRAOIL
LINE RdZOSRY aATFT (GKS O2yRAGAR2Y & 2F RAAalofSYSyd
RAFFSNEBYy(teX ol yRGI o3ORAdRS | Al 2LREINEGRAAPIR RXA
O2y GAy3ASy Gz Al (Bedkeit& Camphell, 2055, pd2y®p duih] these aspects

of the social model help to enable a politics of disability that coalesces around identifying

and removing disabling barriers, in the knowledge that this is indeed possible. The origins of

the social model in disability activism are a critical aspect of &lsi#t, was both the result of

RA&lI 6t SR LIS2LJ SQa NBaAradl yOS (Becker & Safmpheli, Sa ¥Fd
2015, p.271)The social moel retains ongoing relevance in this respect. Recent research
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with young disabled people has shown how it permits them to envision their preferred

future, supports activists to create resistance practices, and enables a focus on

emancipatory goalgGrifiiths, 2019) TKS a2 OAl f Y2 RSt Kl a 0SSy RS&aO0!
2FF LRAYOG F2NI LREAGAOFT | @éterskyal., PN EFRL) F G G NI ya
While insufficient on its own, these authors go on to use the notion of resistance as a

unifying concept to suggest a theory of political action stemming fronstoeal model.

The political and practical value of the social model therefore remains highly relevant to the
AGNHZA3IES F2NJ RAAFO6f SR LIS2L)X SQa Sljdz-ftAded LG O
over the course oboth this chapterand the tesis First, he social model highlights the

structural nature of themultitude of needless material and social barriers to disabled

LIS2 LJX SQ&a LI NI Awdighydersisht@dgy mbrg thain @ deSailés after the UPIAS
declaration. Second, the sat modelprovidesboth a practical and political focughe

removal of these disabling barriers from societige3e profoundly political idease the

core contributions of the social model to this thesis aadhain as relevant today as they

were almost lalf a century agoHowever,other schools of thought have also contributed

important insights thaextend and at times challenge, aspects of the social moaied

which | have built upon in this researchhenexttwo sections examine two of thesgeas

feminist approaches, which brisy 4 LJISOGa 2F RA&al 60f SR LIS2L) SQa LIS
to discussions of disabilitand critical disability studies, whicluestions how society values

FYR NBLINBaSyita Wy2NXYIfQ F2N¥a 2F SYO2RAYSyld |

2.2.2 Feminst approaches

As noted above, raising the issueimpairment anchow it affectsdisabledpeopled Q f A @S a
hasbeen controversial in the context of the social model, as it risks the resurgence of an
AYRAGARdzZE t AASR y20A2y 2auth®ry, dspedidly thodedwritingt ||  WRST
from a feminist perspective, have identified areas of compatibility between the social model

and discussions of impairment. They often seek to advance the social model, but emphasise

that impairment is an importantaspéc 2 ¥ RAal 6f SR LIS2LJ SQa fA@Sa |
included in discussions about their experienclsese efforts can be seen as part of a wider

movement within feminist epistemology towards acknowledging diverse lived experiences

as a form of situated knledge which is also discussed below

Morris (1992)acknowledgs that while the social model has highlighted the socially
O2y a0 NHzOGSR yI (idz2NB 2F RA &l avhabhad HitteolkeStBe S E LIS N.

16



WWIISNAR2YIFfQUS Ay Ala FGadSYLW G2 OKFftSy3asS (K
sometimes denied personal experiences of disability. Arguing that feminism offers

researchers the tools to understand the subjectvg I f A& 2F RA&lof SR LIS
O2tt SOGUADBS SELISNASyOSaz &aKS OFrtfta F2NI Ly SY
LISNE2Y | fa 2@ MYIADFEIIQIYAYy 3 O2y G NRBE 2F GKS NBLN
of disability¢ includingK S yS3F A @S LI NIa G2 GKS SELISNRASY
(Morris, 1992, pp.163L64) Nonetheless, she ackmdedges the potential dangers of
RA&OdzaaAy3a AYLIANNSYGZ Fa adG2 | NLAOdZ 4GS |y
02RASa YlIe& 0SS G2 LXlIe Aydz2z GKS KFIYyRa 2F (K2
(Morris, 2001, p.9)She describes how thims sometimes led disabled peoptedenying

the experience of their own bodid®orris, 2001, p.10)Similarly, calling for impairment to

0S ONRdAzZAK(G Wo Intdiel,Crofu@roi, 2996} f EMotaszh@wiitis an integral

LI NI 2F RA&lI 0t SR LIS2LX SQa SOSNBRIE& NBIfAGe
our own physical and emotional wdlking, and, subsequentlior our individual and

O2ftt SOGAGS OFLIOAGE (G2 ¢2NJ] F3IAFAYyad RAAIFOAC

lfa2 KAIKEAIKIAY3T GK a20A1f Y2RStQa GSYRSy

A

issues, Thomad999)emLIK & A aSa (GKS AAIAYAFAOLIYOS 2F o2i
GKS aStFQ Ay FSYAyAald 62Nl ® DAGAYyI @2A0S G2
making the personal political, and furtherm&r  dirgjvig® to new ways of understanding

what knowledgei$ YR K2 ¢ A0 A& LINEBRIIOSIRIXE Ally NBIYIAR RS
a20AFf LINPRdzOG o0SINAY3I GKS YI Nhanas2I®99i A YSZ L
pp.68;69). Feminist approaches thus fundamentally challenge the epistemological
underpinnings of social science, particularly that\kiexige is unconnected to the social
O2yRAGA2Yya 2F AGaA 26y LINRPRdAzZOGAZ2Yy d . & dzyaSii
are divorced from politics, they also provide support for itheaof telling individual,

experiential stories of disabled liggreminding us that by denying personal experience we

can miss social factors of oppression in areas of lifesuchas seBy G A 18 | YR Wi KS
(Thomas, 1999, pp.£34). Feminist approaches thus suggest that these personal stories and

situated accounts servan epistemological purpose, reframing what are considered as valid

forms of knowledge.

Suchaccount2 T FSNJ g KF G | I N ¢gl& RSAONAROSE a WFSYA
situated, embodied knowledgdsiaraway, 1988, p.583)ather than performing?D2 R G NA& O]

17



of totalising narratives (which promise an impossibly detached objeg}iwit relativism

GKSNBoe AYRADGARZ f SELISNASYyOS A& NBRAzOSR (2 V¥
partial and critical knowledges, which at least offer the possibility of solidarity and of shared
conversations between groups with differeknowledges. She emphasises how the situated

1y26ft SR3ASaE 2F OSNIIAY 3INRdzLIASX &dzOK a4 RAalofS
FNBE AY LINAYOALX S Y2NB fA1Ste (2 06S lbhGdzySR G2
1Y 2 ¢t GRrawkyg1988, p.584)Ultimately, she calls for politics and epistemologies to

S NRP2GSR Ay GKSaS aArildz 6SR 1y2¢fSR3ISaAsT Fa alLl
SAy3a KSIENR 2 YI 1S Whardway2)088fp589y 26t SRIS Of I AYa

(@]]

Qi

Similarly, Harding explains how feminist standpoint epistemologies prompt us to engage

with the value inherent in socially situated knowleddesrding, 1993, p.50¥hese

emphasise the socially situated nature of all knowledge dalarding notes that the

dominant social positioning of those at the top of social hierarchies constrains their

understanding of the nature of society, preventing the most critical questions about

received belief§Harding, 1993, p.55)nstead, an analysis of social relations that starts from

GKS o02002Y 2F a20AFf KASNI NOKASa 2FFSNE 3INBI
marginalised people, as K S& dzy RSNARUGIF YR (KSYéX 2FFSNI GKS Y2
(Harding, 1993, p.54Yhe multiplicity of marginalised lives does not preclude this approach:

2dzad a4 GKSNB Aa y2 | NOKSGeLAOIt g2YlLyQa fAFS
(Harding, 1993, p.60%o0 the diversity oflisabled lives is a source of situated knowledges

from which to start such an analysis. Nor, in this account, are marginalised standpoints

privileged with knowledge that is entirely unknowalbdteothers. Some nowlisabled people,

such as personal assistanfamily members, and friends, may be acutely aware of disabling

barriers, while spaces that are inaccessible for certain disabled people like wheelchair users

may likewise be inaccessible for other groups such as parents with buggies or people with

luggaye. Rather, standpoint theories argue that marginalised lives offer a starting point for a

critical investigation of society. The social situatedness of subjects of knowledge is therefore

itself a resource for maximising objectivitgading, 1993, p.69)To begin from the

standpoint of marginalised lives, such as disabled people in a predominantiiseivlied

society, enables us to not only explore their experiences but also to ask critical questions

about the wider nature of socigt This requires attentiveness and reflexivity:

Gdzy RSNEGFYRAY3 2dzNESt @Sa yR GKS $2NI R I NRdzyR
2F dza FyR 2dzNJ 6StASTa FYyR | OlAz2zya@arghg i 2dzad o
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1993, p72)p LYy GKA& NBFRAY3IZ RAaAlFIO6fSR LIS2LX SQa a
generaingWa G NBy3Q 202S0OGAGS (y26fSR3IAS | o62dzi GKS

through bringing standpoints into dialogue with each other.

The value of briging diverse perspectives into dialogue is developed by Y&06#) who

contends that democratic decisiemaking processes benefit from involving all groups in a
a20AS0ed ¢KAA AYONBlIasSa (KS 02ttt SOGAGBS (y2s
the perspective of everyone from setgardto a more objective view, which takes into

I O02dzy i GKS f S3AGA Y(vdurky, 2004, ip.30MBhis vicw, abjgctivBy@sS NB 2 y
collectively assembled from the partial, situated perspectives of those with different social
positions. In this exchange of views, any gisgnated knowledge has to be expressed in a

way that is persuasive and understandable to others, appealing to justice rather than self
interest. While different claims may conflict with each other, rather than being expressed in
terms of a shared interesQ2 Y TNR Yy G F GA2Y gA0GK RAFTFSNBYy G LISN
LI NIAFEAGE 2F GKSANI 26y FyR NB@SIHta (2 GKSY
contextualising of perspective is especially important for groups that have power, authority

2 NJ LINKYBWd, D@ Spp.2627). These groups not only take their own experiences as
uncontroversial but can also represent their experiences as more general norms. In a society
which is predominantly nowlisabled, the ways that society is itself disabling ardylike be
invisibletothenorRA 4 6f SR YIFI22NARG&d . NAY3IAYyI RAAF O ¢
democratic discussions therefore offers the chance for a critical assessment of the nature of
society and the position of disabled people within it. These at heart, political questions

GKFG FTNBS NR2GSR AY RA&IFIO6fSR LIS2L) SQa aAdildz i
relationship between knowledge and politics is core to standpoint epistemolggsling,

1993, p.55)the assrtion of some social model proponents thatauson personal

experience of disabilitsd I RAAONBRAGSR FYyR &a0GSNAES I LILINR
OKI y3Ay3a (Rinkestein, 2998, )R34 therefore misplaced. Rather, personal

experiences are a key aspect of the knowledge base of standpoint epistemologies.

9y 3l IAYy3a 6AGK RAAIFIOESR LIS2L) SQa | O02dzyia 27
about societal disablement, and thisdsis is underpinre by a recognition of the value in

such individual, embodied accounts as articulated by the feminist work discussed above.
Acknowledging these experiences means emphasising the importance of specific contexts,

spaces, and geographies. ividual stories, taken together, form a diverse patchwork of
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experiences that can help to shed light on issues of disablement in relation to mobility and

access. But more than this, these experiences are important to the identity and selfhood of

disabled gople, as they are ways in which individual disabled identities are expressed.

Disabled people have historically been offered little opportunity to portray their own

experiences and have been left isolated and individualised by societal definitions and

judgements around individual capacities and personalitisrris, 1992, p.161Even when

disabled people are able to ceey their experiences, they are sometimes disbelieved if

these conflictwithanoRA al 6 f SR LISNEB2Yy Qa @GASGY UGKSAN |{y2sef
subject to diminished credibility by virtue of being disabled, a form of testimonial injustice

(Scully, 2018, ppcB).

This thesis is therefore indebted to feminist writers who emphasisertiportance of such
accounts coming from disabled people themselves in the first instance. Moreover, it also
draws upon a feminist recognition of the value inherent in the situated knowledge that
informs these accounts, and how this knowledge can be aistppoint for a critical
investigation of society as a whole. Such an engagement with the situated, partial
knowledge of individual powered wheelchairs users involves seeking to understand not just
how barriers affect their experiences, but also how theyqgeive, interpret and act upon

these experiences as well as how such interpretations are shaped by structural factors. In
this respect, the ways in which disability is described, and the narratives about disablement
and disabled people, are critical. ThEsan area that is highlighted by work from critical
disability studieswhichalso offers aritique of the impairmentdisability dichotomy

proposed by the social model. Tfa@lowingsection briefly outlines the contributions of

critical disability stugbsto this research.

2.2.3 Critical disability studies: toward a relational understandimdisablement

In addition to feminist critiques, the social model has been challenged by critical disability

studies, which has questioned the ideas, assumptions, atefjodes used to discuss

disability(Vehmas & Watson, 2014, pp.63B9) By examining how notions dfsabilityare

historically and socially contingerthis has highlighted hokR A 8 O2 dzZNE S& | NRdzy R WA
YR WRAAl 0f SRQ 02 RA S@ritidal N&abilfyidies shétightoff Re a dza G Ay
ways in which societies label and react to thoseithaR2 y 24 FA G WF OOSLIit ot S
Whereas medical understandings see bodily deviations themselves as the unifying feature of

disability, these are challenged by both the heterogeneous nature of impairment and the
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O2y GAYy ISyl yI G diNScullg 2011 y.3BRdmitHe peiispetiveroficétiSal

disahlity studies, binary dualisms such as abt&lied/disabled, normal/abnormal, and
impairment/disability are questioned, as they impose a totalising, modernist worldview of

fixed categorisatiofThomas, 2007, pp.€59). Instead critical disability studies highlights

0KS RAGSNARAAGE 2F RATFSNBYOSARMBKF & aANBASTDSC
such labels intersect with myriad other concerns such as ethnicity, class, age, sexuality and
gender(Shildrick, 2012,p.38) . & o0f dzZNNAyYy 3 (GKS o62dzy RF NE 27F 0
GKAA AYLXASA ¢S YAIKG Fff 0S O2yaARSNBR W
LIS 2 LI S Q daceesiBlRkenvirdhthéihis are more universal than society acknowledges.

| 26 SOSNE GKA& NBAYT2NOSa KS ARSI 4ligabléd RA &l
bodies, ignoring why it is that neslisabled people find disability threatening and failiog t

recognise the plurality of forms of acceptable embodimésitildrick, 2012, pp.285).

Critical disability studieself hasbeen critiqued on severgrounds. Vehmas and Watson
(2014)note that Critical disability studies suggesthical relativism in its implication that all
impairments, even those leading tearly death areneutral. They Iighlight itsendless
deconstruction which couldundermire ashared disability identity and political purpase

They also note that th@ SNE NBI f YSOKFyAayYa LINRPRddzOAYy3I RA
challenged, let alone abolished, merely by pointing ke wanton nature of difference, and
RSO2yaidNUHzZOGAYy3a (KS YSI(\4HAmASIREWatsan (P010,K.648) (2 RA a
rejecting the distinction between impairment and disability, and implicitly between the

biological and sociatyritical disability studies has even beeondemnedas philosophical
navelgazingwithda t AG Gt ST AT | yes YSI yA yeseardaf polgyhNhdLINI O
LINJ Oihat uh@etmines the social modé@Barnes, 2012, p.22lowever, an examinain

of why it is that society labels some types of body as disabled also allows for the possibility

of questioning and challenging such labels and the stigmatising accounts that accompany

them (ColemarFountain & McLaughlin, 2013, p.13Fyom this perspectivejot only do

individual bodies and the spaces they inhabit matter, but so also dsttirees which are

told about them. Posstructural accounts demonstrate not only the historical and social
contingency of disability but also how particular societal discourses around disability are
replicated and sustained. In doing so, they at least open up the opportunity for new

identitiesand narratives to be created around disability and impairment, in turn offering the
possibility fordominant, disabling narratives to be challeng€olemanFountain &

McLaughlin, 2013, p.144)
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This is an area wheritical disability studies shares certain broad commonalities and
alignment with the previously discussé&ministapproachesn understandinglisabled

experiences. Accepty 3 RA &l 0 f SR LIS 2 LiaSd@éceptng thisr Mgisenyi© S & |

ax

credibility (Scully, 2018acknowledges the right anchpacity of ay individualdisabled

LISNB2Y (2 I NIOGAOdZ FGS GKSANI aStFTK22R Ay gl &a «a
NF GKSN) 0Ky a2yYS2yS (Sduly,201a p.dzyhis sridbies tisaell y 3 2 F A
people to aligthemselves with narratives that are true to their experienaasher than

thosethat may be externally ascribed to them, acanserve to support consolidation of

collective political and cultural disability identityndeed, such alignment can have a

transformative impact on individua{$cully, 2011, p.43Being able to express and

articulate their lives on their own terms contrasts with thsempowerment thathey may
experiencewhenothers adopt ableist narratives about their lives. These can invoke pity for

2NJ NB@dzZ aA2y 2F (GKS RAalo6of SR LISNBZ2RRASRHE?2 Aa Y
YI22NRGE@DP 1a a2NNRa y20Sazr GaoKAES 2yS az20Alf
whatever media, the reality of those perceived as different, there is always a danger that the
G20KSNE gAftf 0S aSSy | adished pehptizketnis thkpduvet tg” @ !
represent our reality, impairmenwill always mean at best a cause fordtment and cure,

atworst a life nog 2 NI K (¥okrig} RO0H p.6)

Qx
~

I SRAY3I GKS NBLNBASYGl A2 y-disafed Rebgielrund tieRsk biS 2 LI S Q
returningli 2 WLISNBR 2y | £ G NJ 3SR DighdighiRgBhedmpdrtahéeXoy 3a 2 F R
disabled people in being able to define and articulate their own narratives about their
experiencesEnabling disabled people to convey their own experiences can itself be an

expression of agengMcLaughlin et al., 2016, p.7%9nd moreover a way of dealing with
oppressionThanas, 1999, p.47)t is therefore important to recognise the authority of

RA&lIO0f SR LIS2LJ SQa GSadAayYz2yAaAsSas |yR (2 adzZJJ NI
of their experience¢Scully, 2011, p.50For some in critical disability studies, however, this

does not mean privileging the voices and experignce2 T RA & 6f SR LIS2LJX S KN
KASNI NOKeé 2F (NHziK (GStftAy3a¢&¢&T NFXrGKSNI GKFG 6S a
F2NY 2F GNHziK lo2dzi GKSANI SELISNASyOSa GKFEG ao
(Shildrick, 2012, pp.287). This returns to some of the issues raised by femaristjues

that have already been discussed, on the situated nature of all knowledge. Both feminist

approaches and critical disability studies show us that individual and collective experience is

always mediated and rpresented in particular accounts, atftat how these accounts are
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formed is itself worthy of examinatioit § KSNB A& y2G F a4dGNFAIKGF2N
SELISNASYOST WiNHZIKQ FYyR 1y26fSR3ISST I yR | 008
we access and reproduce something unmediat@cthomas, 1999, p.80I is therefore also
AYLRNIFY(dG G2 O2yaARSNI GKS gleéa Ay fgKAOK RAZ
disablement are generated and represented.

One way of drawing together insights from feminist approaches and critical disability studies

is to consider disability as a product of an interaction between individual and environmental
factors. For example, in dealing with the issue of impairment, Tisotescribes

GAYLI ANNVSY(G STFSOGa¢ a NBaaNROlGA2ya 2F | Of
GKAOK NB y20 RAA&Ll 0Af A lahdSanterfbthat bdkhSmpainénh | £ NE
and its effectsare shaped by the interaction of biologitand socialactors(Thomas, 1999,

p43p {AYAf I NI &8> RAAlIOATAGE KI & (Valgads/ 19805 & ONR o
p.813F 2 NJ | WO 2 Y bitweénindividuaSnd-céhiextual yactoEsthewhole
AYGSNLIE e 2F RAFTFSNByG FrOG2NER oKAOK YIS d

Ny

(Shakespeare, 2006, p.58)he stance of these authors on the social model varies: some

such as Thomas and Morris, argue for its continued relevance while others such as
Shakespeare have called for it to be replaced with a wider social approach thed rgiid

(in their view) about the distinction beteen impairment and disability. As already

discussedthe nuanced semantics of the social model are of less relevance to this research
thanthe insightst provides into theexperience®f disabled peoplén a disabling society

Similarly, insights from critical disability studies are compatible with those of social
approaches: what matters are individual experiences within wider disabling structures.

While the body in situ is highly relevant to disabi{fyeund, 2001 )}his does not deny socio
material barriers, nor the value of tte2 OA | £ Y2 RSt Qa ¥ 20@dadeesszy LJ2 €

such barriers

Critical disability studies makes several contributions to understandisabled experiences

on which this thesis draws. First, by questioning totalising categories of disability, critical
disability studies (like feminist perspectivésyhlightsthe importance ofattending to

individual, embodied accounts of disabled pdb S Q& SELISNA Sy O0Sad CNRY
importance of acknowledging the significance of different embodiments, which can some
times lead to differential experiences of disablement, within a wider social approach that

recognises and focuses on societalrims. Secondly, and linked to this, through its
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emphasis on the interactional aspectsdi$ablementgcritical disability studies enables a

focus on how particular bodies in specific environments may be disabktl. Again, this

can help to shed light on how different people are disabled differently, as well as opening

the possibility for finding areas of alignment between disabled anddisabled people in

relation to what might make more enabling environments. Tacus on interaction is also

picked up by writers in science and technology studies (STS), which is discussed in the next

section. Finally, critical disability studies highlights how narratives help shape social reality.

By acknowledging thatthewaysdo& & GF f 1 & | 62dzi RA&lOoAfAGE &Kl
experiences, it emphasises the potential for disabled people to challenge and contest these
dominant, disabling narratives through their own accounts of their lives.

2.2.4 Technologies, knowledge, andrepseseA Y3 RA & 6f SR LIS2 L) SQa&
place

Understanding disablement as a result of interactions between people and environments

allows for a conceptual engagement with work in science and technology studies (STS) that
analyseghe complexinterconnectedhess betweerhumansandtechnologies. By examining

how societechnical norms are created, STS highlights the experiences of those who do not

conform to such norms, enabling the questioning of stabilised networks of-sedmical

relations by suggestindpat such networks could be otherwi¢Star, 199Q)This contributes

G2 2dzNJ dzy RSNEGFYRAYy3 2F RA&l 6t SR LIS2LX SQa SEL
disablement in several ways. First, it can help us to understand processes of knowledge

formation throughits analysis of how scientific knowledge is socially creatdch has

parallels with the feminist and critical approaches discussed above. It questions Sy OS Q a
positivistic underpinnings and the conclusions drawn from its findif&ar, 1990, p.31)

CKAad ONRGAILdzZS I32Sa 0Se2yR a0OASyOS ONRGAOAAYZ:
NAIKGQ ¢2dzd R 0S dzy oAl AaSRT NI GKSNE Al l[dzSadAazy
identifying processes of rationalisation, cldissition, and quantification through which

science helps form our takefior-granted assumptions and freezes specific knowledge in

Wi 2008 @Ky A Ol {(Stay, 0005 23RHTS &rknowledges the existence of these

processes, whitenables us to question both the processes themselves and the inevitability

of particular socigechnical outcomes and knowledge. Like feminist approaches discussed

above, thisforcesus 12 SELJX 2NB (KS sl &a Ay S6KAOK RATTFSNE
FAFAyad 2yS Fy208KSNE ol YR8 KZlLéaw, 8900, pA7h G KF G Y 0
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Highlighing howsociotechnical networkselp tocreate and mainainwhat is considered

Wal f AR | Y 2sas, & Ratpaential degabilisesuchunderstandings.

{ SO2yRfeésx IyR fAYy1SR (2 GKS y2G4A2Yy 2F RAAIl O
insights into the relationships and dependencies between humans and technologies. This

not only highlights the ways in which so¢echnical norms and standardised forms of

technology come to be, but also how they sometimes break down when confronted by
1K2aS K2 R2 y20 WFALIQ GKSY® LY | g2NI R LIKBE
Wadl yRINRA &SRQ -disdbiéd) Bdie& éhdNgragtized, Fhasg whob foyhot

conform to such norms encounter particular kinds of friction. Gad&hdmson describes

GKAE & I WYAATAGQT GKS 616 NR 2dzEGE L2 aA G A
that does not sustain that body, anates how environments commonly fit majority bodies

GKAE S WYAA&TA G G(Ganahdrhomsdos, ROLE, $pRe3643 Thi \Bads in which
physicalenvironments do not cater to theeeds of disabled people will be discussed in

more detail in section 2.3, wheileexamine prior work on the geographies of disability.
l'R2LIGAY3T +y {¢{ tSya SylofSa dza (2 aSS K2y
different forms of labour in aattempt to better align with their environments, and

moreover highlights how this work, and the effort it involves, is typically invisible to those

gK2 R2 y20 YAaFAGS® 'y ftfSNHe (2 2yA2yas alL
LIS NIZ | & A @ SriLBighItandie oppatmnity to critically examine the costs that occur

where individuals, organisations and standardised technologies (Stat, 199Q)She

describes the inability for standardised food production processes to cater to her unusual

(i.e. nonstandard) needs, the disbelief of waiters when told about her requirements, and

the added costs of surveillance to ensure her needs are met which are borne entirely by her.
Disabled people undertake similar work in order to make their way in standardieéat s
G§SOKYAOIfT SY@ANRYYSyi(la ogKSNB (KSe WYAaTA(GQd
0KFG WT-didaed mdofity, ¢n2l giobility technologies and processes that struggle to

fulfil their particular requirements. At times, they deal with iadulity from nonrdisabled

others who are ignorant of their needs, and they are compelled to undertake additional
surveillance to ensure that those needs are met.

Si S@Sy 6KSy G(GKSe& I OKAS@S w3z22R LI} aal 3sQs
conceaéd (Moser & Law, 1999, p.2073TS illuminates how particular combinations of
02RASa YR (SOKy2f23ASa I NBE LINAOJA{ &FB@RY aLJ

5
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R2y Qi YAE 6AGK 6 KSSt OKtbutNggspforingthee, withHow thed S G G SNI 4
LIFAY GKFG O2YSa FNRBY (MoResSiaw, 1090 pR08MdaréodeNE 4 Of S NP a
G2N] A& y20 aiavYLie LKeaAOrt STF2NIY gKIFG Aa O
on a spectrum from strenuous manual labour to deep concentration without physical
Y2@BSYSYGs FyR {KSNEB HithatHof wotk Kb nedek Bexakeh forh (1 & | Yy R f
INI y G SRE¢ (Sard Skailds, 3908, p.19he work undertaken by disabled people in

achieving good passage is not restricted to the physical effort of wgpeiound disabling

material environments. Significant emotional labour, for example, is involved in managing
d20ALf AYGSNIOGA2Yya | a | RApiekedtati@Rhroudd NE 2y | YR
strategies such as passing, hormalising, parading or peifig disabilityScully, 2010,

pp.29%31). The forms of work undertaken by disabled people are highly diverse, and may

include aspects such as peenptive journey planning to find accessible routes and ensure

they have backip plans should things go wrong, the physical effort expended in cangoll

their wheelchair in inaccessible environments, and emotions engendered by experiences of
inaccessibility or discrimination. The latter will be discussed in more detail in Section 2.3.3,

where | explore how disabling geographies engender psgchotiond effects. However,

here it is worth highlighting how STS helps us to understand these factors: by blurring

boundaries between humans and the technological aids on which theylLraly, 1990)it

highlights that all of us experience lives that angéy structured by and around different

forms of technologyBlume, 2012)challenging not just thassumption that only disabled

LIS2LX S I NBE WRSLISYRSYyuQ 2y (0SOKy2t23& odzi (KS

Indeed, examining the diverse ways in which disabled people use technologies illuminates

the complexity of this relationship. While madga S aWilAESAY (G SOKy 2f 23AS& Ay
lives to aid with functional taskK$cherer, 2002through processes of embodimesuch as
becomingP SyK SSt SRQ (KS&aS G(SOKy2f23aSa OFly 0S02YS
rather than just tool{Papadimitriou, 2008)For people with particular impairmentspecific

types of medical technologies such as-fule ventilation are lifepreserving or extending

(Eagle et al., 2002; Gibson et al., 200@these ways, specific technologies can become an

integral and indeed inviolable aspectlof RA &l 0 f SR LaGdN@irg(Gitsan, 008Sy G A ( &
p.194) Hghly specialisetechnologies such as sports wheelchams be perceived as

desirableobjects, and are sometimes valued for highlighting bodily capalfipglmo,

2012) Theyprovide an opportunity for disabled people to demonstrate sporting prowiess,

doingsocreating new narratives around disabled bodies that refutertbéon of
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WR S LIS v, Ritholgh $hi3 in turn also risks validating the paternalistic norm thsabled
peopleshould¥ 2 @ S&M0 A1 S A NJ (MACadghinNedval, Y016, pp.1¢1732)
Involvement in ports such as powerchair football also offeclgancefor in-person social
interaction, which is often denied to disabled people due to s such as inaccessible

buildings(Skyrme, 2017)

However, it is also worth noting that technology can sometimes be problematic or even
intrusive in the lives of disabled people. It can madabied people out as different to nen
disabled peopléMcLaughlin et al., 2016, p.298) medicalise everydawes in some cases

it can also serve as a remindertbé progresson of particular medicatonditionsor
impairments(Kirk, 2010) Even whenlisabled people find digital technolag beneficial in

their everyday lives, they can face a range of barriers in it§Bsemgartner et al., 2021)

New forms of mainstream technologies can serve to disable as well as €N&bis, 2007)
paradoxically causing new forms of disablement even as they reduce ¢Reusstone,

2016, pp.&4). The formand function of assistiveechnologies, in particular, can influence
RAalIof SR LIS2L) SQa a20Alf AYyidSNIXOGA2Yya ALK
for technologies to be designed to balance their social and functional requirements
(Shinohara & Wobbrock, 2016; Shinohara et al., 20I8¢hnologies can alsgphold

idealised normalising discourses of rehabilitation antiat is considered &2 NR A y I NE Q
functioning(Moser, 2000, 2006) ¢ KA OK & SNIWS (2 FdzNIKSNI W2 (K¢
fa2 0SS Faa20AlGSR 6AGK 0A2YSRAOLFE WOdZNBQ 2
individualsed,deficit-based conceptions of disabili{ghakespeare, 2006, pp.1€¥37) Yet

this is not inevitablyhe case. It is also possible to imagine how technologies might be used

to recast existing narratives, enabling seXpression andliscourses of value raér than
stigmatisation(McLaughlin et al., 2016, p.9Fven in highly technscientific processes,

such as genetic diagnoses, people have agency in interpreting knowledge proyided b

given technology, and they create particular narratives around this knowl@dgkaughlin

et al., 2016, pp.6836).

These examples show hoglifferent forms of technology play a rangediferse roles in

RAalFIof SR LIS2LJ SQa tABSaY 6KSUKSNI 2N y2i (KSE
rather than being something worthy of undue attention, for matigabledpeople what

others ascribas theirW? R S LIS y R &egh®§Y is ust their way of getting on in life

(Gibson et al., 2012Furthermore thed 2 dzy R NA S&a 2F ¢KIF G | NB O2ya
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technologies are increasingly amorphous. Technologies such as home automation that were
O2yaARSNBR Wi Rranibiyiv® BrRrany disab pébplébiarely a decade ago
(Harris, 2010have become increasingly mainstreamed, built into smartphones alongside
tools like voice assistants which are either implicitly or explicitly useful to disabledegpeop
Smartphones also incorporate many features designed and advertised directly as assistive
technologies. They also offer a wide range of tools that enable users to express themselves,
such & onthe-go video and audio recording, software for editinglgresenting the data

that is captured, and social networking for sharing these data.drisits areimagination

2T RAalof SR LIS2L) SQa dzaS 2F adzOK (SOKgr2f 23ASa
example, Ric€2017)describes the use of wearable cameras by a disabled media makers,
and notes how the appropriation of smartphone cameras could enable disabled activists to
take ownership of social media representations of their experieljiRese, 2017, pp.2@9

210) Similarly, smartphone video can support the authenticity of accounts of someone

K @Ay 3 WoPRikkeheniekal, REBDIAs suchit is possible to imagine these having

the potential to enale disabled people to capture partian experiences and situated
knowledge in ways that are meaningful to them, and convey this to others through

narratives that affirm rather than stigmatise.

wSOSy i NBaSI NODK 2 y-comRterinteradtidn (HO) a4 e@@lofed oy K dzY |y
technologes might support citizens to engage in matters of civic concern, and particularly
focus on how community knowledge of local issues might be brought into engagement with
policymakergDiSalvo et al., 2014, Olivier & Wright, 2015; Vlachokyriakos et al.,.Zl01i6)

is underpinned by the idea thailacesare constructedhrough plural forms of participation
enabled by linking social and technical resources to enable capacities for civic(aetion
Dantec, 2019, p.171As discussed in the next section, experiences of local environments are
embodied and political, and work in this tradition has focused on facilitating dialogues about
place trough techniques like digitally supported city wal&sivellao et al., 2015)

participatory media and storytellingVanuel et al, 2017) and platforms for community
consultation(Johnson et al., 20177 his work has highlighted how digital technologies can
potentially bring togther diverse accounts and perspectives on urban spécesellaro et

al., 2016) In some cases it has engaged with communities whose needs are marginalised,

21 LILX SQa Ah{ 2LISNI G§Ay3 & amsipportior fdatined sGck ds'¥drdbrddig, A Yy Of dzRSa 06 ¢
magnification, sound recognition and external switch ttoh(https://www.apple.com/uk/accessibility).
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such as older adultClarke et al., 2016¢yclistyLe Dantec et al., 2015; Asad & Le Dantec,
2017) children(Peacock et al., 2018nddisabled peopléRodger et al., 2016)

Many such efforts to bring place into civic technology have been supported by the ubiquity

of smartphones and gelmcatedmedia, which support the collection of data while out and
lo2dzid® ¢KAA KFIa Sylof SR FT2N SEIFYLX Sz 0O& Of A
journeys, augmenting GPS traces withhie-moment audio comments or pogburney

textual description to suppareflection and discussion for civic engageméviiskell et al.,

2018) Visual imagery has been used to log maintenance issues in the physical environment
with civic authoritiegFoth et al., 2011)an approach that has alé®en explored with

wheelchair user¢Steinfeld et al., 2010While s@sortriggered video to automate logging
accessibility barriers has been explored with manual wheelchair (Kekham et al., 2017)
conceivid 2F @ARS2 a W202S00A dpumeSeiviRpBedl@é&s T 2 NJ
AYLRNIFYG SY2aAaz2yFft 2N FFFSOGAGS |aLlSota 27
limits their agency in determining what matters to themthre-moment. Indeed, work vth

cyclists and urban planners has demonstrated that the data that result from the use of such
G§SOKy2t23ASa FT2N¥a | Ydzil6tS NBaz2dz2NOS F2NJ 3
1Y26Ay3Q | 062dzi GKS OAGE& NI ( KtButhi(Lé Bantgc, 2040) 2 0 2 S
Such work has highlighted how technologies become actors in-gadimical netvarks, not

just augmenting or amplifying publics but aiding in their formaiidenkins et al., 2016)

How data is produced is shaped by the social and material qualities of particular places, so
bothi KS F2NX YR (0KS O2yaSyid 2F RFEGF NBLINBASY
an important consideration, as is the wider ecosystem in which such data i Tesgdr et

al., 2015) One challenge identified by this literature is the ways in which designers of socio
technical systems might go beyondrely providing technological tools for civic

engagement, and help instead to support redesigning processes of jpudikpng(Manuel &

Crivellaro, 2020)Such a vision has some parallels with 8%S notion of hybrid forums,

GKAOK KI @S 0SSy a4dzZ33SaidSR |a IINByla gKSNB C
GAftRQ Oly yS8S320iAlGS 6AGK ONBRSyGAlIf SR SELISN
modify the enactment of disability in thetg (Galis, 2011)

This work on civic technologies opens up ways of conceiving of how disabled people might

use technologies to challenge ableist barrjerarratives and attitudes. One way in which

this might be done is through surfacing plde&sed situated knowledge and expertise, using
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mobile technologies to convey their perspectiemobility and accesdn this respect, prior

g2 NJ Zy2 JBEENRSEIRLI, showing that the data generated by such tools isanot

analogue to memory but rather a resource for digital narratives that enable users to tell

evocative stories about even prosaic events in their everyday (Waper et al., 2008)The

choice of topics, and the identities and narratives told around them, stghe telling of

WaYFtf &02NRSa Qindley, Raadall, eidl2 2009%1@cdrospedtiZely énable

new insight into everyday routindtindley et al., 2011)/ideos captured by wheelchair

dzZaSNE X FTNRBY (§KSANI 24 yebdbmuset ofcampafantdihdig LISOG A O3S &
stories around access issues and explicitly to tell narratives that counter ableist discourse

(Parent, 2019)As discussed in the following chapter, videos like this have also been adopted

as a research method, highlighting in particular the embodied dynamics of wheeling and

moving together with othergParent, 2016)Combiningethnographic methods withidital

toolsYA KOG KSf LI 20KSNB G2 dzy RS Naand hag Repdiedtiall 6 £ SR LIS
to link them with other stakeholders involved in urban design, as well as being a resource for

disabled communities themselvéRebernik et al., 2020)

Yet as discussed in the next section, disalpledpleQa S ELISNA Sy O0Sa Ay odzif i
public transportare multifaceted and complexand are linked to widr structural and

societal factors. In this respect, enabling disabled people to convey theinawativesand
experience®pens up the possibility for resistance in inhospitable places, epitomised in the
direct action campaigns of the disability moverh@nthe 19909 Freund, 2001, p.701lk is
nonetheless important to consider that while such narratives could be used for political
resistance, the agency disabled people express in telliaig twn sbries is not necessarily
activism, and as discussed in Section 2.2 has intrinsic.\@&tueepeoplemay not identify

with a political conception of disabili{Ghakespeare, 2006, p.74nd may not wish to bring
their disabled status to the fore and risk it becoming a dominant idefifihpmas, 1999,
p.109) As such it is important to think of civic technologies broadly, and abowhéir use

in unexpected, opeended ways. This would enable people to express their own narratives
around their experiencesf mobility in ways that will not constrain them to the singular

LJdzN1LJ2 84S 2F WFAEAY3IQ | O0SaaroArtAaieod

The STS, HCI and related literature discussed above highlights the complihety of
relationship between humans and technologies, underlining how steclnical systems are
notonlyOSY (iiNJ £ G2 LIS2LX SQA& busde$ Aldd Bdradneans\oPSa | YR Y 2¢
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conveying their experiences around these issues to othEnss thesis buildsn how this

work highlights the interactional aspects of the relationshgtween people and

technologies, and how dominant sodichnical norms cause friction for those who do not

conform to them. This opens up the possibility for generating alignment and understanding,

by demonstrating similarities in processes of enablensnt disablement between groups

with ostensibly different needs. It also adopke critical approach that STS brings to

questioning how particular and partial forms of knowledge come to be embedded in such
socictechnical norms in the first place. It draws the ways that this literature highlights

the place of technologies in the lives of disabled people in particular, and how these are not
2yte dzASR F2N) Fdzy QlAz2ylt 2NJ WFaaArxaadgAgdSQ Gl a3
other roles. Finallyif draws on the HCI conception of civic technologies that seeks to enable
particular communities to express their views around issues of concern, and bring these into
policymaking discourses. Taken together, these insights allow for a nuanced perspeactive

the ways in which people may be disabled by seeahnical systems and norms. They also

open up space for how dominant knowledges that are frozen in these systems may be

dzy aSGdf SR YR NBFNI YSR GKNRdAzZAK RA &blagiesSR LIS 2
such as smartphones and civic technologies.

2.2.5 Conclusion

This prior work on disability, disablement and technologies provides a base from which to
SELX 2NB RA&IFIO0f SR LIS2L)X SQ& SELISNASYyOSa 27 Y2
in whichsociematerial environments and soctechnical systems serve to disable or enable
particular groups. It emphasises the importance of individual narratives around these

particular embodied experiences, as they are expressed by disabled people on their own

terms, in both collective experiences of disablement and in the consideration of wider

societal structures and attitudes towards disability. It highlights the importance of
understandinghe ways in which particular situated knowlezgybecome embedded in
socic-technical systems, and the importance of considering the processes and tools that are
dzZa SR Ay GKS 3ISYSNI GA2Yy YR NBLNBaSyualaazy 2
disablement. This thesis drawn the these insights in investigating disa®le LIS 2 L)X S & Q
experiences of mobility, through a focus on the ways in which specific environments disable
users of powered wheelchairs. It considére interactional aspects of how users of these

LI NI A Odzf F NJ Y20 At Ad& S OK ghthénss Bulit Braundrdbryidant i K I {

socictechnical norms that are predicated on particular embodiments and ways of moving
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through space. It foregroursthe individual and collective disabled voices of powered
wheelchair users by working with them to understaheir experiences in their own terms,
thus attending to their situated knowledges and expertise about how they are disabled by

particular societechnical environments, and the ways in which these might be reimagined.

In the following section, | explore faowork from human geographyas begun to engage

with these concepts, and has come to recognise the situated knowledge of disabled people

in relation to mobility, place, and what makes for enabling or disabling environments. This
work, broadly conceptualiskas being ot? 3 S 2 3 NJ LIK A Sfédrms2h& sedpadirdad A ( & Q

area of prior research on whichis thesis is built.

2.3 Geographies dbisability andDisablement

tKAa aSOitA2y LINPOARSAE Ly 20SNBASG 2F NBASHNDOK
informs this thesis. This literature explores the ways that particular soaitrial

environments can spatially exclude disabled people from participation in sobietyniting

their access to public space and transport. First, this section provides some background to
and summarises the development of this research, which has expanded significantly in scope
since emerging in the mi#l990s. This shows how it engageihaand responded to wider
theoretical currents about the nature of disability and disablement, including the insights
provided by the social model ammditical disability studies that have been discussed above.
Then this section engages with some of tleenenon findings in this and related literature

that describe ways in which disabled people, and wheelchair users in particular, have been
excluded from material environments. It goes on to discuss in more detail one particular
aspect of social exclusion,yzho-emotional disablement, that both stems from and

reinforces material exclusion. It concludes by summarising how insights from geographies of
Y20AtAd& YR NBfFGSR tAGSNY GdzZNBa 2y RA&alof SR
influenced this rese&h.

2.3.1 The development of geographies of disability

As discussed in Section 2.2 above, social understandings of disability and disablement offer
an insight into how disabled people are excluded from specific snaterial environments,
including public spacand transport. Prior research in geography has highlighted how places
may affect different groups of people in different ways, and lead to particular patterns of
movement and spatial relations. For example, feminist researchers identified the gendered

nature of the built environment, drawing attention to specific patterns of mobility that were
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482 0AF G§SR 6 ASIEKdzZIFES AN 226(FS yWwBS/5Q & yaR G2 LI NI A Odz
work trips(Law, 1999)Places are therefore not neutral, but rather can have distinctive and
sometimes detrimental impacts dnJS 2 LJt S(Dedvs, 1984@V®raover, this research has

shown how those whare most affected by oppressive environments can contribute

particular forms of socispatial knowledge about those environmerftsaws, 1994)

Public spaces and transport are two sematerial environments where differences in
AYRAGARdAzZEf SYO2RAYSYG YIF&@ WYAATAGQ Yzald OA3
manifestthrough the friction that resultsi-urthermore they are particularly important to

full participation in modern society. Transport between locations is a critical aspect of this,

T2 NJ & K2 g pragteds meyda® iiade in improving the accessibility ofilmgh, public

spaces, employment and educational facilitigg,will be wasted if the people at whom

these improvements are aimed are unable to travel to their chosen destinafi®alvage &
Zarb,1995a,p.8) ! & & dzOKX | O0SaaAiofS (UNIYyALRZNIL dAa
education, employment, health services2 OA I f S @Sy (i a Ewiden, 2083} a dzNB
p.6). Moreove, the (in)accessibility dfansport is intrinsically linketb that of the wider

0dzZAf &0 SY@GANRYYSY(OY LlztAO (NI yalLR2NI A& 2dzai
to a destination, and the physical accessibility of a vehicle cannot tedeyed in isolation

Ay RAAlFOf SR LIS2LIX S @aiseSPaISIndsed ¢t@AlS 20022TYler 2AB)A £ A
lack of access to motiiican be both a cause and a consequence of social exclikeoryon

et al., 2002; Cass et al., 200B)obility isalsogenerally considexd a fundamental aspect of
democratic freedom for all people, both as an intrinsic good and as a means to an end in
opening up otler opportunities(Imrie, 2000a, p.1643)Accessible public spaces and
transporttherefore enable disabled people to accessstcietalopportunities on he same

terms as nordisabled people, while environmentisat hinder their mobility constrain such
choicesAs such, the study of how people move (or are obstructed from moving) through

space can provide an insight into systemic social and material p@haions, showing

whose time and bodies are valued in particular conté$awchuk, 2012Despite being

more reliant on public transport than nedisabled people, disabled people are also less

satisfied with itand aremore likely to see it as unreliable atmifeel that their needs are

not considered by public transport operatof3olly et al., 2006 hese factors highlight the
imperative of understanding how disabled people experience both location and mobility,

which have received increasing attention in a wider context of increasing engagement by
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geographers with the spatial properties of social auttural factorgButler & Parr, 1999,
p.6).

Chouinardet al (2010)describe how, prior to the mid990s, disability occupied a marginal

place within the discipline of geography that was characterised by three broad areas of

research. These were first, positivistic studies of the epidemiology of disabling conditions;

second, studies of access and mobility of disabled people in urban environments, which

documented spatial exclusion but did not examine the structural nature andyatan of

barriers (for example, Golledd&993); and finally, studies that focused on the sense of

difference experienagby those with mental health conditions around deinstitutionalisation.

Although this early work was later critigd for a lack of engagement with structural factors,

it laid the foundations for the subsequent critical turn by contributingt LJF G A F f Ay aA IK( 2
[including] the prevalence of disabling conditions, the significance of social and cultural
environments in shging the lives of disabled people, and the embedded discriminatio
YFEAYAGNSEFY O2YYdzy Al A S@hodingriRet 4l.y2016,p D)fideadlls a S
NBEaSINOK RAR y2iZ K2¢gSOSNE 3I2 6Se@2yR | YSRAOI
significance of socipolitical and environmental contexts, in the production of disabling

AL GAFEfAGASEAE (InBe\REEdwagls) 200726850 RS NS R

Following on from this, there has sinttee mid-1990sbeen an increasing range of research

2y 6KIG KFIa 02YS G2 0SS (1y2éy a WwWISAGNI LIKASA
on a range of issues relating to disability and sp&temming paty from a consideration of
W3S23aNI LIKASE 2F SEOfdaAaA2y Q> GKAa fSR G2 62NJ
processes that produce disabling built environmefitsrie & Edwards, 2007, p.628)he

subsequent research, in fields @¢velopment, planning and design, has been therefore

informed bya critical, social understanithg of disability and disablemefButler, 1994;

Gleeson, 1996, 1999b; Hall & Imrie, 1999; Imrie, 1996a, 1996b; Kitchin, 2000; Imrie & Hall,

2001a, 2001b)As such, this workritiquesthe framing of disability as individual impment

and highlighs the sociepolitical and environmental contexthat produce disabling spaces.

Li KIFa az2dAaAkKa G2 O2yidSaid (kKSasS whiaht SAad 3S23aN
incorporate and perpetuate physical and social barriers to the participation of disabled

LISNE2Yy a Ay (Chabaid R978p.380k btSsthe importance of challenging

0KS adzllll2aSR AYSGOAGIl 0Af A io® antl dal TRAND | 000 NSRRI ALAS2fLIE S
SELX FylLdA2ya 2F RAAl 6t $Oh&uifard, 1997,.883) 482 OA 2 & LI GA | f
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In several cases, thiB ¥ A NBR G 4 | 8 Sr(expHck regpdnde GoahataBorsperceive

as ableist norms and assumptions in prior geographical work on disability. For example,
Butler (1994)challengesD 2 f f MM rtion that visually impaired people lack

spatial awareness and understandimgting the existence of plaegpecific cues available
through nonvisual senses, and highlighting the lack of spatial inforonat accessible
formats that are suitable for them. Emphasising the need to consult disabled people about

their spatial experiences, she highlights that:

G hie blind live in a world built by and for the sighted. Their awareness of the
spatialproblems that they face in their everyday lives underlines their awareness
of the environment around them, the lack of society's efforts to meet their needs
and the lack of insight into how these needs can be met. The problems must be
confronted from a biid person's perspective and not from that of a sighted person
attempting to imaginewhat being blind entaiks(Butler, 1994, p.368)

Likewise, Gleesofi996)NB 2SS Oilila D2ft SRISQa y20GA2Yy 2F RAA&I
YR RA&FOGfSR LIS2LX S a AYyKLE oA ingifsiadloythe Sy R dzN
social model of disability, he outlines a historin@terialist understanding of disability and

aLlk OS GKFG A&a az20Aalftte O2ydAy3aSydyY aFlF NI FNP
what may become of impairment as each societyduces itself soci@ LJI i {Gleésong ¢

1996, p.3919 wS LJzRA | (0 A y Bisn) Befoditliied? Ho Su@h aldtarialist view calls

for an emancipatory effort by geographers to understand how sgptial structures

oppress people with impairments. Moreover, as does Butler, he argues that it is disabled

LIS2 L S 6 K2 al2NER (FReNJI o S/a 0 deddiSK/ G A O RS & ONAR LJG A
(Gleeson, 1996, p.394dlling on geographers to participate in the struggle with disabled

people in pursuit of material justice and political emancipation. Similbrigie (1996a)

y2GSa GKFdG D2ff SRISQAl IHRRAY AR yLIZNT R A IVWF d2/T0 (iR
depoliticization of his malysis andhighlightsi K & RA &l 6f SR LIS2 L)X SQ&a f J
R2Yy LI I @SR Ay Tl @2dzNJ 2F G KS [I(yhlief 18964 ©408) I I T &
Echoingecalls made by disabled researchersdaremancipatory research paradigm

grounded in the social mod¢Dliver, 1992 L Ychtijus @fects wider concerns amongst

this first wave of critical studies about research methodologies that were done to, rather

than for or with disabled people. As such, these stuétsesgrounda focus on the power
relationsthat existin the production of geographical research on disability, ade helped

aLJzNJ I Y2@0SYSyid (261 NRa NBGERsoNIORO) 2y WSyl of A
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While this critical turn is influenced by the socialfi8f 2 F RAA&AF0Af A& Qa
production of disabling barriers, it also focuses on the importance of the material body.
Indeed, some authors suggest that concepts such as ableism and disablement are more
helpful than the social model of disabilityhich they characterise as paying scant attention
to different mind and body state@utler & Parr, 1999, p.7Work in this tradition, building

on feminist insights, has emphasised the link between disabling environments and disabled

LIS2 L)X $Q&8 SY02RASR SELISNRA Soy@krowleiding énib&diéedd L (i

experiences does not signal an inevitable return to individualised understandings of
disability and, in fact, is critical to achieving political and social equality for disabled people
(Butler & Bowlby, 1997)In this regard, it mirrors the concerns of fersirdlisability scholars
described in Section 2.2.2, who highlight the importance of particular accounts of disabled
experiences in all their diversity and specificity. It suggests the critical importance of
attending to how different bodies, who may be ugidiverse technologies for mobility, may
experience particular socitechnical environments differently. It also emphasises paying
close attention to how these different environments may serve to enable or disable

particular embodied people: the existenoéstairs, or the presence of faulty equipment

F2O0d

KI a

4dzOK & fATFTGAZT I NB AaadsSa GGKFG SEAaG |f2y3aiRr
48 AYLRNIFYyG FFEOG2NBR Ay GKSANI SELISNASyOSao /2
STS concerns of hanansportandthe built environment aréS E | Y LJX S & -téchnicdl & a2 OA 2
2NRSNES GgKSNBAY aoKFG | LIISIENB G2 0S a20Alf A&

is partly social. In practice nothing is purely technical. Neither is anything purdly f§taiwv,

1990, p.9% ! ff 02RAf& SELSNASYyOSaz AyOfdRAY3I (K248
NEFt SEADPS NBfIGA2YyaKAL) 0SG6SSBuler&BRowhye Y G§SNR I

1997, p.411)While each persois different, there are certain commonalities to the
experiences of powered wheelchair users, who use specific forms oftsatinical systems

for their everyday mobility. These in turn interact in complex ways with wider socio
technical systems includirgodes of transport and the built environment. A social approach
to understanding disablement, as adopted in this thesis, must therefore attend to the
diverse experiences of differently embodied disabled people and how they use and interact

with particularsociotechnical systems.

I WaSO2YyR ¢ @SQ 2F 3IS23INILIKASA 2F RAAFIOATAGER

which Chouinard characterises as encompassing four themes: a broader understanding of

disability; an increased concern with embodied expeces of disability and chronic iliness;
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the opportunities and challenges posed by technologies; and the relationship between
geographical disability research and pol{©houinard et al., 2010, pp;8). These are briefly

outlined below, along with their implications for this research.

A broadened understandiry ¥ WRA &l 0Af AGeQ 2LISya dzlJ 6KS Iy
range of body differences can influence the spatial experiences of different groups. These
AyOf dzRS LIS2LX S 6AGK | Nry3aS 2F @AaArotsS |yR
WEAGGES LIS2LI SQF | YR ( KAGhBuingrdel &, 2010, AN & A K
has highlighted how, for example, attitudinal environments affect people with facial acne

who often withdraw from these disabling spadétawkesworth, 2001)A widening of what

is considereds disability, and how this relates to different forms of embodiment and spatial
disadvantage, must be considered carefully. If it leads to a reductionism in which bodily
differences are crudely equated to disability, it may return the focus to indiviskchbnd
YSRAOIFIt A44SR dzy RSNREGFYRAY3Ia 2F RAALFLOATAGE |y
the sociepolitical conditions that create disabling barriers for those with different

embodiments. For example, including experiences of chronic ilinéssveiroadened

understandings of disability requires a consideration of medicine, health care, and

impairment which may be at odds with some interpretations of the social m@ieloks et

al., 2008, p.884)However, a broader conception of disability, that examines how differently
embodied people may be disabled in place and mobility, also enables a focus on similaritie
between the spatial processes of disablement as they are experienced by different groups of
people. It also opens up the possibility of considering the role of mutual interdependence

and shared requirements for smooth mobility between differently embddpeople,

including between disabled and nafisabled users of space and transport.

A

Ly GKA&a @OSAYIZ 62N] 2y RAA&AIOfSR LIS2LX SQa SYo
between diverse bodies and the spaces they inhabit. Drawing on M&286§%) Imrie

describedhow we are all spatially emplaced, and that space is not simply the context in

which things occur but constrains and enables specific embodied pragitices, 2014,

p.15) The experiences of wheelchair users as they navigate around uneven surfaces in the
neighbourhood, their expertise in knowing the best routes to follow for their own comfort or

the protection of their chair from damage, and the emotions they experience as they

negotiate disabling barriers are not easily disentangled. Through poorgahgssign,

therefore, space itself produces disability as outlined in the social model. This has led to a
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call for research to focus on the production of (disabling) spaces, the fluidity of disabled

LIS2 L SQ& A RSy (A af krfbadiedehcyuRersiafdexp&ikn@eS, Nikiok vinih

areG AYUAYFGSte O02yyS QingeR Edwards, X007 hS3Gimyialy, & LI OS ¢
KAIKEAIKGAYT GKS Wy22NX¥IfAGe 2F R2Ay3I GKAy3Ia R
rethink of the ways in which all people, not only disabled peoplg, O OdzLJe ¢ 2 NX Rf & a LJ
Fff 1AghBudddot8@SI2L) 4 | O02dzyia 2F 02RA{& RATFTTFSN
ddzadFAYSR RALFf23dzS 0SG6SSy Fff &a2NIa 2F LIS2 LI
normality of very different ways of human being, doing, relating and phaaking is

dzLJLJS NJ¢Hariseng Philo, 2007, p.502T his requires engaging with diverse embodied

experiences and situated knowledge about spatial experiences andtsatinical systems

of mobility, transport, and access to places. Moreover, it requires considering how these

different narratives may be conveyed, and how sdd&dogues between different people

might be supported.

The third broad area akcentNBE & S| NOK 2y W3IS23aANI LIKASA 2F RAA&Ll
technologies affect the lives of disabled peoplew technologespose awide range of

opportunities and challenges. Whilleey have the potential to improve access for disabled

people, for example through the provision of information or services via the Internet, they

may also be viewed as a quick technical soluti@t obviates the need to make meaningful

changes to physical and social environmg@bouinard et al., 2010, p.114s previously

highlighted, tecimologies can even introduce new barriers while removing others

(Roulstone, 2016, ppcd; Mairs, 2007)For example, where information is provided on

websites that are inaccessible to screen reading technologies, it may preclude access to

those with visual impairments. The digitisation of previously analogue processes such as

mobile ticketing or payment can lead to disablement in the interaction between people and

digital objectqEgard & Hansson, 202Moreover, all technologies, including those systems

that are designed and implemented to improve accessibility for disabled people, are not

valuey Sdzi NI £ Y | O0Saa -OHzh (1801 6 AV §R (B 20028, DOA 2 NBf |
p.877) As noted in the previous section, batiobility technologies and those representing

experiences of mobility and place do not exist outside of social context: they are imbued

with wider values associated with the society in which they are created and deployed.

The role of different technologgeand how they affect the lives of disabled people are thus

linked to how a predominantly nedisabled society values disabled people and as such to
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the relationship between disability research and policy more broadilyile Chouinard

highlights work thatombines critiques of disabling environments with policy analyses in

several fields (Chouinard 2010:14), some of which are discussed in more detail below, they
note an ongoing disengagement between geographers and policymakers and a need to
consider the dferent scales of geographical analysis to facilitate such engageffieist.
ddzA3Sald GKS ySSR F2NJ NBaShkNDODK GKIFG SELX 2 NB3
how its findings and implications could be brought into productive engagement with

decison-makers and service providers.

The geographies of disability literature that has emerged since thel@8dstherefore

complements the work on disability and disablement underpinning this thesis. As already
Yy2GSRXZ AGa WYT-ariNdiate gagraghtt Sensibifitied tibvards MiSunderstanding

of disability that acknowledgal KS & G NHzOG dzNJ € F2NOS&a Ay ¥Ff dzSy O
experienceslt emphasiesthe need towork with disabled people to understand their

experiences, and acknowleégtheir expertise in describing and analysing disablement. In
addition, these critical accounts highlight how social approaches to understanding

disablement must be attentive to different embodied experiences, and to different

interactions between individualsnd particular sociechnical systems used for mobility.

Such contributions reflect and build upon key insights from social approaches to disability

and disablement described in Section 2.2. Work on geographies of disability has also

suggested areas wheiit can contribute towards spatial understandings of disablement,

including closer engagement with policymakers. In the following section, | explore some of
G0KS aLISOATAO AdadzSa ARSYUGAFASR GKNRdAzZAK GKAZ
experiencs of public space and transport, and the structural factors that influence these

barriers.

2.3.2 The structural context of disablement in the built environment and tansp

' 4 RA&OdzaaSR F020S> ¢g2N)] OGKIFIG KFHa o8& Ay Tf
provided insights into how socimaterial barriers constitute disabling environments, but has

also sought to explain the processes that lead to this exclusion. In this sedieginby

outlining how wider soal andpolitical processes of spatiplanning andaccessibility

legislation sets the context for specific disabling barriers, before examining the substantive

nature of these barriers in the contexts of the built environment and public transport.
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A central insight ofne W3 S 2 3 NJ LIKAA ASEithap@deniostiates how the design of

built space and public transport excludes people who do not conform to the bodily norms

and comportment of the nostlisabled majority. The disabling design of these environments

is not only insensitive tde needs of disabled people but remains unchallenged due to
LINSR2YAYFYyad | 4GAisdeR@tdve ofitBe pRverdol dsadbling desigh A G &
discourse as a naturalistic part of the crafting of the designed environment and, as such, it is
rarelyp2 6 f SYIF A &SR 2 NJ(inikez52818, Pl 1617 )2TheOndderialkylpiathan

aLJ) 0Sa a2F0SYy ONBOLINRPRIzOSE RAAGAyO@®&®S aLdl GAL
lack of access to public transport systems to the absence of visual clues or guides in towns to
enable visioAmpaired people to move wits | A(IEde, 2001, p.232)with the result that

disabled people are effectivetiebarred from aspects of public life. Meanwhile discourses of

mobility prioritise independent, nolRA & 6 f SR WY20AfS 062RASaQ I yR
inequalities that exclude disabled peoflenrie, 2000a)

A w4 oA x

¢tKSaS AaadzsSa NB NBFESOGSR Ay GKS gl e GKIFG RA
and represented in urban planning, with development processes that are often insensitive to

diverse requirementg¢Hall & Imrie, 1999; Imrie & Hall, 2001&his is more than a purely

technocratic issue: rather, disablement is embedded in the entire development ecosystem:

& G soSicinstitutional gructures and relations of the development processXimplicated

in the production and perpetuation of disabling barri¥reattentiveness to, and exclusion

of, the needs of disabled, and other, people is evident at all sta@@sie & Hall, 2001b,

p.7). Where disabled people are considered they aften narrowly defined as wheelchair

users orpeoplewith restricted mobility howeversuch definitionseinforcel WY SRA OF f A 4 SR
view of disabiliyand, moreoverd ¥ Af (12 NBO23yAaS GKS RAODGSNRBAIGE
impairments, and the often conflicting and different mobility needs diedént categories of

ORA &Ll 0f S(Rbie, 20808, pi684People with visual impairments may have very

different requirements for accessibility th@se with hearing impairments. Even the

OFGS3I2NE 2F WoKSSt OKIFANI dZaASNRQ YI 1Sa y2 RA&aOA
those who use different types of wheelchair (powered, manual, peagsisted) to say

nothing of other powered mobility devicesich as scooters. Each of these has different

characteristics, which are entwined with particular set@ohnical experiences of mobility

and access as well as with wider segalitical conditions of their creation and ug€oontz

et al., 2010; Cooper et al., 2008; Woods & Watson, 2003, 2004)
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Research on the history of accessibility suggests little understanding mith20" Century

of the need for disabled access, with officials noting the limited presence of disabled people

in public spaces but not recognising that this was itself likely an outcome of inaccessibility
(Watson & Woods, 2005, pp.1§P03) Despite increasing political attention paid to the
accessibility of public buildings dog the 1980s and 1990s, the UK planning system placed

little obligation on developers to ensure access, relying instead on the goodwill of

developers through a voluntary rather than a coercive framework of regulatiomse &

Wells, 1993)Although the increasing institutionalisation of access as a concern drew

attention to disabl®k LIS 2 L)X SQ& Y I NHA Y I-légal &dntéxhrginfokcedlaK S & A F
WOt ASYGAalQ NBfIGA2YAKALI 60SG6SSy RA&alof SR L
remained subservient to market considerations of cost and affordalfitityie, 1996b,

1996¢; Edwards, 2001A plethora of legislation and guidance now nominally governs the
accessibility of built environments and buildings, including the National Planning Policy
Framework(Ministry of Housing, Communities and Local Government, 2024y M of the

Building RegulationdM Government, 2015pand the Equality AgHM Government, 2010)

| 26 SOSNE GKSaS F2N¥Y LINI 2F gKFEG NBYFAya |
crossdepartmental strateg that brings together all aspects of built environment
accessibilitf{House of Commons Women and Equalities Committee, 2017, @2)0n this

respect, the longstanding problem of weak and poorly enforced asibility legislation that
encourages minimal levels of compliar(t®rie & Wells, 1993; Imrie, 1996b, 200G }ktill

an isue, and ableist assumptions around particular forms of embodiment and specific bodily
competencies remain embedded in the built environm@ntrie & Kumar, 1998)This is

despite active efforts by disabled people to improve accessibility by means such as local

access groups, which are constrained by the nature and extent of support received from
councils and the wider politéd culture in a given are@mrie, 1999) There are difficulties in
YSFadzNAy3I RAAFOE SR LIS2L) SQa Ay@2ft @dSYSyd Ay
FIOS G2 LI NIGAOALI GA2Y YR 0SOlFdzaS WAy @2t @SY
provision to delegated contrgBegum & Zarb, 1996)

The result of the pervasiveness of these ableist norms in polioggiactices is that many
of the specifianaterialbarriersthat identified during the 1990s and 2000s by geographical
and geospatiatesearchstill exist The built environment retains streets that resemble
obstacle courseand many buildings remaintirely inaccessibletherebypreventing

disabled people from moving easily in urban stmrie & Kumar, 1998, p.361; Salvage &
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Zarb, 1995h)Spedic problems include a wide range of issues that impede free movement,
such as poorly maintained paths or routes; the presence of steps or deep gutters, steep
NI} YLIA 2NJ OF YOSNRSI 2NJ §SYLI2NINE WAGNBSG TFdzNY A
accessibleoilets (see, for example Kitchin, 1998; Imrie & Kuni®98; Matthews et al.,

2003; Beale et al., 2006; Bromley et al., 2007; Rodger et al.,.2da8Yy of these barriers

remain commonplacéHouse of Lords Select Committee on the Equality Act 2010 and
Disability, 2016; Hae of Commons Women and Equalities Committee, 2@igpbled

people are also still excluded from public spattesugh inadequate provision assential
facilitiessuch asaccessible toiletswhich isnot simply a spatial issue but a political and abci

one as well(Kitchin & Law, 2001; Jones et al., 2019;aMian, 2019)Indeed, recent years

have seen the closure of many public toilets and an increasing reliance on private provision,
disproportionately affecting disabled and other marginalised pe¢iés & Jones, 2018)
tKSaS SYO@ANRYYSyGlt oFNNASNER YSIy O(KIFIG 6KS
2F LX OS¢z YR KI@GS I RAaAGAYOG gre 2F aSSh

St O
y 3
through it that do not refletthoseof nondisabled peopléMatthews & Vujakovic, 1995;

Kitchin, 2002)

Understanding the marginalisation and exclusion of disabled people requires engaging with
howsocied LIt GAl £ LINRPOS&&aSa NBLINRRdzZOS az2O0OAlf NBE I GA
LJt | (Kitshih, 1998)Marginalisation helps to enforce dependency on specialised provision,

and in doing so prevents the exercisierights typically associated with full citizenship such

as privacy, respect and individual cho{d®ung, 1990, p.54l has been reinforced during

austerity through the framing of those who rely on social welfare programmes, including

RA&AlI0f SR YR OKNRYAOI f & A(Gdrthwaite2000)SuEh | & Wa KA N
discourses and policy regimes have further served to spatially marginalise disabled people,

who oftendonotconformi 2 KS3ISY2yA O O2yOSLIA2y®DIAPI ¥VayHQS
bodies(Imrie, 2014) Instead, they relate to wider issues around the place and valuation of

disabled people in society, and how issues of inequality and citizenship are materialised in

everyday, embodied interacti@anand (im)mobilitie§GaeteReyes, 2015Pisabled people

somdi A YSA FAYR (GKSYaSt@gSa o0SAy3a 206t A3SR G2 LX I @
and bureaucrati@administrative labeland classificationgp qualify forthe services they

require for mobility and acceg®orter, 2000) Thewider implications dspatial

arrangements and the design of environmemdNS t | G A2y (2 &a20ASG&Qa Ol f

peopleare developed further below.
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LY TRRAGAZ2Y (2 GKS Ayl OOSaairoAftAate 2F GUKS o
perpetuated through inaccessible modes of public transportation. As with many rakter

barriers in the built environment, these have been readily identified by disabled activists and
G0K24S gNAGAYI FNRBY | a20Alf LISNBLSOGADBSI 4K
unnecessary exclusion of disabled people from current forntsaaSport, especially public

0 NJ y a(Héssen11995, p.49As already noted, transport exclusion constrains a range of

other opportunities. Critically, it cannot be seen in isolation from the wider accessibility of

the built environment as a whole, and must bees as part of a wider journey or transport

WO K (Salvade & Zarb, 1995a; Wilson, 2003; Jensen, &0fl2; Porter, 2002)An outcome

of this is that many transport barriers overlap to a significant degree with barriers identified

in the built environment, and can be related to different aspects of the transport chain. For
example, a 1995 working papelentified barriers relating to information about service

provision, the process of buying tickets and making enquiries, getting to public transport

stops, physical access to aimdide vehicles, and iwehicle information provisiofSalvage &

Zarb, 1995a)An illustrative set of physical barriers described the same year include steps up

to andinside buses, narrow gangways, a lack of assistancalasehce visual or audio

information, inaccessible trains and toilgtdeiser, 1995p.51) Many of these issues were

found to be problematic not only for disabled people, but also for a wide range of other

users of public transpolHine & Mitchell, 2001)

More recently, &2003literature review highlighted a range of inadequacies identified in
prior literature on the accessibility of public transport, including pmdormation provision,
a0FFTF FGOAGAdZRSAT GNIYALRNIG Ay NUz2NFf FNBFax
would be able to be complete@Wilson,2003p ! wnnT &addGdzReé 2F 6K
experiences of accessibility in a large city centre found that most who shopped there

travelled by car and none used local buses, noting that iBritagged behind other countries

in the provision of accessible bug@&omley et al., 2007)Vhile the proportion ofocal

buses with an accessibility certificate indicating compliance with low floor accessibility
standards has risen from 28% in 20@4#to 99% in 202@1 (Department for Transport,

2021) this does not automatically result in greater use or better experiences for disabled
people.For example, ithere is a tendency for accestandardghat have been set and

intended as a minimurto becomeossified agthe norm,resulting in a basic standard at the

3 Disability Discrimination Act PSV (Public Service Vehicle) Accessibility Regulations 2000 (DDA PSVAR 2000
Certificate). PSVAR mandated that public/gmr vehicles be accessible to disabled peopleshijahuary 2017.
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worst acceptable level whileeducingthe possibility for improvementsver time(Tyler,

2002, p.10)Indeed, wheelchair users sfédice a range of interlinked technological, spatial,
and social barriers which restrict their access to public transfdduscular Dystrophy
Campaign, 2009; Muscular Dystrophy UK, 2016; Velho et al., 2016; Rodger et al., 2019;
Velho, 2019, 2021)

One agpect of this is that where alternatives to an inaccessible mode of transport exist, they
have their own disadvantages. For example, much of the London Underground network is
inaccessible to wheelchair users: 8RR stations offer stedree access fromhe street to

the platform(Transport for London, 2021,&)ut many of these require a manually deployed

NI YL 6§42 02FNR -EtKSESONDRY &AYRf Waligort g6f I adSLI
up to 250mm(Transport for London, 2021bYlore accessible modes, such as the Docklands
Light Railway or London Overground, are only atséelin certain areas. While buses offer an
alternative for many journeys across London, and all are nowfllmov with an electric

ramp, they are not a panacea: buses sl@verthan trains are prone to traffic delays and
damaged ramps, and typically leawnly one wheelchair spac€&hese factors detract from

the experience of travelling by bus. For example, the single wheelchair space prevents more
than one wheelchair user travelling together and results in friends being forced to split up to
wait for the next service, while the loud siren that accompanies the deployment of the ramp
on London buses draws unwelcome attention to the disabled travellers and demonstrates
how technologies designed to improve material accessibility can in turn lead to other soci
technical barriergRodger et al., 2016; Velho, 2018)is important to note that wheelchair

users are not passive in these situations: they develop a range of pregm&mmg skills and
inclusion mechanisms to work arod the barriers they face, and contest the disablement

they experiencéVelho, 2019, 20215uch contestation is based in their situated knowledge

of making their wayn the world, and what works to achieve their goals.

Nonetheless, aspects of these experiences of inaccessibility can be hard to articulate and to
express to others, including campaigners for maceessible environments and the

policymakers who must be engaged to bring them al®&®ddger et al., 2016)ransport

barriers also have pernicious effects. Bash has shown that they contribute to young
RA&lI 0t SR LIS2L)X SQa SELISNASYyOSa 2F 3INRGAYI dzLd |
different to that of their nondisabled peers, andan lead to isolation, transport anxiety and

mobility dependency on jrate forms of transpor{Pyer & Tucker, 201 AVhile transport
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exclusion affecta range of other groups alongside disabled pedplme & Mitchell, 2001)

the overdl result of inaccessible forms of public transporthiat for many disabled people,
accessiAd 2F0Sy RSLISYRSyld 2y &LISOALl T A&Bidk)r NBaA
which increasingly resembles a form of pastifare transit that serves tceinforce spatial

Ay Sljdz £ A G A Gndrie, 2004, I®BUkH skgiie§ated provision restricts disabled

LIS2 L)X SQa FTNBSR2Y 2F OK2AO0S 2@0SNJ GKSANJ Y2RS
non-disabled majority. As with the inaccessibility oéthuilt environment more generally,

this reflects wider societal attitudes towards disabled people, and their marginalisation by

KS3ASY2yA 0 y2N¥a 2F WLINPRAZOGABSQ YR Y20A(S

Even studiesoregroundingindividualframings of disability have recognised the significance

of environmental socianaterial barriers to powered mobility. For example, a 2004 survey
highlighted a range of concerns amongst users of a regional UK powered wheelchair service,
which included personaafetyand appropriately fastening the chair in vehicles, the failure

of ramps and ramp assistance servi@®slcher & Frank, 2004%imilarly, a 2019 Australian

survey of mobilityaid users highlighted a range of material concerns about the accessibility

of various modes of transpoftUnsworth et al., 2019)A recent literature review noted a

NF}y3aS 2F o6F NNASNAE (2 Rihgiphysitalaetessds publt tiadsport 2 2 dzN
stops, the provision of inaccessible information, staff attitudes, and the internal material
configuration of vehicle@Jnsworth et al., 2021While these works may not be dirgcin

GKS ONIRAGAZY 2F (GKS W3IS23aNI LIKASA 2F RAALlI 0A

of the samebarriersidentified by suclgeographical work.

Although there have been efforts to make places and transport more accessible for disabled
people, these are not without their own problems. Universal Design (UD) is one notable
approach to design which aims to makdlJNR RdzOi 45 o6dzAf RAy3& | yR S
dzal 6t S o6& | ft LIS2LX S ({(NMacelekal 1BNBEYnHEirg8otiSE G Sy
seeksi2 NBY20S SYGANRYYSYyGlf oFNNASNARIZ 2N aSy
SyrofS RA&IFIOESR LIS2LX S (2 aAydiSaNXraGS | a 7Fdz
(Mace et al., 1995, p.3Rather than adopting a compensatory approach, in whidhkting
inaccessible designs are adapted to add specialised accessibility features (which may add
a0A3YEF 6@ YIFENJAY3I GKSANI dza SNB hidsiacdessibilRyA FF S N
into the design of objects and spaces marketed to the gerfer LJ{2orinell & Sanford,

1999, p.36) It does this through promoting design principles that focus on, amongst other
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attributes, equitability, flexibility, simplicity and intuitivenegStory, 1998)Although this

focus has the potential to address many material barriers, including those in transport and

the built environment, it has been critiquddr its optimistic technological utopianism

toward issues of accestsemphasis on market discourses and professional expertise as the

ol daA& F2NJ RSaAAIyAy3d WoSGGISND Sy@ANRYYSyilias Iy
may not be feasible when confronted by particularit{&srie, 2012b)

While acknowledging that UD principles encourage the development and implementation of
userfriendly designil K & A& F20dzASR 2y RAAlFI6f SR LIS2LX SQa
0SSy RSaONMA o6 SR litle®r nb redddnition af e intetrelatidnships bétween

the social, technical, political and economic processes underpinning building andéesign

(Imrie & Hall, 2001b, p.16Yet as has been suggested above, examining underlyag s
NEfFdA2ya A& SaaSydiart Ay OKFIftSy3aiay3a RAalofsS
disabling environments that are the outcome of, and are rooted in, deep societal structures

and relationgGleeson, 1999a)n addition, universal design strongly positions the people

gK2 dzaS GKSaS RSaAaA3AYSR FINILSTFIOGA YR SY@ANRYY
consumetcentric notion of accessibility and does not challengegteprofessionals nor

guestion their position as knowledgeable expgitarie & Hall, RO1b, p.17) This has led to

calls for more inclusivprocessegor designingouilt environmens that engage meaningfully

with the diversity of disabled users of space and their different n€kdsk, 2000; Imrie,
2004,2012a,2018) ¢ KS fAYAdla 2F dzyA@SNERIFIf RSaA3dIy NBAY
y24 FAG FEfQ ¢KSYy AlG O02YSa (2 0 ZFFROANRRY (F 24NDeaLIS &R
of human(lmrie, 2000c)Given potential incompatibilities in need between those with

particular impairments, there may be an inevitable anderent tension in the strategy of
barrierremoval(Shakespeare, 2006, pp&4&7). In responséo these chdkenges, Hamraie

OFftta F2NJ I aFSYAYyAad RAAlFIOATAOE (GKS2NBR 2F !5
AYOGSNRSLISYRSYy OS¢ GKIFIG Ay@d2f OAy 3 oRIRRIBAGA LI (2 NB
(Hamraie, 2013)A practical strategy for universal design should consider the relational

aspects of disability, in the form of the interactions between bodies and environments,
AYO2NLIEZ2NIGS YIye RAFFSNBYy (O Kiyideetlkddwirdge ffom LIS NA LIS O
disability advocates | f 2y 3&4A RS GKI G @idh20uNgBSB8prarz2ylt SELS

All of the factors described above highlight the importanceaisidemga plurality of

corporealforms inthe designand implementatiorof the built environment(imrie & Luck,

46



2014) Failure to do sperpetuatesa status quo wherét L)t | OSa O2y G Ay dzS (2
fAGGES dzyRSNRAGFYRAY3I 2F G(GKS Ay SNN@Bii¢, G A 2y &K
2013, p.3446)Just as work on gendereptographies has identified the need to engage with
grounded knowledge and practices around mobilltgw, 1999, p.573%0 too is it necessary

G2 Sy3aFr3asS gAGK RAalof SR LIS2L) SQa (1y2¢ft SR3AS
of place and movement. This is a starting pdartidentifying and tackling the various socio
material barriers described earlier in this sectigfine & Mitchell, 2001)Building on these
AyardaKiazr GKA&a NBaSFNOK GKSNBF2NBE asSSia a2
experiences of socimaterial disablement in built environments and transport in their

totality. An important aspect of this, touched upon in some of the literature discussed

earlier, is the psychemotional disablement that is caused by seniaterial barriers. The

following section explores this aspect of disablement in more detail.

2.3.3 Psycheemotional disalement and emotional labour

a4 AYRAOFIGOSR 02@Ss RA&lIOfSR LIS2L)X SQa LIK®eaA
transport is not the only consequence ssfciomaterial barriers Inaccessibility also imposes
psycheemotional disablism on disableapple, who are forced to undertake emotional

labour in response to disabling environments and situatidrhis section explores the nature

of psycheemotional disablism and how it is entwined with the disabling material and social

factors discussed above.

LG Aada AYLRNIOIYG G2 RAAGAYIdAAEAK GKSAS LlJaeé OK?2
GKAOK KIFI @S 0SSy RSaAaONAROSR a (GKS aaz2OAlffe
psycheS Y2 G0 A 2 Yy I f (Tho®dsf1898, p I ¢F N Y GKIF G 2F | WwWLAEOo
disability rooted in a (biomedical) framing of disability and impairment as individual deficits
requiring rehabiliation (Reeve, 2006)Reeve identifies three forms of psyebmotional or
psychosociatflisablism, noting that not all disabled people may be affected by them in the

same ways, at the same intensities, or even consistently over time. The first of these is
RA&lI 0f SR LIS2L) S$Q0a NBaLRyasSa G2 SELSieanySyOSa
SEOf dZRSR FNRBY LI NI AOdzZE I NI SYBANRYYSyiGaod ¢KAS
RAFTFSNBYG yR OFry tSIF@S GKSY FSStAy3a GKIFG
(Reeve, 2004, p.85kn this respect, exclusionary environments inscribe symbolic messages
thatsey R I aA3dylrf (2 RAalofSR LIS2LXS GKIG (GKSe@

serve to reproduce cultural representations and mygkgchin, 1998)Ths facet of
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psychosocial disablement is thus directly linked to how society (de)values disabled,people

and serves to compound physical marginalisation by reinforcing a sense of exclusion

The second aspect of psyckmotional disablism is through the &0 G Wl Oda 2F Ay Ol f
by nondisabled people when they interact with disabled people, through negative looks,

words or other actions. Being in public means being@sent with strangers and subject to

their gaze, and those who do not conform to wisaiciety as a whole deems to be

WE LILINRLINR F §SQ 2N Wy 2NXIFfQ I LILISBuUldrgBobyt yR 0 SKI
1997, p.419)Such acts of invalidation against disabled people may be manifested through

actions such as staring, unwelcome andfmappropriate questions, or disablist and

discriminatory comment§Reeve, 2004, pp.&87). They can also extend to physical assault

or damage to property, alongside a wide range oflewel harassmeniHall, 2019; Healy,

2020; Wilkin, 2020)The latter, in contrast to more extreme acts of physical violence, may

not be widely recognised by the public or in poliphares as a hate crim@iall, 2019)

Again, this aspect of psyctenotionaldisablement is linked to the wortthat isassigned to

disabled people in culturaliscourses, and the ways in which disabled embodiments or

comportment are perceivetly others

The final aspect of psyckemotional disablement is the way in whisbcietal prejudices

about disabled people mayn certain circumstancebgecome internalisé by disabled

people themselves, affecting not only their immediate sense ofestfem and selfvorth

but also directly restricting their conception of who they can(Reeve, 2004, pp.&89).

This internalised oppression of dominant ndisabled prejudices casometimes impact on

the decisions disabled people take about their lifleseve, 2006, pp.1Q103) This serves

G2 aONAROS 'y SEGSNYyLtx &a20AS0l t ~btodmd GAZ2Y 27F
them. Yet again, this is closely linked to cultural representations obtéggpeople and how

society values disabled lives.

It is important to recognise that the structural and psyefraotional aspects of disabled

LIS2 L) SQ&8 SELISNASyOSa IINB faz2z 2FGSy Ot2asSte S
usersdescribedheem2 1 A 2y a | 3a20A1 4GSR GAGK OGN} @StfAy3a 2y
(2019) study: they talked of their happiness at new enabling infrastructure, the stress and

anxiety associated with inaccessible journeys, and the difficulties of some interactions with

other passengerévelho, 2019)Moreover, there are complex linkages and feedback loops

between different aspects of psyckemotional disablism itselfa person might be forced to
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Lt +re GKS NBfS 2F | WIaNYGSTdzd RA&FOE SR LISNA?
feeling unwanted or worthless if their request is rebuffed, and feel angry or embarrassed

that an inaccessible environment compel&th to ask for assistance in the first place

(Reeve, 2006, p.98Similarly, they may be forced into accepting particular societal or
administrative classifications to be considered eligible fer privileges they require for

I 00Saazx S@PSy ¢KSyYy GKAA RAGSNHSA @PoiRry LIS2 LIX S
2000) Such a mismatdsitself a form of disablement. Abf these factors impose hidden

labour on disabled people in managing their interactianth non-disabled people in order

to make their way in the world, which can come at the cost of damage to their own self

respect and emotional or physical wellbeif®cully, 2010, p.36%imilarly, as already

intimated, the pathways along which psyebmotional disablism operates are influenced by
cultural factors such as how disabled people are repnésd in the media, which not only

influences how disabled people see themselves but also how society perceive$Reene,

2006, p.96) The impact of these diverse aspects of psyehwtional disablism on the

wellbeing of disabled people, including wheelchair users, is therefore significant, as is the

emotionaland indeed physical labour they must undertake to address its effects.

In the face of ableist environments and interactions, and the emotions they engender,
wheelchair users therefore adopt a range of strategies to manage their emotions in public.
Thesemnclude using humour to defuse the awkwardness experienced by other people in
embarrassing situation&ahill & Eggleston, 19948uch work often involves the masking of

their own emotions in order to managhe emotions of others. They may, for example, not

feel able to give voice to their righteous anger at poor treatment due to personal
embarrassment, the risk of retaliation, and societal norms of-confrontation. There may

also be the consideration that environments which are not friendly to their needs, they

cannot afford to alienate nowlisabled people whose assistance they may require to
2PSNDO2YS O0FNNASNERE® Ly Fif 2F GKSasS gleas das
responsibility for alleviating K- § S@SNJ a0 NI Ay 200dz2NB Ay (GKSAN.
(Cahill & Eggleston, 1994, p.318kully highlights the various motivations behind the

management of disabledJS 2 LJ $esentatiéhfirEluding to gain formal or informal

support, to maintain relationships with others, to drive social change, and to maintain self
respect(Scully, 2010, pp.2B1). Such management involves physical and psychological

labour to control selpresentation, to identify the eeds of the other person in the
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interaction, and to evaluate and implement strategies to meet these needs. Moreover, this
labour has to be concealed (at a personal emotional cost) from others:
GoAlB Aa ySOSaalNAfeé KARRSYy:Z 06SOldaAaS AT
nondisabled party were conscious of being managed or manipulated, it would

defeat the objective of gettinthe observer to accept the identity or emotion being
presented as the reality; and this would in turn compromise the achievement of

GKS dzA& GAYIFIGS 321t 02F 200FAyAy3a aSNBAOSA

(Scully, 2010, p.32)

As the work in this section shows, disabled people undertake substantial peyebiional

labour in order to successfully make their way through disabling environments, and this
labour is very closelynked to the sociematerial barriers that these environments present.

This implies that strategies which seek to address soaterial disablement cannot simply

be technological, but must engage holistically with experiences of mobility and access from
the perspective of individual disabled people. This includes understanding the ways in which

psycheemotional disablement is caused by sematerial barriers, and the ways in which

N>

0K

2 L

d42YS UGSOKYAOIf wazfdzianzyaQ demotiond ifblsBNE (G KSYa s

marking disabled people out as different. A ramp on a bus that is physically accessible but
imposes the embarrassment of a loud siren, or compels a difficult interaction with a bus
driver, must be considered as part of a wider understandingnofccessible soctechnical

system as whole.

2.3.4 Conclusion

The above literature, broadly withior influenced by work on the geographies of disability,
provides examples of the persistence, form, and societal context of specific barriers in the
built envionment and public transport. Ehows how, notwithstanding legislation that has
mandated and led to improvements in accessibility, disabled people still face considerable
sociematerial barriers in built environments and public transport. Moreover, it sdteat
technologies and processes that have sought to address some barriers have led to the
SYSNEHSYOS 2F 20KSNJ RAFTFSNBYG oF NNASNARA® ¢ KA
not resolve wider issues of societal relations and the valuation abtid people. Instead,

through the ways in which it links the soeimaterial outcomes of disablement with the

structural factors that underpin it, this work emphasises the need to consider inaccessible
environments within broader consideration of how sdgigalues disabled people. It further
RSY2YyaiGNrQGSa G0KS ySSR (2 O2yaARSNI RA&lIOf SR
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attentive not only to issues of physical or material access but also to social considerations,
mindful of the psych@motiond disablement and emotional labour that can be inflicted by
sociomaterial environments and soctechnical systems on disabled people. In turn, this

literature highlights the critical importance of listening to disabled people, and being guided

by their ndividual and collective situated knowledges about their embodied experiences of
disablement, barriers, and (in)accessible environmentss is imperative even if one seeks
toRSaA3IYy SYGANRBYYSyda GKFG Wg2NJ] mahWNdfthef t Qb L

concerns highlighted by the literature in Section 2.2.

2.4 Discussion

The literature described in this chapter provides a theoretical framing and practical context
for this thesis. Based on a social understanding of disability and disablemdrawis $iow
sociomaterial barriers in society disable people whose bodies or comportment does not fit
the norm. Disablement is rooted in social and political structures, and cannot therefore be
addressed in isolation: transforming the material environmeonal will not fully address

the barriers experienced by disabled people.

CKAA @¢2N] KIFra Ffaz2 akKz2gy GKIFG dzyRSNBUOFYRAY S
environment and public transport requires sensitive engagement with diverse individual and
collective situated knowledges of mobility and access. Waansattending to individual

stories and experiential accounts, rather than ascribing totalising identities or experiences.
These accounts highlight the complexity and nuances of these contexts, arbighaces of

both sociematerial and psych@motional disablement. It also requires enabling disabled

people to craft and convey their own narratives around these embodied experiences, which

are rooted in their situated knowledge as powered wheelchagrsis

Work in this chapter has also demonstrated the complexities associated withteotinical

systems in the lives of disabled people, including those used for mobility or functional tasks.

It has shown how technologies can play both enabling andflisaly 3 NRBf Sa Ay LJS2
and can be adapted and adopted for a range of expressive and civic purposes. This suggests
ways in which disabled people might utilise these technologiespaure aspects dheir

complex experiences of disablement and contteem to others. However, it has also shown
GKFG GKSNB IINB lftglea ftAYAGAa G2 (GSOKy2ft23AC

address some disabling barriers while introducing other new ones.
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Mindful of this prior work and contextual framing, thigesis responds to calls for more

experientially based accounts of disableas(Scully, P11)through an exploration of

L2 6 SNBR 6KSSt OKIFANJ dZASNBQ SELISNASYyOSa 2F dzNDb |
disablement for this group of disabled people in the built environment and public transport,

by enabling them to capture and conviheir experiences through digital technologies and a

W2 2y3AQ YSUK2R® LYy R2AYy3 &2 A0 FAYa G2 LINRODAF
situated knowledges to be surfaced, and for strategies to convey this situated knowledge to

other groups suchspolicymakers and the wider public to be explored. These are essential

first stepsof working towards a practical strategy bt onlyremoving sociematerial

barriers in urban spaces, but also of the wider political and societal ambition of reframing

how disabled people are conceived of and valued by-disabled society. The following

chapter describes how my research methodology responds to the issues identified in this

literature review.
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Chapter 3Methodology
3.1 Introduction

This chapter discusses my approacttd § KSNA Y 3 RI GF | 062dzi RA&Ll of
of mobility. As already set out in the literature review, | start from the premise that it is
imperative to listen to disabled people in order to understand their experiences. Powered

B KSSt OKI JuMdd dndvBeNdd@aradiaf, A988)pffers insights into the ways that

dominant environments and practices may enabtalisable them, as well as helping to

identify how such environments and practices might be improved. To engage with this

situated knowledge requires explorifgw participants perceive their experiences and the

factors that shape them. It was critically important to attend to these experiences in a

sensitive manner, cognisant of my own positionality as a-aisabled researcher.

This chapter begins by explaigimy epistemological approach to the research, building on
the prior work discussed in Chapter 2. The first section of the chapter frames my choice of
G0KS F2dzyRFGA2yFf REFEGEFE O2f f $ARAY2H0 W ICK22YRLII dyEAS
with poweredwheelchair users on journeys of their choice. During these journeys, they used
a smartphonebased tool to capture video and data about their experiences of mobility,
which were then used as a resource for subsequent ssgractured interviews. Together,

these two activities formed the first phase of fieldwovithich took place between January

and August 2017Building on thisthe second phase of fieldwork sought to bring these
individual experiences into dialogue with other powered wheelchair ug¥t and findings

from the first phase of researcliere usedasa resource fogroup workshopswhich were

held via Skype with some of the same participahising February 2018This first section of

the chapter provides an overview of the rationale &rfieldwork activities, and how they

worked together within the project.

The second section of the chapter describes in more detail the methods that | used during

the first phase of fieldwork: the galong walks and individual sesstructured intervievs. It
RSAONRAOSAa GKS RSaAdy O2yaARSNlbdsdd2oflaisedy NI a W2
participants; the software and hardware that comprised this tool; and the overall method of
using JourneyCam for ggdongs and senstructured interviews. The sead phase of the

fieldwork is described in Chapter 6, where | show how the workshops helped validate

findings from the first phase of fieldwork and functioned as a forum where disabled people

53



shared their situated knowledge and expertise. As the method iselosely tied to the

findings from the second phase of fieldwork, these are discussed together in Chapter 6.

The third section of this chapter describes the recruitment of participants to this project,
beginning with revisions to the focus of the poj that were necessitated by practical
challenges that | encountered. An overview of the participants is then provided, along with a
short descriptive profile of each participant. | then give a detailed account of treoygs

using JourneyCam and thedimidual semsstructured interviews which comprised the first
phase of fieldwork, followed by a discussion of the data that was gathered and the analysis
process | undertook. Finally, the chapter concludes with reflections on ethical issues in this
researt, including the presumption of vulnerability that is found in formal ethics processes,
specific challenges | faced during fieldwork, and a discussion of my own positionality as a

non-disabled researcher conducting research about the experiences of dispbtmle.

3.2 Research Questions

As described in the Introduction, this project was guided by three slightly revised research
guestions due to challenges with my initial project plan and my own better understanding of

the nature of barriers faced by powerecheelchair users. These revised questions were:

1 What is the role of digital technologies in supporting powered wheelchair users to
capture and articulate their experiences of mobility and accessibility?

T 2KFG FNB LIS2LX SQa Y 2kl edipeniencesyofthe 0UBtK A Y R & K I NR y -
environment, and how might technologies be used to enable such sharing?

1 How can personal experiences of mobility and accessibility be used to inform policy
and service provision?

Although the focus changed to working with pered wheelchair users rather than people

with neuromuscular conditions, the core issues that | was seeking to understand remained
broadly the same: to understand experiences of mobility and accessibility, to explore how
these might be captured and shareddathe role that digital technologies could play in this,

and to investigate how these experiences could inform policy makers and service providers.
As such, my underlying epistemological and methodological approach remained unchanged:
| aimed to work withparticipants to understand their experiences from their perspectives, as

explained in the following section.
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3.3 Epistemological and Methodological Approach

¢KAd NBaSINDODK FAvya (2 SELX 2NB RAalof SR LIS2L
and to inwestigate ways in which these experiences might be utilised to bring about more
accessible environments and interactions. In doing this, | draw upon ideas from feminist
epistemology on the nature of situated knowledge, the inherent value of starting from
marginalised lives, and the importano¢bringing situated perspectives into dialogae

important social issuesuch aghe full inclusion oflisabled peoplén society. | also draw on

feminist disability research, which emphasidesh the necessity of uderstanding disabled

LIS2 LX SQ& SELISNA Spuérakling 2h@m t& dorvéeyacheSper@ntes i their

own terms.

| begin from the premise that disabled people, including powered wheelchair users, have
particular forms of knowledge and expertiget are grounded in their experiences. The

situated nature of all knowledge has been identified by theorists such as Hi®#88)

gK2 KAIKEAIKIG GKS dzyadzadlrAylroAftAde 2F | RS
and argue instead that our siat situatedness both enables and constrains what we can

know. Societies are shaped by those at the top of social hierarchies, whose critically
unexamined position results in a limited ability to critique the very nature of those societies
(Harding, 1993, p.55Bycontrast, starting from the experiences of marginalised groups

offers the opportunity to ask more critical questions about received beliefs. This enables the
Ll2aaAoAftAde 2F | WailiNRy3 ocdml@gBelnitriedch Gte G K I G

whereby situatedness is itself a resource for maximising objecfidiyding, 1993, p.69)

The notion that bringing differergtandpointsinto dialogue might result in better outcomes

has been further deeloped by Youn{2004) She describes howdaluding a wide range of

social perspectives in democratic discussions and deeisgling processes increases the

O2tt SOGUAD®S (y26fSR3IAS | GFLAflofSY KStreghr/3 (2
G261 NRa | O02dzy i Ay 3 Fs&.Ndbjectiviky Ndis QontexBidchbligckivély G S A
constructed from partial, situated perspectives. Because it requires an exchange of views,
particularperspectives mudbe made understandable tihosewho do not sharehem. This
contextualigtion is particularly important for those with power, such as rdisabled

people in a predominantly nedisabled society, who might otherwise take their own

experiences as uncontroversial norm#is bringing together of different perspectives is

what Haraway deddh 6 S&a a WTFSYAyAal 202S00AGAGeQr (K
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SY62RASR 1 (HarawhySIREB HE3These situated knowledges are explicitly

LI NGAFE FYyR £20F0SRY GKSe& R2 y20 viyNB G2 Lz f
Moreover, bringing situated knowledges into dialogue offers at least the possibility of

solidarity and of shared conversations between different groups. Haraway also notes how

GKS 1y2¢6fSR3IAS 2F adzmadzal 4§ SR 3 NBndglakithedey a2 OASG @
groups are more likely to be aware of the interpretative and situated nature of knowledge

(Haraway, 1988, p.584)

These feminist authors highlight the value of explicitly engaging with the situatedness of

particular, typically rarginalised knowledges, to better understand society itself. To begin

FNRY RA&IFOEf SR LIS2LX SQ& f A O Shkosebvgslbétterbuialsdza y 20 &
to ask critical questions about the wider nature of society and the relationship between

disabled and nordisabled people. In the context of this research, engaging with the situated
knowledge of individual powered wheelchairs users requires examining how their

experiences, interpretations, and actions as a marginalised group in society are $lyaped

wider structural factors.

Building on a key insight from the social model, that structural barriers create disablement,

disabled researchers have likewise identified how knowledge about disability is intrinsically

linked to the conditions of its own pduction. In the context afhe historical exclusion of

disabled people from research processes, they have argued instead for an explicitly political

WSYl yOALI G2NB LI NrRAIYQ 2F RAAFIOATAGE NBaSlkND
way of transforming the social relations of research production. This approach highlights the
AYLRZ2NIGFYOS 2F ONRGAOIffe FaaSaaiay3a az20AasSiex O
need to be examined butabi@ 2 RA SR 42 0ASG&X SYI yOhoulti G 2NE RAAL
examine] the disablism ingrained in the individualistic consciousness and institutionalised

LIN} OGAOSa 2F ¢KIF G AazZ(Oloar, 190 p. 10 SNddpiing d sodrh a | 6 A & @
Y2RStf dzyRSNRUGIFIYRAY3 2F RA&lIOAfAGE SylLofSa NBa
RAalof SR LIS2LX S G2 wO2LIS dnoiekodo wdtiNtheW!l RI LJG (G2 Q
ARSYUGAFTAOLF GA2Y | (BtBne BBredlay| 1996, d. FOB@minNMdikabilyg ¢

A0K2f I NA KIS KAIKEAIKISR (KS AYLRNIIYyOS 2F R
while linking them to and retaining a focus on structural barriers and societal disablement.

Morris highlights the importance of the personal, subjective experiences of disabled people

and in particular of affording them control in representing these experie(igkesris, 1992)
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CKAA y20A2Yy 2F @2A0AYy3 AYRADGARZ f SELISNRSyC
act that challenges how knowledgeproduced and emphasises its situatedn@dsomas,
1999, pp.6869). Indeed, contesting ableist representations of their experiences by showing

their own perspectives is itself a form aftevism by disabled peopl@arent, 2019, p.201)

My research draws upon these epistemological considerations, which together emphasise a
social understanding of disability that stafrom the experiences and situated knowledge of
powered wheelchair users. The latter is essential in countering ableism, as part of a
commitment to identifying and addressistyuctural barriers that affect disabled people and
underpin the socialmodel2I &Gl NIi FNBY RAalof SR LIS2LX SQa
Y230 ONRGAOIT ljdzSadAzya lo2dzi GKS gFe& GKAYS
knowledge of ways that these things could be different. Moreot@enot to engage with

this knowkdge and expertise is in itself an act of epistemic injustice with real consequences,

| & G2 4SEOft dzZRSwS® | YINBAYIfA&ESR 3INRALIQE |
persistent and powerful way to ensure that its members stay pushed to the edgexial

f A ®&ily, 2018, p.20An epistemological framing that values powered wheelchair users

ada fSIAAGAYI OGS WiYy286SNEQ AYy UGKA& YIFYyySN G§KSN
that recognises and engages with the situated nature of their experiences of mobility, and

which seeks to assist them in telling their stories.

3.4 Methodology
3.4.1 Overview

Inlight of the epistemology discussed above, | wished to ensure that the research design |
adopted would enable powered wheelchair users to convey their situated knowledges as
disabled people, and their particular experiences of mobility. | therefore saogitound

the process of data collection il NI A nalividua) ék@eences, and to provitleem

with an opportunity to highlight and discuss on their own terms the aspects of these
experiences that held particular meaning for them. The process iofydbis would also be

an initial step in thinking more widely about how complex, individual experiences of mobility
amongst different powered wheelchair users might be brought into conversation with each

other, as part of a process of the collectivizatafrexperience.

This necessitated a twphased approach to conducting fieldwoiks described abovéhe
following provides an account of the first phase of the fieldwork, in which | sought to explore

together with participants theiexperiences of mobtly as powered wheelchair useby
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adapting and expanding thé J- 2t 2 appdach(Kusenbach, 2002)nd dataled semi

structured inteviews

342 ¢ KS+Ww233Q & | NBASEFENODK YSGK2R

Given the focus of this research on experiences of mobility amongst powered wheelchair

dzZa SNBE>X L 0S3aAYy FTNRY (K $hemiNBeyravd offérKd starting3 2 Ay 3 |
point for understanding bothheir spatially located experiences aftfieir experiences of

mobility (Kusenbach, 2003, 201'Not only is human knowledge inherently sosipatial
(Anderson, 2004, p.258) o6 dzi SAGKAY GKS GARSNI WySg Y20Af Al
(Sheller & Urry, 2006jobility itselfis understood to influencaow peopleboth engage

with and know the worldd 6 S A yidlion As fomehow different to being stationary, both in

terms of thekinds of engagement with the world that it prompts, and the kinds of

knowledge and identities that it therefore engendéfsiein et al., 2008)The sharing of

O2y @SNEI GA2ya Ay LIXFOS FYyR Fd GKS LI NIAOALI Yy
embodied nature of social dynamiags:K Sy 61 f 1Ay 3T F2NJ SEI YLIX ST daél
with cities are fraught with obstructions, interference, fear, hurt and sadness. At the same

time, privilege is paced out through cities, with some bodies able to go wherever they want,
whenever they ward (Bates & Rhy$aylor, 2017, p.3)Accompanying and conversing with

people who do not enjoy such privilege, such as powered wheelchair users, affarsight

Ayi2 GKSANI SELISNASYYOBG ¢ LUBNRLBGOK 3 fI1f 24852 y 20 2y f
LI NOAOALI yiaQ AYyiGSNIOlA2ya 6AGK GKSANI a20A1 f
of these experiences with them in situ as we travel thge. This combination of observing

spatial practices, whilst simultaneously accessing their experiences and interpretations

about those practices has been identified as a unique advantage of théogg approach

over sedentary interviews or observatiotoae (Kusenbach, 2003, p.463calongs can

provide access to topics that are otherwise very difficul i 2 dzy O2 GSNE adzOK | & K
practical knowledge or expertise helps guide their spatial practices, or how certain locations

may hold particular relevance to them.

What characterises a g@long and makes it particularly suited to this project iattihalso

GNBFSNE (2 | LI NGAOdzZ F NI {AYR 2F NBtl A2y aKALI
FYR Aa fAY]1SR (2 0(GKS2NBGAOFft A RKsedbachy (GKS g1 &
2017, p.348)Agel t 2y 3 +tf2ga | NBaSkNOKSNJI deaningS af SR |
Fo2dzi GKS 201t | NBlI @Al (KB Gs SNBSS RNZRES NIKS
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SELINASYOS 2F (KS NEapano RE®yperh askinf Partiipagtsy” S y i
to literally guide them on a journey, a researcher recognises the participant as a situated
Wiy26SND Ay GKI licon@ettFhis ks pafticulany fhe das Whége Nik routes

and timings of the journeys are determined by the participants, rather than the researcher
(Kusenbach, 2017Anderson2004)also argues that galongs can create a bond between
researcher and participant that can facilitate conversations, in turn helping to overcome the

power dynamics of a traditional interview.

Although many applications of the gdong approach have focuset walking as a mode of

mobility, it can be used in a range of contexts in which researchers accompany participants
(Kusenbach, 2017, p.34% owever, this approach has seldom been applied to the context

2F 6KSSftSR Y20AfAGe@d | WHgKSSEtAYy3I AYUSNIASSHC
wheelchair user herse{R016, 2019)She especially highlighted the collaborative dynamics

of these interviews, and complexities of-gtongs that brought together various different

grea 2F pKSStAy3aA: gLt 1Ay3 YR O02YYdzyAOF Ay =
about how participantsnove in their city as much as | learned how we move together. My
presence changed everything. The participants did not move like they usually do. They

moved with me. We moved together. Talking while moving also shaped how we move

G 2 3 S {ParBnyR016, p.528)

t I NB y (i Ondis highHigft ¥ Sotential limitation of the galong approach in seeking to

dzy RSNB Gl YR LI NIAOALI yG&aQ SELISNASyOSas yI vYSt
alter the dynamics of the situation. As such, the participant is unlikely to behavews th

would had the researcher not been present. This is particularly the case where a participant
may be explaining particular experiences to the person going alahghem. Even if

I O02YLI yeAay3a az2vYS2yS 2y I (NRAL) G-&o8gs), like2 dzf R K
AYGSNIASGA YR SOSY LI NGAOALIYG 20aSNIDFGAZY
RAAUGAZIND GKS dzy T2t RAy3 2F 2NRAYIFINE S@SyidaXwi
perceptions, emotions and interpretations that informants aliy keep to themselves. The
presence and curiosity of someone else undoubtedly intrudes upon and alters this delicate,

LINA @1 §S RAYSy aA 2 (KusénbacH, 200BSpR64% E LISNRA Sy 0S¢

There is also the possibility of research participants giving performative responses, which
was perhaps more likely given the relatively brief nature of the interaction behws in

this project compared to longdaerm ethnographic research. In addition, accessibility is an
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issue of significant importance to these participants, which may be manifested in the things

they chose to show me and the emphasis they put on particagpects of their experience.

In this context, my presence offered a conduit through which a conscious political message

about the nature of disabling barriers might be delivered. My reflections and analysis of the

data were therefore conscious that sufdctors could shape the research process.

I NBXASIFNOKSNNaE LINBaSyoOoS Aa lfaz2 az2yYSikKAy3a GKI
as members of the public or transport staff, will try to account for and understand. Given

societal attitudes towardsidabled people, it is possible or even likely that other people

would perceive me as the personal assistant of a wheelarsirg participant. In turn this

could lead to different kinds of interactions than if | were not present, saghtaff speaking

to me rather than the participants themselves, reflecting widespread ableist presumptions

2T RAalof SR LIS2 LI SQa (SHullyf 2D1B)THe intBradficasittatoteds A y O LI
have with us as | go along with participants may therefore not be representative of the

interactions that would take place in my absence. Nonetheless, situations in which a

bystander interacts with a peonal assistant or etraveller rather than the disabled person

themselves are relatively common, so if these were to happen during the fieldwork it would

y20 0SS dzyNBLINBaSyual GA@®S 2F RAalof SR LIS2LX SQa
The presence of a researcher during aadung therefore influences the social setting of the

research in several ways, and affects how others including the participant themselves

behave in that situation. Yet as discussed above, this is not uniquedtoggs. While |

acknowledge the possibleniitations that the presence of a researcher creates | feel that the
0SySTAala 2F o0SAy3a FtoftS (G2 I002YLI yeé RAalof SR
strength of the gealong approach for this research topic as they facilitate access to pdwere

6 KSSt OKI ANJ dza SNAE Q S BELISNASRY GIZ/ET 21 YRR ALYNJI N Af O SiEA Y6E
(Kusenbach, 2003,478Yp ¢ KA a A& y20 (02 &adzZa3sad GKFG GKAA
l62dzi RA&LFO6f SR LIS2LX SQ&8 SELISNASYyOSa 2F Y20Af A
conversation with participants about their experiences as they happen, enabling us to co

construct meaning in that spatial context.

Finally, there are a range of practical challenges associated with tabbgg method. One is
the requirement to be able to record ethe-go interactions betweethe researcher and the
participant alongside spati location(Carpiano, 2009)This has become easier over the past

decade, with the widespread adoption of smartphones that include geolocation and-audio
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visual recording features. Other challenges of tbheatpng method are associated with
environmental factors, such as inclement weather or poor lighting, which can make
conducting a galong difficult or even impractical, as well as uncomfortable for the
participant. Such environmental factors may causdipalar challenges for wheelchair users
(Lindsay & Yantzi, 2014; Ripat et al., 2015, 2Gk8) have been highlighted as affecting
mobile videemaking practices by wheelchaising activistgParent, 2019)In addition,

there are various technical challenges associated with conducting interviews go théh
wheelchair users, including background noise and difficulties mounting of recording
SldzA LIYSy & 2y LI NI(Fa@,pig)ia Q g KSSt OKI A NA

3.4.3 YW2 dzNJy @gitdlly siypPorted galong journeys

It is worth emphasising at this point that¢of 2y 34 YR 20 KSNJ WY20Af S¢
2yte glre 2F | 00SaaAay3a LIS2LX S0a SELISNASyOSa
reliance on mobile methods, noting that while-poesence can provide a gailing illusion of

 dzi KSyiAOA(Ge yR Of2aSySaa (G2 Iy SELISNRSYyOS
SELINASYOS 2F 3J2Ay3 f2y3 6A0K (Merivid2y S oAt ¢
2014) He calls instead for a plurality of methodological approaches to studying mobilities.

Yet gealongs need not happen at the expense of other forms of data collection, such as
participant observation or interviews; indeeitheir respective strengths and perspectives
accumulate when they are used in combinatigusenbach, 2@&) p.465) | therefore chose

to combine the gealongs with posfourney semustructured interviews, in which 1 would

discuss with participants our journeys together and their wider experiences.

A key advantage of interviews as a method is that theybéna researcher to explore

LI NOAOALI yiaQ o0StASTaA (MakaxngBwidiet JONTHIS O SOSy (i
makes them welbuited to exploring how powered wheelchair users perceive and

understand their experiences of mobility and access, and how they account for these
experiences in relation to society as a whole. In the context f XpNA Yy 3 RA &l 6f SR
situated knowledge, the meanings that participants ascribe to their experiences are critically
important. While | may gain an understanding of some sataderial barriers through

observing the journeys of powered wheelchair usdrs only through the dynamic of

talking with them about their experiences that | can gain an insight into what these

experiences mean to them.
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Interviews can also be augmented through the use of prompts such as photographs, which
can help elucidate ricreflection from participantgHarper, 2002)Visual imagery generad

by participants themselves can give particular insight into the significance of specific events
2NJ &Addz A2y &lark,1999;)6Iadbdfies, 2004) RakicpSricollected visual
imagery can provoke detailed accouwtfsthe context in which it was captured and the
meanings ascribed to that situation, as well as serving to refresh memories and unearth
latent patterns of behaviou¢van House, 2006Moreover, different kinds of prompts can

lead to particular kinds of reflection and discussion in interviews. For example, rediscovering
forgotten pho2 I NJ LIKa OFy LINBPYLII | NBAYOGSNILINBOGFGAZ2Y 2
(Frohlich et al., 2013while augmenting still images with audio can bring them to life,
providing additional context and tygering specific memorig€grohlich &Tallyn, 1999;

Frohlich, 2015)

2 SIFNIof SAPAYAS G(G22fa KI@BS tA1SoAaS aKz2gy GKIG
gualities of that data, affect the reflective practices that are undertaken around them

(Hodges et al., 2006; Lindley, Harper, et al., 2009; Lindley et al.,. 20d&ps can be

particularly evocative, as they go beyond thsual realm an@voke sensory aspects of

experience through sound and movemdBates, 2014, p.1Videos of everyday life and

movement can enable particular forms of reflection and communication atieage
SELISNASYOSad tAy]l] KF-a RSEONAOSR K2g Wl t1Ay3
O2YYdzy AOIF GA2Y 1 62dziX SYLI GKSGAO dzyRSNEGIF YRAY 3
perceptions otheir environment(Pink, 2007)The video that is captured by bogyorn

cameras is not simply a record of experiences of mobility; rather it has the capacity to

generaGb ySg (1y2¢6f SRIS 6& ONBlIGAY3a I @GARS2 WiNF OS
RA&AOdza&aA2YyY | YR dzy RSN& (| y{Sumaftad & Rink PR/ ;R40Yi K24 S SE
The use of such videos captured by powered wheelchair users offers the possibility for them

to reflect on and discuss their experiences of mobility with a researcher, and to create new

understandings of thee experiences.

Other forms of geographic data have also been used to prompt reflection during interviews.
GP&captured location, for example, has been shown to add spatial context that is helpful in

dzy RSNE Gl yRAY 3 LIS2 LI SQa Seif edGinddmEnyyEéiris & dofies,Y 2 JA y 3
2011) As well as video clips, | therefore also sought to capture supplemental data relating to

location and movement, recording the GPS location of each vidéaas taken. | hoped
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that when this data was later plotted on a map, it would help orientate the participant to the

places they had travelled through as they captured each video, and be a resource for

conversation about those places. In addition, givea significant role played by different

YIEGSNRLFE adzNFIF OSa Ay &Kl LAY3 (seE&SSIn@&l A NJ dza S

Kumar, 1998; Matthews & Vujakovic, 1995; Bromley et al., 2007; Matthews et al., 2003;
Beale et al., 2006) is possible that mviding a visual representation of these surfaces
through captured data about the bumpiness of travelling over them could additionally

prompt reflections.

The research discussed above demonstrates the valuesiiiengagement, and especially

WI2AYAQEtRA LI NI 2F | LINRPOS&aa 2F {(yz2sfSR3S

mobility and place. It also shows how technologies that capture aspects of such experiences,

such as photography, |H®gging, and video, can help people to reflect and disthusse

experiences with otherd.sought to extend this previous work by adopting an approach that

combined the strengthsf these two methods: galongs, during which participants led me

on journeys of their choice, and sedentary, sestnuctured intervievs that drew upon the

visual and spatial data captured by participants to facilitate rich discussion. | anticipated that

theseprompts,whichdirectly linked to the lives and geographicalipoted experiences of
individual powered wheelchair usemspuld help stimulate deeper reflection and discussion
which could overcome some of the disadvantages of a static interffessenbach, 2003,
p.463) The static nature of the follow up interview would also help to address sartiee

practical difficulties associated with a-géong interview such as background noise.

L FAYSR G2 ONARYy3I (G23SGKSNI w3I2AYy3a f2y3Q
with postjourney reflections around the pladeased visual mediand data that they had
captured during these journeys. This required meadtmpt atechnologcal approachhat
would enable the capture of video, location and movement datale on accompanied
journeys with powered wheelchair users, and permit subsequefi¢ction on that data.
Because ofthe-shelf technologies did not provide these features and had accessibility

barriers, | created JourneyCam, a bespoke tool for this purpose.

3.4.4 JourneyCam design considerations

JourneyCam is a smartphone tool to enabdsvered wheelchair users to capture data about
the journeys they make. It consists of hardware and software elements that work together

to permit the capture of short video clips, alongside supplemental accelerometer and GPS
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data, and to arrange these datar later review. Following a discussion of my initial ideas

and specification for the tool, | jointly design@durneyCam with my Open Lab colleague

Dan Jackson, who coded the iOS application and Python scripts which together make up the
JourneyCam softwa. The key design considerations were that JourneyCam should enable
the captureof both video and metadata whilst etine-go, be accessible tpowered

wheelchair usersand permit the capture of unanticipated events or situatiofiseese

aspectsarediscused in more detail below.

The default camera applications in smartphones capture the location a photo or video

recording is initiated, not a trace showing the movement of the phone over time. Likewise,

at the time of planning this research in early 2016P@ cameras did not record the GPS

trace of the videos they capturédThis, as well as data about the bumpiness of the surfaces,

could however be captured using the btiiltaccelerometer in a modern smartphone

through a custom application. Finally, @sscribed in more detail below, | was interested in
SYyFrofAy3a LINIAOALIyGa GKS loAfAdGe (G2 aStSOlArAo
only things that were about to happen. @ffe-shelf technologies did not offer this feature

at the time of onducting this research, though the ability to capture 30 seconds of footage

prior to the shutter being pressed has at the time of writing this thesis been added to the

latest flagship GoPro came(&oPro, 2020)

At the time of planning this research, dffe-shelf technologies for mobile video capture

had variable and often limited accessibility for disabled people. Previous résklaad

undertaken with a charity campaigning for accessible transport highlighted the challenges of
generating evidence around complex lived experiences of mofitivglger et al., 2016)n

line with the literature discussed above, campaigners explained that video recordings might

FAR S6AGK (GKA& LINRPOSaadd hyS LINIAOALIYG Ay GKI
OKSANI LIK2YySQ (2 tWaslghindggdidGirolnd t@einRHoReve?, © dastis!

required rapidly manipulating both the physical device and its software, which made such a
possibility inaccessible to him. His experience reflects previous work on the configurations of
particular embodimend and standardised technologiéStar, 1990; Moser & Law, 199@nd

on the inaccessibility of smartphones for people with motor impairments both generally

(Naftali & Findlater, 2014nd relating to mobile photographiviott et al., 2018) Powered

GKSSt OKIF ANJ dzZASNBQ SYO02RAYSyida YIFed 6S AyO2YLIN

4 The ability to capture GPS traces was added to the GoPro Hero 5 Black in autumn 2016.
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interfaces, an issue compounded by the wheeled context in which they are(Gsedngton

etal., 2013,2014) a Sl Yo KA S -bat NBG¢ dzA 8 8B NI 2 | LILJ
demographic of nosdisabled exteme sports enthusiasts; with little representation of

RAA&AlI 0f SR dza SNA d ( K S disasiliy kild griteveavorveasnga LJ2 & A A
camerato-NB O2 NR | & Ydzi dzl t f(Rce,2@E] p.22a)Desple ths) § S3I2 NA S
disabled people have repurposed these wearable cameras to capture aspects of their lived
experiences of mobility, though such reuse requires adaptability and creativity, and can pose
unexpected challenges such as findingunts that are accessible to disabled people who

are notD 2 t N&gataudiencgParent, 2016, p.525)hese factors underlined the

importance of making JourneyCam as accessible as possible.

A linked issuésthat if participants had to manually commence a recording they might miss

part of something that they wished to capture, and it would be unrealistic to expect them to
anticipate all unexpected situations and peenptively begin a recording in advance. We

thuswvA KSR (G2 Syl ofS dzaSNER (G2 WNBUNRALISOGAGST
Recording an entire journey would have removed this operating burden from the user
(Kalnikaite et al., 2010However, reviewing the large amounts of data gathered by such an
approach is timeconsuming, and continuously recording entire journeys raises privacy
concerns. | wished tafford participants as much control as possible over the process of

data capture, as well as to minimise nressential data that was collected. JourneyCam was
therefore designed t@nable participants to take an active role in video capitineough a

purposeful interaction tacommence video and datacording.

W2 dzNySeé/ 'Y GKdza Y2RATASE I GSOKYAOIFf | LILINR I
record a journey from the point of view of a vehicle driver. These typically use a loop of

video that is ovewritten when the device recording capacity or a predefined time period is
reached. Extending this principle, we designed JourneyCam to capture footage through the

use of a short temporary video loop, which is discarded unless the user makes the explicit
decision to save it by operating a trigger button. The explicit intent of initiating a recording

also acts as a natural marker for indexing and subsequent retrieval. JourneyCam is therefore
designed to achieve a balance between enabling accessible and ptupoescording of

events, while limiting unnecessary recordings. The use of a video loop also permits both
WNBGNRALISOGADBSQ YR WLINRPALISOGADBSQ NBO2NRAY-Z

unanticipated events. Recording is initiated by the pgstat pressing a Bluetooth button,
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which saves the contents of the loop of footage at that moment in time (capturing events

that took place immediately beforehand). The recording continues for a short period of time

after the point of activation. Initialgsting with the first two participants led us to set the
F2NXYSNRWELINBLISNA2R (2 cn BBORYRBISNRAYR GXSHAI &S
Participants can extend the duration of the recording through additional presses of the

Bluetooth button, whith enables them to capture an ongoing event as a single video clip.

3.4.5 JourneyCam hardware and software

JourneyCam consists of hardware and software components. The former includes a

smartphone (Apple iPhone 5s) and case, a clamp and phone holder to atta¢h itii K S dza SN &
wheelchair anda Bluetooth trigger button used to activate recordindgdgurel). Software

consists of smartphone application to captwieeo and data recordings, as well as data

processing and visualisation software to support gostrney sharing and discussion.

Figurel: JourneyCam hardware: clamp/phone holder, Bluetooth button, and iPhonease
Oncethe JourneyCam hardware is securely mounted on a wheelchair in a position of the
dza SNDRa OK22aAy3d dza Ay 3Fidud the BvdrSis Satdd RIS NJ | YV R

they can begin their journey.

(@]
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Figure2: Acommon JourneyCam mounting positiwaslevel with the wheelchaarmrestor control stick

During the trip, JourneyCam records GPS and accelerometer data. These add spatial and
geografhic context to the video clips, allowing the latter to be displayed alongside location
and velocity on an aerial map in Google E4@Glogle, n.d.)After each journey, the
JourneyCam datare downloaded to a laptop. Thesensist of two comma separated value
(CSVijiles containing location and movement datadone video file for each clip theser
captured.If JourneyCam was paused (such as when taking a lunch break) this results in

sevenl sets of data.

Thefilesare processedvith Python script3to generate a GPS track for each journey
showing location over time, which are stored as KKl&s. Each video is geolocated along
the GPS track, and to aid in quickly identifying specific clips when visualisétjttioan

scripts generate thumbnail images for each video. They also store the accelerometer

magnitude data as an additional data track alohg®S (0 KS dza SNB Q f 20 (A 2

Ad GKSY AYLRNISR Ayi(2 D223ftS 9FNIKI gKSNB

each of the captured videos located along the route at relevant waypdtgsi(e3).

5> Python is a programming language often used for processing tex{fijeélson Software Foundation, 2021)
6 Keyhole Markup Languagestandardformat for geographic annotation da{Open Geospatial Consortium,
2021)
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at waypoints along the journey wherkey had captured video dat&ach thumbnail could be clicked to play
the video clip.

The semi structured interviews that take place with JourneyCam users after their journeys
are therefore directly structured around the géocated data that they collectedn those
journeys. This enables participants to draw upon a range of different information when
reflecting on their experiences: not only the content of the video clips they captured, but
also the spatial and temporal sequence of those clips accessaah uderactive aerial map

of the places they had passed through. The accelerometer data is also available as a graph
within Google Earth. The visualisation also enables participants to consider the collation and
presentational aspects of the data they eall, and how that data might be reviewed, used,
and shared with others. Together, these provide users of JourneyCam with rich prompts for

reflection and discussion in the context of the interviews.

Both the hardware and software aspects of JourneyCam wWenefore designed to enable

I 0O0S&aaArotsS O2yiuNRf 2F @ARS2 |yR RFGF -0 LJi dzNB
Ff2y3Q ¢AGK | NBaSIFNOKSNE +a ¢Sttt a [ftft2¢ T2
this data. This aimed to ensure that the-glmng and interview fieldwork would build on the

strengths of each method identified in prior literature, and contribute to enabling

participants to share their situated knowledges about mobility and access.
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3.5 Recruitment and Participants
3.5.1 Recruitment

Recruiment took place in two phases: initialyorking closely with a UK charity, Muscular
Dystrophy UK (MDUK), before recruitipgrticipantsdirectly. This dual approach was the
result of challenges associated with establishing recruitment through a chamithdelays to

the development of JourneyCam.

Phase 1: Working primarily through a partner charity

I had originally intended to work with and recruit participants through a partner charity,
Muscular Dystrophy UK (MDUK), and their young campaigners @irailplazergMuscular
Dystrophy UK, 2021; Trailblazers, 20B8gfore my Ph.D. | worked in research in rare
neuromuscular diseases and knew that charities Nif@UKcampaigned on issues including
mobility and access for disabled people. During mydd.i summer 2015, | worked with
Trailblazers to understand how they campaigned around accessible trar{§ummiter et al.,

2016) This catalysed my interest framing my Ph.D. research around this topic, as | knew
K2¢g aAIYyAFAOLYG AdG é61Fa Ay RAAIFIOE SR LIS2LX SQ3
charity | hoped to continue working with them, and my initial ethics application was on this
basis AppendixA: Original projectlocumentscontains theproject information sheets,

debriefing sheets, and consent forassociated with this application. This ethics applarati

YR LINRP2SO0O LYy gla olaSR 2y Yeé AyiliSyilAirzy
stakeholders, people living with neuromuscular conditions, in North East England and was

approved on % August 2016.

However, | faced several challenges to @qgroach to recruitment. During summer 2016,
JourneyCam development took longer than anticipated due to resource constraints within
Open Lab. Due to this, a planned workshop organised alongside an existing Trailblazers
meeting on 18 August 2016 in Newcts, where | had originally hoped to show and discuss
JourneyCam with potential participants, was redesigned to include santthg exercises

around possible barriers to accessibility. Approximately ten people had been anticipated but
none attended, andHe only people present were thdDUKorganiser and a Community
Relations representative from the local transport authority. Further attempts to recruit
participants throughiMDUKand Trailblazerduring August and September 2016 were
unsuccessful. | was ubke to establish the reasons for this, but | recognise that charities

have multiple priorities and limited resources.
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Phase 2: Recruiting powered wheelchair users directly

In light of these challenges | took the decision, in consultation with my supesyitsoadapt

my research and my recruitment approach. First, | chose to widen my focus to work with
anyone who used a powered wheelchair for mobility. This was informed by my recognition,
through engaging with work in disability studies, that the sigmnifidactor in experiences of
mobility amongst people with neuromuscular conditions was the shared soaterial

barriers that affected all powered wheelchair users. Focusing on the shared technology that
these disabled people used for mobility also avoidedunintentionally medicalised framing

of disability. In addition, as a pragmatic issue | also sought to recruit participants directly

from across the United Kingdom.

These decisions had the potential benefit of increasing the number and breadth of
expeliences amongst participants. While | aimed to work with participants flexibly, leaving
the level of participation open to them, to take part in a journey and interview was-time
consuming and | recognised that only some of those who expressed an intengist wo
ultimately take part. Given the widespread nature of access barfizepartment for
Transport, 2018)l also hoped that working nationally might provide an insight into a wider

range of experiencet. Il @S (KA A NBOAASR F20dza GKS ylI YS

This changed focus led to my revision of tiesearch questions which guided this project,
described in Section 3.2. The changes atspiired arevisionto ethical approval, granted in
November 2016. The revised and simplified information sheet, debrief sheet, and consent

form are provided irAppendixB: Revisedocuments (Journeying)

Notwithstanding the changerkesearchfocusdescribed abovd, was conscious thahany

people with neuromuscular conditions usewered wheelchairs for mobility, and knew

from my career and my work witlDUKand Trailblazers that social issues like accessible
environments remained a focus of campaigning and activism. As an initial step in publicising
the research, | therefore appreaed several UK charities with whom | had good working
relationships, including Muscular Dystrophy UK (MDUK) and Trailblazers, Spinal Muscular
Atrophy UK (SMA UK), and Action Duchenne. In each case, | asked if they would publicise the
project via their emd lists, websites, and/or social media channels. | also contacted the
registry curators at the TREAIMD Network with whom | had previously worked, to ask if

they would be prepared to circulate information about the project via emalil lists and to their

70



charity partners. Examples of communications are providefigpendixC: Example letters

to charitesandneuromuscularegistries.

In addition, | created resources to pide interested parties with further details about the
project. This included a website with background information and an explanation of how to
take part AppendixD: Project websitg as well a3 witter and Facebook accoun®&gpendix

E: Project Twitter and Facebook profjleghe latter were used to promote the project, and

to direct prospective participants to the website. Finally, | created A4 and A5 flyers to hand

out at inperson events, which | had professally printed(AppendixF: Project flyes).

These outreach efforts led to the research being promoted by several organisations via their
websites, social media, and eibsts(Appendix G: Exampfaublicity). These included the

MDUK and SMA UK websites and social media feeds, and pdsidgy Limitless Travel, a

travel agency proding accessible and disabk&iendly travel. My social media posts and
engagement were also picked up by various other organisations including Transport for All, a
charity focused on accessible travel, and several individuals with an interest in aecessibl
travel. In addition, | attended two events run by Trailblazers in York afftiNd9ember

2016) and London (ZBNovember 2016), where | gave short informal presentations about
0KS LINRP2SOG>X KFEYRSR 2dzi FEt@SNBXI YR | yagSNE
All of these efforts were aimed at ensuring as many participantsthacdpportunity to take

part as possible. However, it was hard to gauge the relative effectiveness of the different
recruitment strategies. In several cases, organisations who agreed to puliieipeoject

did not let meknowwhen they did so, or following initial interest in publicising the project

did not respond to follow ups. | recognise that charities especially have limited resources

and did not wish to put them under additional pressurerbgeatedly chasing them.

In addition, the routes through which participants reported finding out about the project
were varied and sometimes unclear or even interwoven. Several said they heard about the
research via charities, came across it on socialimyext were forwarded information by
friends. As noted above, my social media posts were amplified by several organisations.
Overall, however, the people who took part were generally highly motivated about
accessibility, with the majority having been ims®way involved in campaigning or activism

around these issues.

Potential participantsvere invited to email me on a dedicated project email account hosted

by Newcastle University. | replied with a short email including the project information sheet
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and explaining the next steps. If they expressed continued interest, | arranged an informal

phone chat to discuss the research and answer any questions. Some participants also used

this opportunity to quiz me about my understanding of disability, being concktinat |

dzy RSNRG22R AU Ay a20AFf Y2RSt (GSNXao ¢KA& Aaa
return to in Section 3.8 where | discuss my positionality as adisabled researcher. This

phone call also enabled the logistics of fieldwork to kenpkd ceoperatively between us. |

tried to make this as flexible and convenient for the participant as possible. | was conscious,

for example, that when recruitment began it was the start of winter, and some participants

would find taking part in outdooifieldwork challenging or even impossible in poor weather.

As we could not control such factors, | was keen to ensure that there was flexibility around

aspects that we could control in order to make participation was as easy as possible.

This sometimes letb logistical challenges: | was travelling by public transport to work with
participants around the country, sometimes scheduling to work with several people within a

few days of each other in a particular area. Although | did my best to accommodatasany |

minute rearrangements caused by their personal commitments or unexpected health issues,

it was not always possible to do so. For example, one participant in London cancelled due to

illness when | was already on the way to our meeting point. Anothettdadstpone with

2yte O02dz2L) S 2F RILeaQ y2GA0S RdzS G2 | F2NBOIai

made fieldwork very challenging but posed a direct threat to their health.

3.5.2 Participant overview

| was contacted by 34 potential participants eagsing an interest in the research, of whom
fifteen took part in fieldwork between January and August 2017. Thirteen took part in
journeys and interviews. Two participants did not undertake journeys and only took part in

interviews for health reasons.

Of the fifteen participants, thirteen were current users of powered wheelchairs, while one
was no longer a wheelchair user due to the effects of their impairment and one used a
manual wheelchair with poweassisted wheel hubs. While two participants did poovide
their exact age, the majority were between 30 and 60 years old. Although some had used
powered wheelchairs their whole lives, others previously did not use a wheelchair at all,
and/or had used manual wheelchairs or mobility scooters before mawmnigp a powered

wheelchair.
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Summary demographics of each participant and their involvement are provideabilel,
followed by short profiles of each participant. Bgenyms are used in all cases. It is worth
noting that the recruitment approaches | adopted are likely to have influenced the sample of
people with whom | worked: for example, several were people living with neuromuscular
conditions despite widening rectanent to all users of powered wheelchairs, and all had an

active interest in accessible transport and environments.
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NAME

GENDERAGE

UK REGION

PARTICIPATION

JOURNEYING FIELDWORK

RECRUHD

z
z 3
5 2 Environmens traversed  Date Mode of Transport Fieldwork Footage Number S E
oy 3 < ) ) . e o
= = = (if used) Duration’ Duration of clips ,‘-'_J z
S E = Z 3
DAVID M 50-59 London Y Y Y  Urban January 2017 2xBus, London 1h 50m 26m 39 114 Unknown
Underground
AMBER F 30-39 Yorkshire and Y Y Urban July 2017 Bus 1h 9m 13m 6 169 Friend
the Humber
JAMES M 40-49 South West Y Y Y  Urban/semirural May 2017 2h 35m 49m 32 225 Charity
MATTHEW |M 30-39 South East Y Y Y  Urbanand intraurban January 2017 Train, bus 3h 12m 10m 14 55 Charity
TOM M 60-69 London Y Y Y  Urban/semirural February 2017 Train (x2), Bus 3h 35m 1h 13m 52 170 Friend
MELISSA F 5059 Eastof Englanc Y Y Urban August 2017  Bus 49m 26m 17 124  ViaRachel
RAVI M 1829 East Midlands Y N/A January 2017 N/A N/A N/A N/A 46 Via Jane
RACHEL F 30-39 EastofEnglanc Y Y Y  Urban and intraurban June 2017 Train, London 2h 55m 11m 8 103 Friend
Underground
GEOFF M 50-59 North East Y N/A January 2017 N/A N/A N/A N/A 137 Local access
panel
ANNE F 50-59 South East Y Y Y  Urban/semirural February 2017 1h 20m 24m 17 150 Charity
PETER M 50-59 North West Y Y Urban June 2017 1h 35m 53m 40 265 Charity

7 Fieldwork Duration is from initiating a JourneyCam journey to ending the journey, and where indicated with * inefoglsment break(s).
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RECRUHD

NAME GENDERAGE UK REGION PARTICIPATION JOURNEYING FIELDWORK =
z S
5 2 Environmens traversed  Date Mode of Transport Fieldwork Footage Number S E
oy 3 < ) . . e o
= % = (if used) Duration’ Duration of clips ,‘-'_J z
S = = Z 3
JANE F 1829 West Midlands Y Y Urban Januan2017  Train 1h 28m 22m 15 95 Travel blog
JESSICA F 40-49 Yorkire and Y Y Y  Urban and intraurban January 2017 Train, Bus (x2) 3h 48m 41m 29 206 Twitter
the Humber
ANTHONY |M 1829 North West Y Y Urban June 2017 caf 3h 26m 40m 30 210  Unknown
MARGARET |F 50-59 North West Y Y Urban June 2017 2h 10m 18m 7 176 Unknown

Tablel: Participant Overview

8 Car was only used as transport between two urban areas, as public transport was not available.
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3.5.3 Participant profiles
David

David is a retired office worker in his 50s, who lives in Londorfragdently travels by

public transport including buses, trains and the London Underground. He has access to both

a powered and a manual wheelchair, using the former while participating in this research.

David has previously campaigned with a charity abssues of inaccessible transport and

environments, and complained to service providers about these issues, so was very

motivated to take part in the research. We met at a major London station, before travelling

on a bus to central London and walking aroi8who. We went to a large department store

G2 dzasS GKS G2AfSitasz 6SF2NB GF1Ay3a |y2iKSNI odza
another part of London. The interview was conducted in a nearby coffee shop.

Amber

Amber is in her 30s and lives in agarcity in Northern England with her partner and young

child. She has used a wheelchair for ten years, initially part time andulbtinfe. She uses

public transport to get aroundnd described thias challenging. Ambexplainedhow she

encounters bariers that nondisabled mothersdy’ 2 12 SELX F AyAy3 K2¢ daoKS)
0SAY3I | LINBYyGET GKSNBQa 2dzald y2 dzyRSNERGIFYRAY3
changing tables. | met her at her home, before we walked through her neighbourhood to a

nearby main road and caught a bus to the city centre. We walked around the city, ending up

near one of the tourist attractions, where we met her family and ended the journey. The

interview was conducted the next day in a local café.

James

James is in his 40and lives with family members in an urban area of South West England.

He uses an aterrain 6:wheel middrive powered wheelchair and employs a fiithe PA.

James has a degree, and is a very keen user of computers and technology. He mostly travels

by piivate car, as he has found that public transport can behdmiss when using a bulky

powered wheelchair: he once had to travel in a train vestibule as the doors to the passenger
alrt22y 6SNB (22 YINNRG TFT2N KAA okss BdfoeK | A NJ § 2
we walked together with his PA on a journey to a café elsewhere in town.

Matthew

Matthew is in his 30s and lives in a small town in South East England. He often travels into

the London by train to meet family and friends. He currently uses a manual wheelchair with
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powered hubs but was considering whether to move to a powered wheelah#ie time of

the fieldwork. He has been involved in charity campaigning in the past. Our journey was an
example of one he might take when going to see friends. We met a coffee shop near his

local station, and travelled together by train without ppeoking assistance to London. We
GKSy (221 GKS ! yYRSNAEANRdzyR (2 YAy3aQa / NR&aaxz
walking to a café for lunch. After lunch, we walked a bit more through central London. The

interview was conducted in a coffee shop near @diBtreet.

Tom

Tom is in his 60s and is sethployed, working from home in London. He has a keen interest
in technology and home automation gadgets which he uses around the house. He uses two
powered wheelchairs for mobility, choosing between them depegdn the journey, and

has previously taken part in research on accessibility. He often travels by public transport,
mostly by bus or train to central London or to nearby commercial areas. We met at his
house, walking to a nearby station before travellmgtrain elsewhere in London with a

large commercial area where he often goes to do his shopping. We had lunch together in
local café, before he did his shop at the local supermarket and we returned home. Due to
access issues at local station, we came beégla different train line and a local bus, before |

interviewed him at his home.

Melissa

Melissa is in her 50s and lives in the East of England. Her health and mobility are affected by
changes in ambient temperature, so she sometimes spends long pevitdsut leaving her
K2YS® |1 SNJ 2203 4KAOK aKS RSAZONAOSR a KSNI MV
used a mobility scooter and walking sticks before becoming a powered wheelchair user four
years previously. We went on a journey of around araitd a half in her local area,

catching a bus for one stop to shorten the duration of the journey, before | interviewed her

at home. Although she has an assistance dog, this did not accompany us on the journey.

Ravi

Ravi is a young man who lives in thedMnds, and has used a powered wheelchair since he

gla I GSSyYyF3aSNX® 1S R2SayQi dzaS Lzt A0 GNI y3
driven by a member of his family. He is actively involved in charity campaigning and

fundraising and was keen to limvolved in the research as he recognises the importance of
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accessible environments to disabled people. We did not go on a journey together, so |

interviewed him at home one afternoon.

Rachel

Rachel is in her 30s and is a disability campaigner livifgeigast of England. She also works
as a consultant and adviser to organisations on disability issues, which involves train travel
on a regular basis. She uses a hei@gfjustable powered wheelchair for mobility, and she
described how the different positiaof the chair can help her squeeze into different
environments such as cramped trains. | met her at her home, before walking with her to a
railway station and taking a train together to London where she had a work meeting. | went
with her part of the wayo her destination by London Underground. The interview took

place a couple of weeks later at her home.

Geoff

Geoff is in his 50s and lives in the North East of England. He used a manual wheelchair in his
mid-teens, and learned to drive which he describted KI Ay 3 IAOBSY KAY WwWO2y
FNBESR2YQ 6KSYy KS g1 & @2dzyaISN® 1S Syec2eSR (NI @
up driving, and later used a powered wheelchair for mobility. Geoff emphasised the social

nature of the barriers he encountered aslsabled parent. He had pursued a professional

career in several sectors as well as being politically active, but is now retired due to ill

health. We did not go on a journey, and | interviewed him at his home.

Anne

Anne lives in a suburban commuter townSouth East England and is in her 50s. She has

used a powered wheelchair since she was a teenager. She is retired, though used to work in
a local council as an Access Officer, and remains involves in a local access group to try and
ensure that developmets in the area are suitable for disabled people. She regularly travels

to the nearest town centre, and sometimes goes to London for days out with her extended
family. Occasionally she also goes on holiday abroad. We met at her home, before going on a
shortjourney around her local neighbourhood. She hoped to take me to the centre of the
nearest town but inclement weather prevented this. Most of the interview was conducted

the next morning at her home. Because of time constraints that day, the final sextibe

interview was conducted several weeks later by Skype.
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Peter

Peter lives in North West England and uses a powered wheelchair for mobility. He is in his

50s and is retired after a successful career. Having grown up in the countryside, he enjoys
hilwh £ TAYy3s &2 al @SR dzLJ F2NJ I aSO2yR WIff GSI
the countryside again. He described this as being very beneficial to his health ardxbingll

He also has an assistance dog, which can sometimes complicate asuessas | observed

while we travelled together. In his free time, he is involved with campaigning for a charity.

We met at a railway station, before travelling around a local town and returning to his home

for the interview. Due to time constraints, thenél part of the interview was conducted at a

later date over Skype.

Jane

Jane is a young woman who has always used a powered wheelchair for mobility. She works
full time in an office job in the city centre, commuting there every day by train. She also
travels frequently on leisure trips to see friends, as well as occasional work and holiday trips
within the UK and abroad. Her job regularly brings her into contact with other disabled
people, so she had both a personal and professional interest in takingnpiue research.

We met at her workplace, and we walked together through the city before catching a
commuter train to her local station. As such, the journey we did together was in part her

normal commute home. The interview was conducted the following ateher office.

Jessica

Jessica is in her 40s and lives in a large city in Northern England with her family. She began
using a manual wheelchair several years earlier, and switched to a powered wheelchair
about a year before our interview. Before retiridge to ilthealth, she had a career in the

public sector. She travels by both private car and public transport, though her confidence in
using the latter has been shaken by barriers she had faced in the past, and has gone on long
distance trips by publittansport to see family elsewhere in the UK. We met at the railway
station in the city centre, before taking a train to another town where we had lunch. We

then took a bus back to her city, before catching a second bus to her home. The interview

took placeat her home the following morning.

Anthony
Anthony is a student in Northern England. He has been involved in disability activism and has

worked with a range of organisations around disability issues. He therefore has a detailed
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knowledge about disabilitsights, as well as wider soegconomic issues that affect disabled
people. | met him at his house, before we walked around his neighbourhood and he showed
me the local retail area. His PA then drove us to a nearby city, where we travelled around
the citycentre. Finally, we conducted the interview in a nearby university where we had

been able to secure a quiet meeting room.

Margaret

Margaret is in her 60s and lives on her own in a town in North West England. She formerly
had a job that involved considerabtravelling but was made redundant following a sudden
health problem. She uses a lightweight, collapsible powered wheelchair for outdoor mobility
with free-spinning front wheels that were prone to losing grip. We walked to the centre of
her town, stoppingo do some errands and have lunch before returning to her house where

the interview took place.

3.6 Goalonglurneys andataled Interviews
3.6.1 Goalong journeys

A key characteristic of the ga@long journeys was that they were led by the participants

themselves. | asked each participant to take me on a journey of their choice and to show me

things they felt were important to their experiences of mobility, rather than restricting the

type of experience or environment. This stemmed from my desire to understawe eal

pKSSt OKIF ANJ dza SaQ SELISNR Sy OB durn2tks meadtdhattthe i & | & 0
types of journeys participants took me on, as described in the participant profiles above,

GSNBE RAGSNES IyR SyO2YLJ aaSRrtigs tNlocalGHops) v (i & Q dza
and specific journeys they chose that they would not have otherwise made. The experiences

we had on these journeys are described in more detail in Chapter 4.

| met each participant at a location of their choice, often their haaiteough sometimes a
publiclocationsuch as a café, to review the plan for their participation in the fieldwork and
ensure they were comfortable using JourneyCam. In these initiaknnal and unrecorded
meetings, participants often provided valuable contextual insight into their experiences.
They frequently discussed not oriheir participation andhe researctprojectitself, but

many also gavanpromptedreflectionson their widerexperiences of accessibility and
mobility. An essential part of these meetings was to review the information sheets and

consent formghat participants had already been setd, make certain these were fully
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understood and completed, and that the particiga were properly consented. This also

meant that they were able to ask any final questions before fieldwork commenced.

Once consented, | helped the participant to attach JourneyCam to their wheelctiag in
location of their preference, which was usuallythe height of their control paneF{gure2).
However, individual preferences and the diversity of wheelchair designs led to JourneyCam
sometimes being mounted eladere, such as at head or leg height, or even in one case at
GKS tS@St 2F | Riflecling @hidr WdriekpiafidgdzdF & RE QJ LINS S NB y
WOKI ANI 6f SQ S GenérallipgeBréed JoldteyChnb eimblintgdSuth

that it did not stick out and theoverall formfactor of their wheelchaiwas maintainedto

avoid compromising manoeuvrabilifCarrington et al., 2014, p.3110heirchoice of where

to locate the device was also often constrained by the limited number of secure mounting
points available on their wheelchaiasd could be challengg (Carington et al., 2013;

Parent, 2016)A certain stiffness was required in the clamp to ensure JourneyCam remained
securely attached to the chair, and this typically meant that | had to attach the device under
the guidance of the participant. Such inacsiedity can prevent a disabled person from

independently using these kind of mobile video to@srent, 2016)

Having secured JourneyCam to their chagglained how to operatdourneyCam using the
Bluetooth trigger buttorand let them test it in operationrOnce they wereomfortablewith

this, wetravelled together on a journey of the particip@tchoice which were in some

cases several hours long. During these journeys we conversed about a wide range of topics,
including current affairs, hobbies, and interests. However, often our conversagtated to

0KS &aLISOATAO SYDANRBYYSYyla S 6SNB (NI @St Ay
experiences of using a powered wheelchair or being a disabled person. As we encountered
particular barriers, participants frequently narrated what was happgrimthem: they
fAO0SNIffe WaK24SRQ I yR (Qapiank 2008Thdseéd2tditédd (G K S A NJ
explanations of particular interactions with their environments, and how these related to

their experences of being disabled, were often picked up by JourneyCam as we travelled.

This sometimes meant that the comments participants made at the time were then used as

the starting point for their detailed reflection later, during the sestriuctured intervievs.

In addition to conversing with participants as | would with any other person | was travelling
with, | also provided therwith any support they requestedhile we were on a journey,

such as technical failures or repositioning JourneyCam if it becanoelgiesl. G occasion,
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participants also asked me to provigersonal assistance in inaccessible environments: one
person asked me to put my hand on their back to steady them as they disembarked a train,
for example, while another asked me to help push tlokiair up a few particularly steep
dropped kerbs. This allowed me to observe the in situ experiences of the particgmhts

went alongwith them, and indeed physically experiemiosith them (but differently)some

of the barriersthey facedandthe workarounds they had to emplotp get around them

As we travelled, | also made short field notes using a Notes application on my smartphone.
This was usually during quieter moments of the journeys, such as a lull in the conversation,
or in the case of some piaeipants when they were talking to their personal assistant. These
notes were by necessity brief. At the end of fieldwork session, | spellchecked and expanded

these, and combined them with reflective notes to form more comprehensive field notes.

Once theourneys with the participants were completed, we returned to an appropriate

LI I OSsY oKAOK gl a vYz2ad 2F4Sy GKS LI NIGAOALN yiQa
such as a café, to download and processwigeo and sensadataonto my password

protected laptop. In some cases, participants had several sets of journey data, for example

where we had paused fieldwork for a lunch or coffee break

The @portunity was also takeat this pointto briefly discuss the journeye had taken
together,and debref the participants on this section of the research. Wherever possible, the
semistructured interview was planned for the subsequent day. This was settled upon for
the comfortof both participantsand myself as the experience of working with the first two
participants demonstrated that conducting a full accompanied journey and subsequent
interview took a very considerable time. Sometimes, however, this was not possible due to
scheduling conflicts and participant availability, in which case interviews ezgréucted

immediately following the journey.

3.6.2 Dataled, semstructured interviews

Following the accompanied journeyssonducted semstructured interviews witteach of

the participants The interviews were audiecorded using a handheld digital recordand
were framed around the data they had collected on the journey. This was presented via
Google Earth as described above in Section 3Hdufe3), enabling partipants to draw

upon different types of data (video, GPS, and accelerometer) as prompts for reflection and
discussionWith the GPS track opened inside Google Earth, showing an aerial view of the

route we travelled together and the video clips strung altimg route, we talked through
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the journey we had together, playing each video clip and discussing it in turn. While playing
each clip, | invited the participant to explain what was going on and what had prompted
them to capture that particular clip. Thsovided a chronological structure to this section of
the interview, from the start to the end of the journeyhis also permitted a discussion

about how the data might be collated, visualised, reviewed and potentially shared with
others. The structure ahe interview guidgAppendixH: Interviewguide) was such that our
discussion began with theata the participant had collectednd the experience of using
JourneyCanbefore discussintheir widerexperienceslin the first two interviews, with
Matthew and David, | had started with their broader experiences before focusing in on the
data. However, | chose to reverse this for athainingparticipants, as | found that the
conversation flowed more naturally when we started from their specific experiences during
our journey together as reflected by the data they had captured, before broadening out to

talk about their wider experiencse

This procedure was well understood and adopted by participants,tybioallynarrated the
clips as they were played back. Starting from the data was highly productive: participants
usually expanded on their initial description of what was goingnanclipwithout further
prompting on my part. They frequently gave details about their bodily experiences, their
feelings about that particular situation, and how typical (or indeed atypical) this experience
was in their everyday lives. theseways, the clips helped them to scaffoldheir discussion

with me, and to discuss issues and concerns beyond just those that were visible within the
clips that they had captured. Moreover, sudiflectionsfrequentlywent deeper than simple
comparisons with similasituations the participants had previously experienced; instead,
participants described issues suchvadsy they felt that certain barriers existed and
prevailingsocietal attitudes towards disabled peoplEhe video clips had a capacity to help
stimulate acollaborative process of discussion and reflection that formed the starting point
F2N) ySs6 1y26ftSRIAS | 62dzi LI (RImarGhoA&Bink #0479 S E LIS N

Because this pauf the interviewinvolved playing each clip through, and usuplgmpted
such detailed reflectios from participants, it oftetiook a considerable tire particularly
when workingwith participants who had captureshanyclips. As noted earlieparticipants
had often narrated incidents agere on journeys together, ansbmetimes these comments
were picked up in the videos they recordedt times, this led to an interplay between their

in-the-moment responses to partidar situations as captured on the clip, and their later
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reflections on these situations in the interviews when they were not caught up whatever
was going on. These recorded comments timisrmed their postjourney reflection during
the interview, as partipant revisited not only the clip itself but also what they had been

saying at the time.

After we had gone througthe journey dataogether, the next questions asked participants

to discuss their experiences and perceptions of JourneyCam as a toebarithey found it

in use.They identified aspects that they particularly likadd disliked, suggested potential
improvements, and provided ideas for developing it further. In addition, however, some

participants also provided feedback which indicated the deeper level of reflection prompted

by the tool, such as discussing the quatitof the video clips and how these related to their

own feelings and experiences. For example, the shakiness of the footage that they captured

as their chair and the camera bumped over rough surfaces was described as being reflective

of how participants gperienced these environments. The position and field of view of the

OF YSNY} ¢l a @FNA2dzate RSAONAROSR a LINRPGARAY3 Y
020K 6SNB O2YyaARSNBR AYLRZNIFIYyG FYR g2NIKgKATS
tool and the data it produced were valuable in providing additional depth to the various

experiences they had already discussed, and considering how and why JourneyCam might be

used in capturing and conveying aspects of these experiences to others.

Finallyd KS AYUSNIASsa FTAYAAKSR gA0K Y2NB 3ISYSNIf
of accessibility and mobility, which frequently included discussions about being a disabled

person in society more broadly. Often, the latter marked a return of our caaiemn to a

theme that had been brought up earlier in the intervieag, participants hadeflected on the

data they had collected

Interviews varied imoveralllength between 55 and 265 minutes (4 hoarsd 25 minutes),
although the majority took betweeB0 and 150 minutes (1-8.5 hours). With a substantial
amount of time in each interview devoted going through the videos in detail, interviews
where participants had captured more video in toggnerally took longer to completén

planning the interviewsl had underestimated the time this would take, especially in light of
the rich descriptions that participants provided of their experiences. On several occasions, in
fact, we ran out of time to conclude the interviews in person and so the final pahteof t

interview was conducted at a later date by Skype.
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While the journey and interview process described above was adopted for the majority of
participants, there were exceptions to this preferred structure@oparticipants, Geoff and
Ravi, did not undertee journeys for health reasons and inste¢adk part insemtstructured
interviews without havingised JourneyCam. In these cases, | omitted the-titaection of
the interview In addition, it wasuncertainwhether a journey would be possible with James
so |l initially interviewed him via Skype about his general experiences of being a powered
wheelchair userWe were, however, able to go on journey together at a later dateland
conductedthe dataled part of the interview subsequent to thathisalso &d to a second

discussion of some of his broader experiences.

3.7 Data and Analysis

The data collected during this phase of fieldwork included the 15 audio recordings of the
interviews, field notes | had taken during fieldwork, and JourneyCam data. The latter
consisted of timestamped video clips, GPS tracks, and graphed accelerometer and elevation
data in Google Earth. All interviews were transcribed: 1inbyand four by an external
transcription companyhaving first soulgt the permission of those four pacipants to do

this. This resulted in a total corpus of approximately 320,000 words of interview data. In
addition, the field notes that | had taken before, during and after the accompanied Journeys

totalled 26 pages.

| began transcription and analysistbé interviews after the first two interviews took place

in early January. | transcribed the interviews using ExpressScribe for Mac, which enables the
insertion of timestamps with a keystroke. Data analysis began in parallel with transcription,

and | condcted a thematic analysis of the interview corg&slverman, 2017)Thematic

analysis is a flexible method that can be used with a range of theoretical frameworks that

alownd GARSYUOGAFE@AYy3A:I Fylfeaiy3da FyR NBLRZNIAYy3D |
2NHIF YA&dSa YR RSAaONR O SBrauh& Glaske, 2006, f.TIPhis SG Ay N
flexibility allowed an analysis oféhdata to understand both the material reality of disabled

LIS2 L) $Q& SELISNASYyOSa 2F Y20AfAide YR K26 Al
experiences come to be socially constructed. | aimed to provide a rich description of the

overall interviewdata set, obtained inductively from the data themselves rather than from

an a priori coding fram@raun & Clarke, 2006, pp.&3). | coded the interviews at the

sentence and paragraph levei, order to identify both semantic and latent meaning. In this

process, | was informed by the field notes that | had taken, and issues identified in previous
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are proviced inTable2.

Accessibility not taken seriously Actively choosing accessible places

Understanding chair attributes or capabilities | Given up on complaining

Acceptance or dealing with it Lack of staff training

Accessibility as built in Back door treatment

Progress and improvement Accessibility as freedom
Maintenance Signage and information provision

Table2: Examples of codes fromding process

Even while this process was ongoing, this enabled me to identify associations and patterns in
the data. For example, many codes related to either particular aspects of the material
environment, such as lifts, dropped kerbs, buses, trains,rangh surfaces. Others related

to the choices that disabled people make about their mobility, such as being on enforced
detours, actively choosing accessible places, or taking risks. After seven interviews had been
coded, | felt confident enough to devgdentative themes by clustering these related

codes, and identifying areas of comparison and contrast.

This led to an initial organisation of data across of 8 primary themes, which enabled me to
gain a general overview of the dat@igure4). The full initial coding framework is provided in

Appendix: Initial coding framework
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Confidence

Emotions
Feeling uncomfortable

Frustrations

5 Feelings & Emotions

Acceptance or dealing with it

Conceptualising accessibility

1. Understandings of Safety

Progress or lack thereof A ibility

Surprise at good accessibility

Impact on people’s lives

Surprise at inaccessibility

. Attitude toward disability
Human Environment

= 2 Environmental Factors Impairment
_Natural Environment P

: Constraints on Freedom

6 Many Disabled Experiences Disabled Agency
Accessibility Services, Assistance Desire respect like anyone else _
andlhesliss 3s ific Places, & Wheelchair Dichotomies
Surfaces, Bumps and Clutter Issues Embodied Chair-Knowledge

Transport Mode Specificities / -

Campaigning and Activism

[ 7 Bringing About Change Complaints and Responses
J

\ Strategic Engagement
Significance of Interactions

Staff & Service Providers \ Feelings & Behaviour Participating
8 Technology and Research

Everyday Indignities 4 People and Interactions ]
Participation
P! Role of data collected

\
Doing the wrong thing /
__Positive attitudes N Tech attributes -

Figured: Tentative themes identifiefdlom initial clustering of codes

Motivations

However following discussion with my supervisors, | realised that although these tentative
0KSYSa ¢SNB dzaS¥Fdz Ay KSELAYy3I YS G2 3JLAYy |
analytical to serve as the basis for thesis chapters. In addition, there twe many themes

and subthemes, and they were insufficiently delineated from each otlk@nally, as the

remaining fieldwork took place, and additional interviews were transcribed, | realised that |

was missing certain aspects of the data.

An iterativeprocess of ravorking of the codes and themes therefore followed, which led to

the following structure focused around four broad areas: JourneyCam itself, enablers and
RA&lIO0f SNE 2F Y20AftAdeT STFSOla FyR oYL} OGa
such situationsKigure5). The full revised coding framework is providedAppendixt Final

codingframework

5.1 Materialities
= 6.1 Constrained choices
_ 5.2 Interactions Ch5: Enablers and Disablers =

(was Barriers and Interactions) 6.2 Emotional/physical labour -

5.3 Features or services meant to Che: Effects and Impacts

assistdissbled people / \ == i 6.3 Disabled knowledge
\ ort
PhD Thesis (Data Chapters) and expertise -

4.1 Evidential framing

7.1 Spectrum of individual agency;
4.2 Using JourneyCam from acceptance to contestation
__and creating data Ch4: JourneyCam Ch7: Responses -

7.2 Campaigning and
4.3 JourneyCam insights activism for change
and in use

Figure5: Revised themes following reworking
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As | began to write out these themes into early chapter drafts, and revisited the interview
transcripts, | realised that the data | initially thought would form a chapter on JourneyCam
would be betterwoven into the other chapters. As data from the group Skype workshops
directly engaged with individual and collective responses including activism, | reframed the

final chapter around these. This iterative process led to the current structure of the thesis

3.8 Ethics and Positionality
3.8.1 Institutionaland societahssumptions of disabled vulnerability

At this point | feel it is important tehallengeassumptiors, written into formal university

ethics processes, about the naturediabled peopl@a WO Al g QM ¢ KS5aS LINROS A
require additional oversight and caution in any research undertaken with children or other

groups considered vulnerable as defined by Section 59 ob#tieguarding Vulnerable

Groups Act 2006a definition which includeanyonewith d y @ ¥ 2 NI 2alongBidea | 0 A £ A
several other categories such as being in sheltered accommodation or residential housing
(Safeguarthg Vulnerable Groups AQ006) While safeguards are very important to try to

prevent exploitative research given the social position of a research@rwsparticipant,

the definition in the Act frames all disabled people as automatically vulnerable in line with a
medicalised undetanding of disability. In light of my experiences working with powered

wheelchair users in this research, | feel that this reflects broader ableist assumptions about
RAalFof SR LIS2LIX S IyR Ay LI NIAOdzZ I NI 8set KS | a ON.
with an impairment(Scully, 2018)The framing given by many participants for their

experiences accorded with a social modetierstanding of disability, as something that is

imposed on top of their impairment as a form of societal oppression. These are undoubtedly
complex issues: some participants described how they felt more vulnerable in certain

situations as a wheelchair usend some mentioned impairment as a factor in this.

However, there are many situations where ndisabled research participants might feel

vulnerable. In addition, as described below when | discuss my own positionality, it is worth

noting that the powerrelationship between researcher and participant is not always or

necessarily unidirectional. The ethics process thus reinforces problematic medicalised

understandings of disability, and an ableist implication that this equates to vulnerability.

3.8.2 Ethical chkenges during fieldwork
On several occasions during fieldwork, situations arose which posed ethical challenges. As
described in Section 3.5.1, one challenge with doing outdoor fieldwork is that posed by

inclement weather. This was particularly the casedsese in this case fieldwork began
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during winter. For some of my participants, who lived with chronic health conditions, taking
part in bad weather would pose a risk to their health. Even for those without this
consideration, undertaking fieldwork in heargin or snow would have been very

unpleasant. Given these considerations | therefore emphasised my willingness to be very
flexible in relation to the timing and format of the fieldwork, both during{ieddwork
conversations and on the day itself. | enagised that they could stop participating at any

time, and that if needed we could cancel or rearrange the fieldwork at short notice. In some
cases this happened, and fieldwork was adjusted (for example, Anne explained that she had
shown me a different jouney to the one she had initially planned). In other cases, this led to

the postponement or cancellation of fieldwork.

| also tried to ensure that participants were compensated fairly for their time and expertise,
and in a way that reflected the considéla amount of time that they spent working with

me, offering shopping vouchers to the value of £10 per hour or part hour they spent working
with me. One ethical issue that | had not anticipated was that two participants turned down
this offer, explaininghat they had wanted tdake part in order to do their bit to help bring
about more accessible environments. | responded to this in two ways: firstly, as | did more
generally, | explained that while | hoped the research would contribute towards this goal, |
was not able to promise them that their participation would lead to this, which they
recognised. Secondly, | reiterated that | very much appreciated their participation in the
research and emphasised that they were very welcome to the vouchers as adbken

appreciation in case they had changed their minds.

3.8.3 Reflections on positionality

A particular ethical issue in this research was my own position as-disahled person

doing research around disabilitiven a history of research conducted by rbsabled
WSELISNIAQ (GKIFId RA&ASYLRZ2GSNBR RA&FOE SR LIS2 LI €
RAAIOATAGEE YR RAR Yy Xdlives 82 tas Raktiautadyt SR LIS 2 L
conscious of the need to be especially sensitive to my own positionality as-disedried

researcher and how this influencedy conductof this research.

| tried to address this firstly by grodimg my work in a social model of understanding of
disability, in particular adopting the social model of disablement as a core epistemological
framing(Stone & Priestley, 1996l recognised disabled people as knowledgeable experts,

seeking to highlight their particular expertise and understanding of structural barriers. | have
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focused throughout the project on identifying ways in which their knowledge and expertise
might be used to challenge and remove these barriers. Building on work by feminist
disability scholars, I tried to ensure that participants were able to tell their oamatives

about their experiences by affording them practical control over many aspects of the
fieldwork. | asked participants to take me on journeys of their choice, and to show me the
things that mattered to them in their experiences of mobility, ratttean imposing any
constraints on the type of journeys they might take me on. When | was asked-joyrey
telephone calls by some participants what | wanted to see, | deferred back to them and
emphasised | was interested in their experiences as braaslyossible. As described earlier
Ay (GKS OKFLIISNE L Ffa2 RAR Y@ 0 Sprdiereiices Sy & dzNB
about the scheduling and locations of our work together, even when this meant that |
travelled considerable distances in short jpels of time to work with participants in

different parts of the country. JourneyCam itself was designed to enable purposive and
selective data capture, so participants retained control of what aspects of their journeys
were recorded. In all of these waytried to ensure that participantsadas much control

over the process of participating in the researctpassible, and that their contribution was

recognised

More broadly, | recognised that within a PhD my research was unlikely to have the kind of

impl OG GKIF GO ¢2dzZ R NBY2@S o0 NNASNBE AY LI NIGAOALI )
about my hopes for the researgfthat it would contribute to a better understanding of

their experienceg while not overpromising that their participation would diregtlbring

about systenic change. | was also open with the participants about the practical issues of

doing this research within the timbeound context of a PhD. | initially hoped to work with

organisations such as transport providdssngingdisabled peog Qa aA G dzZt 6 SR {y26f
into dialogue with service providetBroughjoint workshops However, when explained

the project to my participants and also when | talked about the next steps after the journeys

and interviews, | emphasised that it might not besgible within the PhD. Finally, | gave

participants the opportunity to validate or contest my understanding of data from the first

phase of fieldwork in group workshops where | shared my tentative analysis with them and

invited them to critique it. Thisnacess, which formed part of the second phase of fieldwork,

is discussed in Chapter 6. It aimed to recognise the commonality of disablement not only

through my own analysis of data but also through the research design itself, helping to

collectivise both prsonal experiences of disablement as well as the process of research
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production(Stone & Priestley, 1996, p.711ndeed, these workshops became sites of

collective knowledgesharing, an aspect explored in more detail in Chapter 6.

A related issue that stemmed from my positioning was that of my owhitigoas a non
disabled researcher. On several occasions during the course of the project, participants
asked questions that probed my understanding of disability and in particular whether | had
adopted a social model understanding. For example, it wagalear in my initial phone call
GAOUK yiK2ye GKFIG KS gla wiSadAayaQ vYeé O2YYA
repeated when we met for the journey and interview. He later acknowledged this, reflecting
in the interview on our interaction whehwas explaining how to operate JourneyCam:
GaL FStdG L o1& Ay O2YYlIYR 2F (KS 206aSNDI 4.
@2dzz L ¢l a FOGdatte (dSadAya AG (GKAa Y2NY.
the [Bluetooth button] and just clickitltvSy L G St @2dz G2 Of A O]
W2 Sff y2> L GKAY]l AT @&2dz Oy R2 AGXZ Ad &l
X L 2dzad o6+ yiSR (2 &aSS AT &2dz 6SNBE (UNEBAY.
possible or whether you were wanting to have any input in tektionship. But it
felt very much that you built the whole research project on the basis that the
individual should have as much power as possible throughout the experience and
within the parameters of whagou'veset, which is obviously logistically what
KISy a ¢KSyYy @&2dz R2 NBaSIFNODK:zI &2dz aS0 (K
IAGSY YS |d YdzOK LIR2oSNJ & Llraarof S¢
(Anthony postjourney interviewy
2 KAETS 'yik2yeQa O2YYSyida &adza3sad dKFG vyeée |
over participatingn the fieldwork as possible were at least somewhat successful, they do
raise the issue of my positionality as a researcher. | had been checked out, to see whether |
KI'R (KS WNX 3 K spexifically, addptiggfthe kdgidl rhdlél @ disabitignd had
W aaSRQ GKS (Sadod 2KAES 20KSNJI LI NIGAOALI yia
some of our interactions, such as when the issue of impairment came up in the workshops.
In that context, | explained my uncertainty about how besindude it in my analysis, as
some participants had explicitly mentioned it while others had not. | explained that | was
interested in what they thought, and it became a topic of debate and discussion within the
workshops. Nonetheless, | still felt comieel to explain that my approach to the research

was rooted in a social understanding of disablement, and that my interpretation of what
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they had said to me so far was that impairment formed a far less significant part of their

experiences than societal béers.

This experience partly reflects a dilemma of what a researcher should do when confronted

by diverging opinions amongst disabled participants, especially if they are distanced from

0KS RA&IOf SR LIS2LX SQa (M0BPpITMpsK ifiaresdaickeyoSghtt y Rt NA
to ever politicise the unpoliticised @dvocate for a social model of disablement. They

dadz3asSad GKFGE Ay &dzOK | aAddza GAzys I NBaSHNOK
should be their guide. To take an initial decision to adopt the social model of disablement is

itself, they arguea key step in demonstrating commitment to the disability movement. This

is a form of ethical responsiveness, necessary in order to be answerable to my participants:

the process of building a trustful and respectful relationship with participants involves a

form of political positioning in relation to theifDurrant & Kirk, 2018) feel answerable to

the participants with whom | worked, and for the reasons discussed earlier in thi¢echa

this meant that | framed my work within a social model understanding of disablement. That

this granted me access to participants who might otherwise have refused to work with me

reflects the ethics of working on a sensitive political issue and ofjtmicountable to them.

3.9 Discussion

This chapter has outlined the methods adopted in this research, beginning with an overview

of my epistemological and methodological approach. Building on feminist epistemologies, |
emphasised the importance of recognisini2 4 SNER 6 KSSf OKIF ANJ dzZiSNERQ &)
have framed my work within the social model of disablemenplicitly acknowledging the

NREfS 2F RA&AIOEAY3I A0GNHzOGdzNF £ oF NNASNAR Ay RAAL
led to the adoption of a go along method, where | accompanied powered wheelchair users

on journeys of their choice and provided thewith a custom smartphone tool enabling

them to capture video and data about our journeys together. These was followed by semi

structured interviews, which drew upon the data they had gathered, enabling them to

reflect on their journeys and to eareate rew knowledge about their experiences of

mobility with me during the interviews. The following chapters outline the findings of this

G2NJ]Y [/ KFELWGSNIn RSAONAGSE SylLof SNAE yR RAAalof
explores the value of their situatl knowledge and the costs associated with its acquisition;

and Chapter 6 looks at how this knowledge might be brought into dialogue with others.
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Chapter 4Enablers and Disable2s¥ t 2 § SNBR 2 K
Mobility

4.1 Introduction
This chapteexplores the things thgparticipants identified as significaaseither enabling
or disabling their mobilityln both the journeys and pogburney interviews, all participants
described vividly and in detail how they encounter social and material bgindheir
everyday lives. These barriers created what have been describédas t SA &G 3IS2 I NI
thatisWt A SR SY@ANRYYSyida 6KAOK AYyO2NLRNIGS Yy
GKS LI NIOAOALI GA2Y 27F R AsachbarfictsRhaladSghigagled Ay S ¢
LIS2 L) SQa8 NAIKG (2 0SS -0 F¥yMAESR (ChokibhadFER®D,dzf | NE
p.380) They are by their nature exclusionary: spatial barrgenye tomateriallyexclude
disabled people from public spadbereby] SSLIAY 3 RAal of SR LIS2LX S Y
social barriers reinforce this spatialarginalisatn (Kitchin, 1998)Improving the access of
disabled people to public space therefore requires improving both the physical and social
environment(Butler & Bowlby, 1997)and any attempta bring about more inclusive spaces
Ydza i dzy RSNB Gl YR RA&LF6f SR LIS2LX $Q&a SELISNRA Sy
the complex interplay between them. These factors can serve as barriers or facilitators of

A~

RAAlI60f SR LJS2L) SQa Y2oAftAadeo

This chater therefore explores some of the most significant material and social concerns as
expressed by participants during the journeys and in the s#ractured interviews. Often, |
witnessed the issues they described, and participants captured many of théwir video

clips. These social and material concerns were often characterised as disabling, hindering

LI NIAOALI yiaQ Y20AfAGeE yR (GKSNBoe O2yaiNt
a20ASGeéd ¢KSaAaS WRAAlIOf SNEQ AISNE 25T yo f AR
or factors that participants described as aiding their mobility. The chapter then examines

how somemeasuresthat are intended to reduce barriers faced by disabled people, which |
RSAaONAROGS I a Wi OOis soié caskderpdiuate disdbling peacicesdally, O y
the chapter draws togethesomeunifyingthemesfrom across these diverse experiences,
underlying the sociematerial nature of both enablers and disablers, highlighting gaps
betweenformalisedand expeiential understandings of accessibility, and exploring the

contingent nature of disabling environments.
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4.2 MaterialConcerns

Participants discussed a wide rangessiues about the material environment, explaining

how these could create different kinds afdbling barriers. These material concerns related

to both the built and the natural environment, and were most often physical barriers which
impeded the free movement of powered wheelchair users. They frequently related either to
the poor quality of surfees, which gave an unpleasant and uncomfortable ride, or to routes
which were rendered impassable by the presence of permanent features such as steps or
temporary blockages like scaffolding. Participants often had to take much longer routes than
non-disabkd travellers to get around these barriers, resulting in additional effort and time
spent on their journeys. Their overall experiences of material barriers reflect those widely
documented in previous literature on the geographies of disaliGgeson, 1999b; Imrie,
1996b, 2000a; Imrie & Edwards, 2007; Imrie & Kumar, 1998; Matthews & Vujakovic, 1995)
Some participants also mentioned how certain aspects of the natural environment, such as
FO0OO0Saa (2 Wyl ddzN»XfQ 2dziR22NJ aLJl OS&a FyR I OUA QA
pose challenges to mobility for disabled people. Such factors havdoaén identified in

prior work (Corazon et al., 2019; Lindsay & Yantzi, 2014; Ripat et al., 2015; Williams et al.,
2004) It was notable that many of the material barriers described by participants could be
addressed through programmes of barrier removal, although not all natural barriers are
well-suited to such strategiesShakespeare, 2006, pp@&®). The most significant material

issues participants raised, and their implications, are discussed in more detail below.

4.2.1 Qudities of surfaces

Rough or uneven surfaces were the most common physical baisenssedy participants

Alltalked at length about the enabling and disabling qualities of the surfaces on which they

travelled and about the effect of these surfaces looth themselves antheir wheelchairs.

These comments were frequentiyadeduring the journeys themselvegypicallywhile

going over uneven surfaces or traversing steep inclibesparticipants also discussed them

retrospectivelywhile reviewing video kipsand describingheir experiencesluring the

interviews.David, for example, described viscerally how bumps caused by these surfaces

were a source of discomfort as well @igpotential damage tdiswheelchair:
GNRPdzZAK adzNFIF O0Sa  ABKXKENNADES>i NS aNB WBH t 32
OKFANE (GKS& NIGaGtsS AdX FYyR REYF3IS AG FYRX Y
trees coming under pavements, and pavements disintegrating. Stuff like that, it's
NE I f f & (Dadd\pddjauriney interview).
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Participants expressed a clear preference for certain surfaces over others, Wighaachy
emergngin which smooth tarmac or large wédlid paving slabs were perceived as most
pleasant and therefore desirable to travel over. Yet even the latberd beproblematicfor
participantsif they had been unevenly laid badsuffered damage over timeas Anne
explained:
Geé2dz ASGH ljdAadGS | 22f0 SOSNE (GAYS @&2dz 32
I NE S@Sy 62NRBRSI (A8&ng pobtifuineying®iewi KS &2 NR G ¢
Another participant Jessicajescribed the old, worn down stone flags neah&r homeas

herd ¢ 2 NR (i Y dndicknip3dd t&réunfavourably to railway station concourses or

indoor shopping centre@-igure6).

Figure6: Worn paving slabs described by Jessica as her "worst nightmare" (author'gapbs)

This preference fotravelling onsmooth surfacesed participantsto alter their patterns of

movementsin their wheelchair When travelling with theml, noticedhow theywould

frequently adjust their position as they travelled, seeking out smoother routes on footpaths

and roads to avoid bumps crackgather than necesarily taking the most direct route.

When interviewed, one person describ#dte need to be vigilant:
Qlhaveli 2 6 GOK 2dzi F2NJ O2006f Sasx |yR 0dzyLdaX
{2 L FSSt f AR inerviewWRNAGAY I I O NE

Another particpant described in detail how their experience of negotiating a bumpy path

differed from that of hempersonal assistar(PA)
GYe Odzl) 2 F eteB/Whemdl 4 yR2 KY6MNE X Al RARyUlG S@S
02 KSNE WR2 @2dz TSR Wyi2Qsi KS/ R deY L3al iR | WRRR
2y GKS FT220L) 6KQ YR &aKS alARX akK$S t221a
Y tAGSNIffes a2Nl 2FX R2Ay3 | NIRFNJIEATS
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should | go that way, should | go this way, iatthump, is that twig gonna make

YS 2dzYL) G KA&A g &3 &K@k pdstjpurneydrdeiBw).A (1 2 & K2 dzf F
lyySQa SELXIFYlIGA2y KAIKEAIKGE 2dzad K26 RAFTFSN
user was to that of a nedisabled person travellingn the same path. Despite knowing the
path well, she had to be constantly vigilant in a way that her walking companion did not.
This vigilance helped her to avoid bumps which could disturb her planned path or cause her
discomfort. Yet despite the additiaheffort she expended to do this, she was unable to
prevent her drink from spilling: vibrations transmitted through the chair were sufficient to
upset the cup of tea she held in her lap. The negative experience caused by a bumpy surface

therefore went beynd discomfort, and caused danger due to the risk of her spilling her tea

It was also clear from conversations with participants that some found bumpy surfaces to be
more difficult to deal with than others. Those living with impairments that cause heglak
sensitivity to pain, for example, described how paprality surfaces were more than an
inconvenience but could cause injury and severely restrict their activities. Likewise, those
whose impairments led to limited strength explained how bumps couldtjgem out of

position in their seat, leaving them in an uncomfortable position or even causing them to
lose control of their wheelchair. For some, it would require the assistance of another person
such as a PA to position themselves again, reducingitig@pendence by imposing an
unwelcome and otherwise unnecessary reliance on others to assist (8euatly, 2010,

2014) These psychemotional costs and associated labour imposed by disabling material

barriers will be discssed in Chapter 5.

Most participantsalsodiscussedow the steepness of inclingsuch as slopes or ramps to

and from vehicles, often posed particular challengBsose with experience of manual or
W2 s SNER Kdzo Q ¢ Kie ShllerglofpriudlingimseIs ap DR
controllingtheir descent dowrsuch slopes. There was also a widespread concern around the
potential for accidents, and several explairtedt they felt nervous of tipping out of their

chair when traversing steep inclines. Jessica had twice previously endedogdent and

Emergencyfter falling out of her chair, and explained how steep slopes made her feel:

Gl g Fdz & | 0 a2 theli iS ih the blaak &f dzy tiroaty Because | feel that
GKSNBQa (GKS LRIOSY(GAlrIt FT2NIYS (2 oFO16l NRa |
(Jessica, pogburney interview).
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These kinds of psyckemotional impacts of material barriers will be discussed further in
Chapter 5. As with driving on rough surfaces, participants often changed their behaviour
when faced with such barriers. Many avoided steep slopes entirely, incurring additional time
and effort as they sought other routes. Several asked for my assistaticeyasavesed

steep indnes for example by asking me to put my arm out and steady them in their chair.

These examples highlight how the design of particular features of the built environment, in
particular poorquality surfaces and steep ramps, had #féect of disabling wheelchair

dzZa SNB FyR FT2NOAY3I GKSY (2 OKFy3aS GKSAN 6SKI
considered in the UK planning systémrie, 2000b; Imrie & Wells, 1993nd the examples
described by these participants show how specific configurations of built space can exclude
disabled people. These exclusionary spaces have beemywddelimented in the literature

on the geographies of disability, for example in relation to shared s@auée, 2012apnd

the provision of accessible toilet&itchin & Law, 2008 . S G K S & Spetlighebsli A OA LJI
show that even mundane aspects of the material environment, such as pavement surfaces,

can have a considerable effect on disabled people. Furthermore, not only do exclusionary
environments have a physical impact on disabled people and causetthaat differently,

they can also make them feel less valued than-d@abled peopléimrie & Kumar, 1998)

another aspecof psycheemotional disablism that will be discussed in the next chapter. The
longa G F YRAY3A yIGdz2NBE 2F Ylyeée 2F GKS&S o0l NNRARSNE
RA&lI 0f SR LIS2L) $Q&a SELISNASYyOSa 2F (KSilso dza £ i
or society as a whole.

Someexperiences described above also hint at wineeys that the built environment is not

stable and constant, but rather exists in a state of variability and inconsistency. Certain

aspects of the built environment withevitably degrade with time, for example as paving

slabs crack or tree roots work their way under tarmac leading to bumpy or uneven surfaces.

In turn, these changes can lead to environments becoming less hospitable for disabled

people over time, underlimig the critical importance of actively maintaining accessible

places and routes. This will be discussed in more detail later in this chapter. However,
participants also explained how shdagrm changes and variability could also lead to
disablementandefcdza A 2y G KNRdzZIK GKS AYLRaAldGAzy 2F W

to their mobility. These are further discussed below.
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4.2.2 Circumventing temporanbetructions and blockages

Participants often described how temporary obstructions were especially probieraa

they could impede the only accessible route from one place to anptat were very

difficult to anticipate and plan around. | encountered or observed such obstacles on almost
every journey | undertook with participants. Most often these were gsinvhich obstructed

the pavement, including advertising boards, building works, wheelie bins, and parked cars.
These were often difficult or impossible for wheelchair users to circumvent without having
to travel in the road, though even this was not alwagssible due to a lack of dropped

kerbs (a factor discussed in more detail in Section 4.4.1).

A particular bugbeaexplicitly mentioned by several participanisS NS RA & LJ I-& o
0 2 | NIResekre ofteencountered immediately outsidieospitality venues and, along

with the presence of othepermanent or temporary street clutter likeollards, bins, or

parked carscould entirely obstruct the pavement for a wheelchair useggre7). A typical
comment was that Adoards posedi I  INB I G ydzhi al yOSsZ SEaiS OA I

postjourney interview) though similar sentiments were widely expressed by participants

about other things that frequently blocked pavements such as parked cars

Figure7: (L) Footpath in residential neighbourhood made impassable byrédsenceof a parked car (R) A wide
footpath in the entertainment district of rge city substantially blocked by a variety of street furniture
(author's photographs)

Another issue raised by several participants was shop displays that protruded into aisles, or
advertising boards or other display unitsat were frequently placed ithe entrance to
shops. One participant explained how businegbas were otherwise unproblematic for her
to enter as a wheelchair user became inaccessible in these situations:
GOl KS® | NB6 Yeé LISi KIiSe ¢KSBQNB 2dzad
they're everywhere, they're everywhere, they're evalhthe jewellery shops right,
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SO you got, an entrance that might be two metres wide, they put a great big A
board right in the middle. So whoever's going in, has to take a detour, and squeeze
down the silesX | can't, so | just push it. And then | tell them, but that's already
320G YS gAaneRdsfolriviinterview).
lYYySQad RSAONALIIAZ2Y y20 2yfté& ARSYUAFTFASE K29
psycheemotional consequences of coming against them so often, an issue discussed

further in Chapter 5.

As noted above, another experience ubiquitous to all participants was that of parked

vehicles blocking the path. We often came across this in residential suburbs or inner cities,
where the mvement was rendered impassable for a wheelchair user. These issues were
heightened when it was rubbish collection d&ygue 8). As with the other issues in this

secton, it was often the combination of multiple permanent and temporary blockages that
caused particular access barriers. This highlights the significance of contingent and
OKIFy3aSFrofS FTFOU2NE Ay ¢KSSt OKFAN dzaSNEQ dzyL

Figue 8: Jessica's JourneyCam footage showing a
parked car and wheelie bin obstructing the pavement

Othertemporary issuesighlighted by participants included road and building works, which
led to pavements obstructed bglutter suchas open manhole covers and scaffolding. This
was particularly well illustratedn a journey with David in central London. ¢spturedclips

as he carefullymanoeuvred around an open telecommunications manh{alkich had to be
partly moved by the engineer to allow him passage), before seeifglaardthat partly
obstructed the pavement. When we passed that, he found his way blocked by scaffolding
erected for building works, but no temporary ramp to allow him to get off the pavement and

onto the road, nor any advance signs warning that the pavement was Biyutré9).
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Figure9: David's JourneyCam footage: sequence approaching the manhole (top left), then seeibgeaid A
(top right) before finding our ourselves completely blocked (bottom left), and retracing our path past the open
manhole (bottom right)

In the subsequeninterview, he explainedhow it was understandable that for safety reasons
we could not pass the building works, but that because there was no temporary plastic ramp
providedto bridge the pavement and street levelsheelchair users are unable to get past

this blockage:

GOKSe adKz2dzZ R KIF@S Lizi 2dzi 2yS 2F GKz2a$S LX I &
O02YS 2FF GKS ({SND UGSYLERNINARfEX GKSBUNB FAYS
aA0SaX K(D&i8, pasfoneyShterview).

In the absence of such provisiéer those who could not traverse a kerthhere was no
choice except toetrace our pathand faceaheW2 o a i Ot S O2dzNESQ 2 F Lz &
&

P

manhole. There was so little clearartoetween the latter andthe eB A Y SSNXD & LI NJ S

that5 | @ AWike8chair clipped the flimsy metal barriaround themanhole:
LYGSNIBASSHESNY ' yR (GKSY 6S R2dzof SR o6FO1X | YRX
5t 9ARY ,SL® !'yR S KSftR KAaxXx FTNIYSo
LYGSNIBASGSNY {2 LX aGSLIISR Ayod



David: Ah, we shodlhear a knock now! [klinking noise] Yeh!

(David, posfjourney interview).
Faced witlthese barriers participantssometimesoptedto travel along roads rather than
footpathsor pavements, although as described above this was not always possible if no
dropped kerb or ramp was provide#lsewhere, often though not exclusively in rural or
semtrural areas, participants had no alternative but to travel on the road because no
pavements were provided. Participants described positive and negative factors asdociat
with travelling on the road. Anne, for exampéxplainedthat the camber on the road was
less extreme than on the footpath, with the latter also more likely to have tree roots
distorting the surface. Anothgrarticipantdescribedhow they preferredravelling on the
back lanes of terraced residential aszather than onthe footpaths,asthesed g S NB
AY220KSNE jdzZA SG FyR @2dz RARY U {{Gedff| ideBriewt KS O2y
For these participants, the road someesoffered a better experience of mobility.
Yet travelling on the roadouldbe fraught with danger as it brought the wheelchair yses
well as theilPA orothersaccompanying theninto the path of motor vehicled?articipants
acknowledgedhesedanges, but oftennoted they were less problemattban thepain or
discomfort (and in someases, thalanger of fallingout of their chaij they experienced on
paths As already noted, in some cases the design of the built environment also left them

little choice except to travel on the road in the absence of alternative provision.

One participant captured several videos that graphically illustrate how blocked or absent
pavementscouldforce wheelchair users into dangerous situations involving motorised
traffic. In the first example, James sdlat the footpath ahead was impassablaaltothe
combination ofa parked car and overgrown bush, and choose to travel in the road instead
with his PA as a lookouthere was no pavement on other side of the road that we could
travel on, so had no option but to continue on the rodd. it was ajuiet residential streeta

car that overtook ushortly afterwardsvas travelling at a relatively low speéeigurel0).
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Figure10: James's JourneyCam footage (L) as he moveéstouhe road because the pavement ahead is
blocked bya parked car and overgrown bush, and (R) as a car overtakes us while we move along the road

By contrast, later in theamejourney, we had to travel foa short distance along a major

road which lacked pavements. Despite bttt Y33 Q& y R Y ShimBfddtwatghingh y 3 Q
for traffic, this experiencéelt veryunsafe.We returnedlater that dayalong the same route

in the opposite directionand were agai passed at high speed by vehicles as we travelled

along the carriageway~(gurell). The still images do not fully convey this experience.

Figurell: James's JourneyCam footage: sequence on a busy main road as we approached an underpass (top
left), fast traffic passes us in the opposite direction (top right), overtakes us from behind (bottom left) and
finally overtake us into the path of oncamg traffic (bottom right).
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Jamessubsequenthdiscussed these experiences in the interviédis response highlights
how he negotiated the various material barriers during this portion of the journey with his
personal assistant, and how the barriers in thaterial environment meant he was forced

into an unsafe interaction with motorists.

Jame¥ ONR A aAYy3d wiKS YI XyouNBtimBke surc@BdeBr. A& | 0
| could go up the kerb there, but there's no way to get down the other side. Plus
it@ overgrown anyway.

Interviewer: What are you thinking when you're in this situation on a road, and
there® traffic going past?

James Emm, a little bit nervous [laughing]@tust really want to just get off it as
quickly as | can. But then again rymiing too fast, to cause an issue with the other
cars. You can see th&e nice paved bit there, that | can't get onto. If they just
made a drop kerb there,@ make it a lot safer.

Interviewer: And then you pulled over and stopped underneath the binieige

JamesYep, tha® cause [my PA] mentioned there was a car behind, so | thought it
was besK to let them past on this bit. Rather than carrying on. Give them time to
get round, and a few other cars to stop. Like this one here stopped to let
everybog past me. Which | do think was pretty good.

(James, posjpurney interview).

w»
ax
w»
o

WEYSaQa O02YYSyida Ffa2 KAIKEAIKG K2g (K
Interviewer: What were you feeling here?

JamesEhh, a bit nervousthey®@e quite fast, ther@ alot of noise as well, so you
can@tell if somethin@® coming up the road. So yel@ihot the best.

Interviewer X stuff that was going in your directidhdid that give you enough
space, do you feel?

JamesEhm, | felt okay, it wa®too close. Someagycloser than that, so! | think

some of them could have waited until the other cars hadXdstey] will cut into

YSE NI UOGKSNI GKIFIYy KAG GKS OFNJ 2y GKS 20GKSN]
Wause that car on the rigBtquite close. This next ooeming up. Which pulls

around there, ther@ not much room for it to actually do that@talways nice

when a bike crosses the road as wedluse | know @ safe! Yeh, was definitely a

sense of relief when | got on this bit hegause yolle out of tre way of big cars.

(James, posjourney interview).
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These comments highlight theose relationshifpetweendisabling materiaénvironmens
andthe kinds of interactions witlethers they engendeiin this case, thabsenceof an
accessible route (materiakd through a lack of footpathdropped kerbsandpedestrian
crossingscompelleda wheelchair user to travel on a main road, where thegame

vulnerable to thebehaviour of motor vehicldrivers.Elsewhere during the interview James
described the impdance of training new personal assistants, and this extract demonstrates
how the relationship of trust they had built up with their PA helped them to navigate this
unsafe situation. This intertwining afaterial andinteractionalaspectsof the environment

will be further discussed later in this chapter.

4.2.3 Natural environmental factors

In addition to aspects of the built environment discussed above, rpanycipantsalso

identified howthe natural environment coultde disabling Several participants described

how dirtand muckwere problematic for powered wheelchair usees unlike a pair of shoes

one cannot remove the tyres on a wheelchair when entering a house. This was particularly

the case for someone who relied on a persoasdistaniat home who described what might

happen if they got their chair dirty when they were on their own:
GL 1y26 LOQ@S 3I2yS 20SNJ R23I AKAOZ 2N YdzR® L
frustrated, so | need to move round the house, and tiezQ @S 2dza G X @ Q1 Yy 2 g H¢
(Anne, posfourney interview).

Two participants whdad experience using both manual and powered whieairs drew

FGOaSyaAaz2zy G2 GKS FFOO GKFG LINRLSEEAYy3I | YI ydz

the wheels, and adessiaputit, @ i K S & 3 Baiticifaitshlgo Knénéioned mbient light

and temperature as factorthat could significanthaffecttheir experienceswhich interacted

with other factors such as their wheelchalessica explained have battery indicatorights

on herwheelchair control panel could be blindimgthe dark, making it hartb see whatshe

was doing. Light levels werelated toperceptions of personaafety, which was raised as a

concern by some participants. One notit in a busy place ith lots of camerassuch as

theWestEndd 0 KS | Y2dzy i 2F RINJySaa R2Sayudd YIddSNX

GSNE A&a2ftFGSR YR AGUE 2FF D&E, pospirRX oA (i86 KI &

interview). This again suggests a complex intei@ctbetween specific social, material, and

natural factors in his perception of safety in low light conditions. The presence or absence of
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experience of mobility.

Alongside light levels, participants described ways in which the temperature, weather and
season could also have disabling effects on them. David explained how low temperatures

could impact powered wheelchair users differently to manual wheelchair users:

Gt A1 S cdyclistwehodtInoving about, and y@&e got wind rushing past
youX it@ possible to get really freezing cold in a power ch&rdlfferent in a
wheelchair where yde exerting yourself and you can stay warm, but@su
absolutelyiny2 6 A £ S Ay I(Dalid?pds§odthe@ ikterieNE
As a user of both manual and powered wheelchairs, he also noted that wet conditions could

post him functional challenges in controlling his chair:

GATF (KS 3INR LI whikelchair @eyat all iiotst, cany giig them. So
they slide around and | lose confrol 0 5 | GjauREy intSB/igvi).

He therefore choséo take his powered chairather than use his manual chaifrjt was

raining. Like many other participants, Daalso described how the weather affected his

choice of whether to go out at all. He noted that wintery conditions posed a particular safety

Issue:
GL 62y Qd A2 2dz0 Ay ayz2¢ FyR AQERe LIQa AY
wheelchair2 y A OS® ! yR GKI {(DavRidzbsfourrdys G NBI £ £ & y I
interview).

Jessica alsbighlighted howshewould think twiced A ¥ G KSNB gl a |yé NIAY

6SIHGKSNE AT AéssicalpégourneyRiteNdw. Fhis &as for severahked

reasons: the discomfort she would experience in poor weather conditions, her concern

about damaging her chair, and concerns about her personal safety such as being clearly

visible to car drivers. As described in the Methods chapter, fieldwork wittegmarticipants

was postponed or interrupted due to inclement weather.

Leaves and pooled watemore common in autumn and winter, couddso conceal physical

barriers Anneretrospectivelydescribed during her interview why she manoeuvred her chair

in a mrticular way, and explained her thought process at the time of capturing the video
GK2¢g RSSLI Aa AGX aK2dAR L F@2AR Al &aK2dz
risk it, and maybe if the hole's too big | come flying out, or maybe don't redk it,

0K23aS (Anke) poFcuey interview).
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' IFAYZ LINIAOALI YGAQ O2YYSyda 2FGSy KAIKEAIKG
concerns. Many of these barriers could not be fully addressed by a strategy of barrier

removal. For example, althgh providing covered bus stops might reduce the amount of

time a wheelchair user spends waiting for a bus in the rain, it would not remove the

problems caused by precipitation for wheelchair users entirely. Likewise, previous studies

have highlighted howes/ere winter weather conditions can cause a range of barriers for

wheelchair userg¢lLindsay & antzi, 2014; Ripat et al., 2018, 2Q15)

However, some weathetelated barriers could be at least partially addressed to make
environments more accessible. For example, if better drainage ensured water did not pool

on drop kerbs, for example, or if pawents were welgritted during cold weather,

participants would face fewer material barriers to their mobility. The fact that these issues

do not appear to be regarded as a priority speaks to a broader societal issue: an apparent

lack of concern for proging suitable environments to enable the mobility of wheelchair

users and other disabled people. Moreover, the egbanging nature of barriers associated

with the natural environment, which were linked to weather conditions, seasons, and light
levels, agm highlights the impact that unpredictable or transient factors can have on

RA&lI 06f SR LIS2L)X SQa SELISNASYyOSao

4.3 Socialssues

L dzaS GKS GSN¥Y WwWaz20Alf AaadzsSaQ G2 NBFSNI G2 K2
other people, and unsurprisingly sutteractions featured prominently in their everyday

mobility. Walking, the most widespread form of mobility, has been described as a

profoundly social activity wherein social relations are not simply enaictsdud dzi WwLJ OSR
2dzi | £ 2y 3 (InpgdldS VardLBstz0B8Qp. Wxperiences of mobility amongst

wheelchair users are likewise social endeavours, including inevitable interactions with the

wide range of other people with whom wheelchair users share space.

Someofthese NI OGA2yas adzOK a GKS dzyLINBRAOUGUIlI o6t S vy
implications, demonstrating the blurring of material and social factors. However, others

highlight specific social barriers that are faced by disabled people in their encounters with
non-disabled people, such as the attitudes and behaviours of others. These were often

related to being visibly different, with their use of a powered wheelchair or (in some cases)
GKSANI GAaAof & WRATFSNBYGIQ I yR YtheozDdabledd 62 Re&
people disruptnolRA &+ 6 f SR LIS2 L)X S$Q&a SELISOGIiAz2ya 2F wy?
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2F (KS Se&S o0& 0UKS y29Sté¢s Aa GKS o02RAf& YI i
explain such differencg&arlandThomson, 2006, pp.14€374)

Participants emphasised the significance of these interactions in their experiences of

mobility. They often dwelt in the interviews on how they perceived the attitudes and

behaviours of other people towards thert.was particularly notable that these interactions

could beevery bitt & WSy I 6t A yitd disafeN pedpke biddelmatérialidcb R

already discussedn some cases, the ways in which these interactions enabled or disabled

was due tahe direct actionsof the other personwhether or not that was consciously

intended. For example, a stare or an insensitive comment could make@e feel that

0KS@ RARYQUO glyid (G2 32 2dzis 6KAfAG GKS FNAE
feel welcomedHowever it was sometimes indirect actiogghat is, individual or collective
behaviour that was not directed at the disabled perspiwhich were perceived as disabling.

In addition, it was often a combination of these interactional and material factors which was

highlighted as particularly significant.

4.3.1 Indirect actions

Most participants expressed discomfort around crowtsth verbdly during interviews and
throughtheir behaviour while out and about. This wéige to the perceived dangers posed

by the physical presence and unpredictable behaviour of a crowd, rather than the specific
actions of individuals, reflecting prior researgfio RA & 6 f SR LIS2 LJX SQa O2Y
(Transport for London, 2010Rarticipants described going out of their way to avoid busy
locations, includig planning their routes carefully tmonsidertemporal factors such as rush

hour or seasonal variations in the size of crowds that would be present:

G! 0 NMHzZAK K2dzNJ GKSYy L g2dzZ R y2G 32 wi2 (KI
just there. It'dike when there was the German Christmas market. | just didn't go,
because there's no point. Like there's just too many people, too many like
20301 O0f SaX wdzdaK K2dzNJ AdGUtt o065 NBIft& 0dzas
it's always busy when it's Ghi& (i Jari,gposjourney interview).
Crowds not only posed physical obstacles to the mobility of powered wheelchair users. In
addition, as discussed in the following chapter, participants were conscious of what they
described as their own responsibility control the movement of their chairs, which were

often large and heavy. Some described how interacting with crowds could lead to a risk to



the safety not only of themselves, but to others as well, if the crowd impeded their ability to
control their char:
6az2YSGiAYSa 6KSy LUY Ay I ONRPGRXT L FSSf
YSE FlLff 2y wYe 6KSStOKIFIANI O2yiNRE =22@&a
crowds, just because my arm's there, my elbow's out, and if anybody knocks my
elbow, Hf f X LUfEX GIF1S GKSY 2dzix @2dz {y26H

(Anne postjourney interview).

The presence of crowds compounded another issue, the issue of safety in the interaction

between a powered wheelchair user and others around them:

G ¢ K S yfeally ie@iyibusy, and you have loads of people around you, that can be
quite intimidating< you also have to make sure that you're driving your chair
NEBalLRyaAirofe a2 GKFIG @2dUNB y20 Liziday3

(Jessicapostjourney interview)

Participants explained how noedisabled people made incorrect assumptions about the
capabilities of wheelchairs, which extended to how they interacted with wheelchair users.
Several reported that people misjudged how much space they would need to get past or

manoeuvre in their chair. One person described how

A

Gaz2YSGiAYSa @2dz 3SG LIS2LX S 2dzYLIAy3a ol Ol @
Ffoglead GKAY] @&2dzdNB 3IgGeoffterviewtf 24 FIF ad SNJI
This uncertainty could result in people behaving unpreabtt, which further complicated
the interactionbetween the wheelchair user and the naiisabled personAsDavid

explained,

0 KI G
iA0Y

Ldyz:

Fyeo

I VF
0KIy

AAFT GKSeUNB FATFTie eI NRa lgle GKSeUff | L2f 253

out the way if I'm twenty yards away as'thlgoing to run them over at seventy
YAfSa Yy K2dz2N®» {2 AdGUa GSNE @EaidNpogdS K2 4
journey interview).
The wpredictable behaviouof otherscould be dangerougpeople risked being run into by
the powered wheelchair usef they stoppedsuddenlyin front of them. Gven the weight
and bulk of powered wheelchairs, participants expressaacern ovethe potential to
injure othersyreflectingl KS WL f AOAYy3IQ GKSe@& KIFIR (2 R2 27F
possibility.These issues are related to wider notions of disabled people needing to assume

particular responsibilities around their bodily saetitnagement and presentation in order to

10¢
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cater to the expectations and requirements of nrdisabled societyScully, 2010)As such,

they also reflect broader hegemonic discourses which assert the supremacy of unimpaired,
mobile bodieqImrie, 2000a) This suggests not gnthat disabled people must undertake
additional work to overcome neRA 4 6 f SR LIS2 L)X SQa LINB2dzRA OSa
(in)competence of disabled people, but also that their formal right of disabled people to
access public space is contingent on them exergiehat society considers to be

WE LILINBLINRF §SQ NBalLlRyaAaoAfAde F2NJ GKSANI 62RA
t FNODAOALI yiaQ | gl NSySaa 2F GKS LRIOSYyaGaAlffe
notable at several points during my journeys with themgDaR Q& NB O2MeRA y I &
ONJ YLISR O2yFAYySa 2F | LISRSalONRlIYy GdzyySt |

=
N

[N

how carefullyhe had tomove tonegotiatecrowds ofpassengers. On several occasions

under thirty secondshe was forced to slow down ewvenstop as his way was blocked by

groups or individuals, which he describiedhe postjourney interviewasd NHza KAy 3 G2 g |

him (Figurel2).

Figurel2: David's JourneyCam footage: sequenceperdestriantunnel in a London tube station, as people
walking or running in the opposite directiogpeatedlyblocked his patland forced him to stop moving

10¢



In the interview,he madeit clear that hiscautionwas related to his perception that he

would be blamed for a collision:

David I'm very cautiou®au | don't want to be one who causes an accident
because someone is going to walk into me, | want to be stationary or very slow.

LYGSNBASSESNY 52Sa& GKFEG OFdziazyX OFy @2dz (S¢
thing? Og

DavitY |, SK3X A0 QaxXx KaSx Ri KFAGF oLfuSy AyF2 (a2 YSGO KAy 3 32 S
the one with the heavy machinery and | would be seen as the more dangerous of

the two people crashing.

Interviewer: Even if it's someone else running into you?

David Yes. | don't know whether that's hatwould be seen, but | don't want it to
be risked.
(David,postjourney interview).
Despite several other participants noting the danger their chair could pose to others, not all
participant described their behaviours arourtbwdsas manifesting in cdion. Geoff
compared the experience of being a wheelchair user in a crowd to lagedpblein water,
where theW 3 I LIQ ydu Si&s filkdRimmediately. He explained how, when he was a
wheelchairuser, hé G $eff]R 2 32 (0 KNP dzZ3 K Oiehavdrkied far digh BuS T A NV € @
RARY QU F0O0O02dzy i F2NJ 1KS LINBaSyOS 2F KAa t!
GOAY B8 ¢NIF FFE AN { | dzl [\ RA] iaS sehisid, anditleyNIi SR T2 NJ d
were completely hit'€ause what people would do is they would walk around, and
then immediately walk behinthe chair and the PA just got hit by this torrent of
people coming at them because they didn't keep the space. Although the PA was
immediately behind, peoplediih G KAy {1 GKFG LISNE2Y 61 3a& 6AGK
the space that was in front of the PA, betwmaem and my chair, was filled by
LIS2 L S 02 YA Y AGeofKibterng@e. KSNJ g | & ¢
In thisexample the interactional dynamicsetween a powered wheelchair user and the
publichad changed because of the presence of a personal assistant walking behint him.
againRSY2yaidiNI §Sa K2¢ RAAal othe® Rovedter adll Bat & 0S (12 WY
people around them as they pagsough busy public spaces.
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l'a ¢Stf a ONRPGRAZ a2YS LI NI A OA LI ydidabledR S & O NA
people as problemtic and disabling. Jane, for example, described the barriers posed to her
by the behaviours of smokers:
GOAIINBGGISa R2 Yeé KSIR AyXZ 06SOFdzasS GKSe&Q
gt 1Ay3 t2y3 gA0GK | OA3Il NBtiningface. S Aff R2|
82dz2Q@S 3F20G G(GKS &ayz21SszT &2d2Q@S 3A2GX wFSSEt A
that. Like e heard a story of someone being burnt on the face with a cigarette,
because obviously@ G Kl G f S@St HX {2 Like@aptf R2RISD

A A s A
I3

When asked about their thoughts on smokilsgyeral subsequent intervieweessotalked

about the same issue faced by Jane.

Theexamplesabovedemonstrate how the everydaynintentional, and even subconeas

behaviours of other members of the pubtiouldhave disabling effest

4.3.2 Direct actions
As well aghe indirect interactions described above, participants discussed at lehgth
Y2NB WLIzN1J2 a ST dzf Q 2 NJ RA NBisaliled peg@. $hede @éreh 2 y a4 (0 K
described as highly variable, and were most often characterised as being at one of two
SEGNBYSaz SAlKSNI WLRarackeisticd@speciNbsitiye& Belgaiive 3 S Q ¢
actions shed light on behaviours and attitudbat participants found particularly enabling
or disablingParticipants highlighted how theeinteractions could make or break a journey:
G¢KS LIS2LX S Attt YI1S GKS sK2tS SELISNASYy
footpath, evenifyoucdd Y2 @S X A (i Uthati ButSeopl® ddtiiude § K I
Oly SAGKSNX O2YLX SGSt e SNAnacpostduthey i KI X 2
interview).
Similarperspectives ol KS &aA Iy ATFAOF yOS 2viere 2xprésSeNbylalS 2 LI S Q
majority of participantsthough the suggé®n that positive interactions could make up for
physical barriers was not widely expressed. A different perspective was provided by Ravi
GAF (GKS SOAiBRYNISYYRIAGY (KSYy S@Sy AT LIS2L
you®e still going to have a plidem, because people being friendly and treating
@2dz NAIKG Aayud 3I2yylRad®Btarvie2 dz dzLd | Ff A 3K
Manydescribedhaving had mostlypositive interactionsvith others. David explained, for

example, howda Y2 NB (G KIy di’z 27F LIS 2 Liariiwill iNGSS YRS NBD NS S
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0l O1 ¢ tokbBva things or make room for him @onfinedspaces Jessica concurred,

SELX AYAYy3I K2g 20KSNI LIS2LX S O02dz R 6S WAYONBRA
dYesterday, when | parked the car to go to the station, three different people
asked me if | wanted help when | was getting my wheelchair out of the car. That
gl & NI I (defsita, pogoQridy interview.

Another said thabther commuters orher trainsimply askdwhether she had a ramp

organisedat her destination. She felt that this was a good thing:

dwo A di€ A® straight to the point and @ not sort of beating around the bush or
Fy2@GdKAY3IAZ gKAOK @now ezpedidly oh thiato odsk@vedza S X @&
y20i 320 (QareSposiodirned imtervidsy.

In her interview, Jane noted that awareness of her needs as a powered wheelchair user was

something that nordisabled people could develop over time, describing how her friends

had come to recognise disabling barriers when they travelled with her, and now proactively

sought out accessible venues to ensure she was able to participate in group activities.

What was common to these positive interactions was that participants felt theybean

treated with respect and dignitypy others. However, as well as providing examples of
interactions that were positive, participants also described negative interactions with others.
While offers of assistance were generattgeived positively by phcipants, they also

discussed howther people sometimes made unhelpful assumptions about their needs as
wheelchair users. Ithese casesoffersof assistanceould be deeply unhelpful. Several
described interactions where their wishes were ignoredther peopleclaiming to be

WK S f MdFedzierQitds worth noting that disabled people sometimes famhpelled to

show gratitude for any assistance they are offetedd 2 ( KS SEGSYy(d 2F WLISNF 21
role) if this is the only way to get the assiste to which they are legally entitlé8cully,

2010)

In addition to offering unhelpful assistance, participants describeddisabled people
R2AY 3 WIiKS ¢ NRayifasted iksdvgram@ays. Sgnie verdirusive, asking
inappropriate questions about the nature 9fK S LJI NdinpadiehdlOthérsStdred at
them because they were inaheelchair(GarlandThomson, 2006, 2009)essicaxplained

that staringwas widespread:

G & 2 dz lai & 18ds staring at you. And you see their parents sort of tug them or
aleée wadz2L) adFNAYy3IQ wfldAKaed ! yR &2dz 4SS |
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A0FNARY3I G @2dz £t A1S 0KSMBUapogoamey 0 KAy 34da
interview).
These iteractionshadii KS STFFSOG 2F W2 (i KS N JEDith ekipiibed, R A & |
2F YIF1Ay3 GKSY TFSSt JangeXphiketl howlas Sydundger worNan A y F S N
who used a wheelchair, she attracted particular attention:
G wLI8 S 2 LI St yauiil'mNdover it, fv@dgalt withitff€ 2 ¢ f 2y I X L R2Y
gyld G2 0S8 A1 S Jané posiuReylinterviewf.R ( KAy 34&¢
She went on to say thatshewash YY dny2SéA 40X YR 61 ayQi 062 0§KSNS
usually curiosity, except that sltveshedthat if people had any questions they would simply
ask herHowever, other disabled people might find such questions intrusive. The acts of
being stared at or questioned in this manner are forms of everyday ableism, adisairied
onlookers attempto know and classifg in individualised, medicalised terngghose who
look different to themselvegCalderDawe et al., 2020More generally, such actions
demonstrate a lack of awareness amongst ftisabled peoplé 6 2 dzi RA &l 0 f SR LIS
and experiences, and suggest that rtisabled people do not respect appropriate

boundaries in their interactions with disabled people.

In some cases, participants described how these interactions could sometimes involve non
disabled people making offensive or patronising assumptiOmeparticipantexplained
how the disabled parking bay at her GP was being used by someone who did not have a blue
badge, and on asking if she could park there, received verbal abuse. Sheetksoiv the
other driver:
GadlrNISR KFEgAy3 32 4G YS IyR &aKS &l AR
thele & KS &idl NI S Ressickpdstiurgy tterviéw). Y S £

Jane described beiragcosted by Jehovah's Witnessesher way to work:

dthey] stopped me for ten minutes to say | was suffering. Which | just thought

gl a NBI {Jané podtjdomeyHinterview).
She alsalescribed an incident where an older woman had commented tome in
particular, on seeingeron the bus, that it was théA y @ £ A REQAitholryh $hesaddtiwi
the womandyou can't say that, that's not acceptallesheexplained howshe was annoyed
becauset Yc2y'S St aS 2y (i K &tthe time, ahbuihRsevergl didisK aAftgr hé

older woman had leftJane postjourney interview).
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Assumptions made byon-disabledL,JS 2 LIt S | 62dzi LI NIAOALI yGaQ fA@

FfATY SAGK LI NIGAOALI YiaQ 2 geywiddyRePoftédiMarySa > SELIS

participantsfelt that these attitudes stemmed fromon-RA & I 6 f S RgndrdSce abibud Q &

disability Whenasked whethenon-disabledpeople undersbod the challenges wheelchair

usersF  OSRZI wl @A Qa NI &Ll ycalSoluKohishkid idsiie&af dccess2z 6 G SOK Yy

would not solve the barriers faced by disabled people:
Gy2> L R2yUild GKAY]l LIS2LX S ¢62dd R (y26> (GKSe
NI} YL 2NJAF GKSNBUYax [dzi2YFGAO R22NAE GKSy
wouldn't realise the issues that are really affecting disabled people. They kind of
GNB YR 3dzSaasx odziX (GKSe& 1AYR 2F a2YSiGAYSa
(Rawvi, interview

Many of the interactions described above were due to the ways in which other menaber

the public behaved towards and around wheelchair usdmsyever participants also

explicitly highlightedvays in whicltheir interactions with members of staff affected their

experiences of mobilityThis was due to the central and often authoritatrole that staff

LI e Ay KSEtLAYy3 G2 FrHrOATtAGFEGS RAAFIOE SR LIS2LX S

4.3.3 The pivotal role of staff interactions

Participants drew particular attention to the interactions they had with staff, whofignaes

2T WS@IWNBWRAIIEBNBE S f S@StQ FdziK2NAGéd 2 KSTKSNI GKS
0 dzNB I dzONJ { & (1983jornmulating of thelcingept, @&pubktacing workers in

the private sector, is less relevant than the fact that pufdicing staff of service providers

exercse considerable discretion in carrying out their duties and thereby hold power over

disabled people who might require their assistance. For this reason, many participants

described how intera@ns with staff of bus or train operators could have a sigaifteeffect

2y | LR26SNBR oKSSt OKIANI dzZaSNRa 22dzNySeo

These interactiongvere thus critically important totheir experiences of mobilityAnne

explained how, as a wheelchair user waiting for a bus, she anticipated the different ways in

which an interaction wth a bus driver might unfold:
Ged2dz OFy &SSFIIKS IRNAKSSW QNE O2YAy3ad | yR & 2dz
up and then the door opens, and th&ea gap that big, and [they asked to move
GKS 0dza Of 2aSNB UGUKSANI I AXBURE2dzA KE OSA G KSHI
F2NJ GKS ySEG 2ySQX 2N weSKI |t NAIKG 2085 =
02YS o6l O1 Qo / 2 WAhde RodtBurney irfeivievi).S NB y i ¢
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Participantsfelt that publicfacing staff had little or no immediate supervisiordamad a

large degree of dajo-day autonomy in their work, and that these factors meant that poor
behaviour went unmonitored. Although in some locations this may not actually be the case,
with previous research identifying how remote monitoring influentteswork practices and
personal interactions of London bus drivéRsitchard et al., 2014, 2013hese staff held
considerable power over the experiences of wheelchair users. Participants highligbted
negative impacbn themwhen such power is abuseBor example, Davicharacterised bus

drivers as

Gt 22asS [vho]thigy2ayi do as they pleasthey can be as rude as they
please, they can be as unhelpful as they please, nobody is there to spot it. And
GKSNBUa y2 AyOSyiuA@dS TFT2N GKSYDavig o0SKI @S |
postjourney interview).
Having travelled witttnim on a bus, | oberved this kind of interaction firdtand. Despite
dzaAy3 GKS WRA&alIof SRQ 0 dzi G& yo dbriseciNielptdple i G K S
driver drove offon both occasionsWhenDavidcalled out loudly tahe driver after the
second incidento alert im to the factthe button had beerpressed, the driver aggressively

accusel him of not having pressed the button at all.

Yet working with other participant$-{gurel3), | observed how interactions with these staff
could be much more positiv€rompted by a video she haaken on a buslessicgave a

detailed description of how interactions with the driver could make or break a journey.

Figurel3: Jessica's (L) and Melissa's (R) JourneyCam footage of interactions
with drivers as they boarded buses with manually deployed ramps

She first describegrevioussituations wherea 6 dza R atHogsSadDedativey affected

her journey, to the extent of risking her safety
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GOKS o YRNA BEMNIE & AyiSNI OGSRX y2i NBF{fe

(

[positionedKL Q@S 6SSy Ay (GKS FA4aftS 060STF2NB FyR LUD
FIFAY o0ST2NBE LUGS 32 iere'dbééna prankiiatsO2 NNB O LI |

attempted to move, but only sort of moved towards the wall, so there's still not

aLJ O0S F2NIJ YS G2 3ISH Ayoe LQOS o6SSy 2y I 0dz

GKSHGKSNI LU@S 0SSy TFI OAy IA(JebsoppdistioNReyy = o O 4 |
interview).

Shehighlighsthe lack of care shown to her driveavho did not ensure sheassafely

positiored in thewheelchairspacebefore moving off and drawsattention to the difficulties

associated withnteractions with other members dhe publics K2 | NBy QG gAf t Ay 3

assist this. She went on ttescribe in contrasta far more positive interaction with a bus

driver who not only was attentive to her needs in accessing the wheelchair space in a

confined bus, butvho also seher at ease throughriendly engagement and humour:
GUKS o0dza RNAOSNI gFa NBlIffe t205teX KS OFY
L I OSX wAlG 61 a6 GOSNEBE OSNE GA3IKG a2 AL ¢l

NF

a |
me as well as all the other passengersioK S 6 dza X €I dzZ3KAy3 FyR S@SN

gra tA1S I NBI R adbalysddeaveryawkivardzit@atio s

much nicer by having a laugh about it. And saying things which were just funny,

@2dz 1y262 YR KSfLISR (§KS twedadgmtentalyy > Sk aSR
awful experiencg 6 dzii | Ol dz2r f £ & AG gl aydid oSOlFdzaS 27

G1'S dzyRSNR(G22R GKS aAaddz dAz2y L 61a&a AysS |y
KdzY2dzNX A0 ¢la YS YR KAYXZ YS |FyliRe KAYX YS
L ¢Fa KdzYrys FyRX KS ¢gla KStfLAYy3 YS 3Si 0
aL) OS> GKFG (G221 YS jdzA S a2 yYSkéayof S 06 dzi

GAYSZ R2y UG 62NNE I 02 dziwnl finEhedRiFeé iairs Yy SS R (i 2
I 3,2@nhow, that sort of thing, it was just all really light hum&uwrhen | got off

GKS o6dza L | OGdzrtfte alARX WOlFLYy L ale FNRY

R
|.

2

{0 K
0

0 K

0SOldzaS e2dzu@S 0SSy a2 t20SteQ>y KS &4l AR W2K

butk OtGidz- tt& AG @layQiX KAa LINL 2F GKS 220
gSyiu 020S YR 0S@2yRX wAlG ol a6 |y20KSNJ S
organisation making the best of quite a difficult situation because that was the
tightestbus i KAyl LUGPS SOSNI 6SSy 2y X KIFIR KS y2i
0SSy I @SNE yS3IriAadS SELISNASYOS F2NJ YS¢
(Jessicapostjourney interview).
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Althoughthis example wasinusual in making such a positive impressibig worth noting

that positive staffmteractionsT  ANI & O2YY2y L) | OS A Mostlfiét NI A OA LJ

that the vast majoritystaff were positive and did at least try their best to be helpful. One

explained how staff on a regional transport netwdrks SNE a2 FNASY Rt & GKI

82dz 02 GKS tATOZ LINBaa GKS f whilhihe dedziiie@as F 2 NJ

G4l e 16208 | yR 0 Sandaysrd Siykas\a Gondetfullyawiirm Reelirigiof

0SAy3a G 1Sy O NBaviPpdstjouyidy intd®@ien).JS Ol SR ¢
If participants travelled on certain routes regularly, and encountered the same staff
repeatedly, this sometimes fostered relationships that brought about positive interactions. |

witnessed this on my journey with Jgrveho whenl asked about the interdion | observed

with a guard on their train, exclamedK Sd & 3INBF G L &Sadd KAY | f f

commented thathat & G KS al YS LIS2LX S 62N X (GKS GNIAy>X
GKSYX L R2yUdd 1y2¢ 0GKSYZI o (daexposijeguey 1y2¢6 27F

interview).

The existence of at least a passing relationship with responsive and helpfudasidifive a
significant psitive impac2 y  LJS 2 LJt S endlthiSraydshNdgestivays of improving the
experiences of wheelchair useRosteriry patterns that enable particular staff to have

consistent shifts, for example, might foster this kind of relationship with regular travellers.

| 26 SOSNE AG Aad ¢g2NIK y20Ay3 GKFG GKAA O2dz F

negative towards avheelchair user, they would be exposed to this more often. While on a
journey through his town, Anthony described how one particular staff member at a local
station took his time when providing assistance and was-failiar towards him in a way

he foundinappropriate. Where participants had poor experiences, they often described staff
as being unaware of how best to interact with a disabled person or accommodate their
needs. This might imply that disability awareness training was either lacking orcietie

Some participants, however, expressed the belief that it was about more than simply

training, and came down to the kind of person they interacted with.

As with material factors, it is worth noting that the interactional issues described above also
KAIKE AIKGSR GKS AKSSNJ dzy LINBRAOGIOATAGE 27
applied to interactions with staff and with others on their journey: a helpful member of staff
or passeiby could be an enabler, whilst a rude person could disalgiesacial interactions

were highly contingent on a range of factors: the individuals involved, their attitude or
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mood, whether they were in a rush or otherwise under pressure, and so on. Staff dealing

with major disruption on the railways, for example, imidpe unusually curt or otherwise

unhelpful. For a disabled person reliant on that staff member to assist them in their journey,

this negative interaction might have a significant disabling effect. Even where environments

or services have been adapted t@ake them more accessible, and in some cases reduce
RA&lIO0f SR LIS2LJX SQa NBftAIYyOS 2y 20KSNAR FT2N I 0O0S
cause disablement. Such situations are examined in the following section.

4.4 Enablers aBisabing

This section discussesw certain features or services that argended to improve access

for disabled peoplean sometimesave the opposite effect KS&aS WSyl 6f SNAQ I NB
material featuressuch as dropped kerbs, or exist at the nexus of material and interactional

factors. An example of the latter is the provision of ramp assistance for trains, which relies

on both material enablers (ramps) and on interactions with train company representatives

before and during the journey in order to deliver a@alinated service. Whainites the

enablers in this section is that they offétre promise of a more accessible environment or

mode of transporthat is not alwayseflected in reality. As sucldgspite beingntended to

improve the experience of disabled peopleycan infacH SO2 YS W Rs\with oherS NBE Q @

barriers, they often require in the expenditure of significant effort and time to work around.

There are two broad ways in which accessibility features can function as disablers: through

their absence, or through being finfor their intended purpose. In the former, it is the lack

of these accessibility features where they might reasonably have been expected which

participants found problematic. In the latter, where accessibility features did exist, they

were often percered to be inadequate for various reasons. Yet the mere presence of these

featuresc however poorly designed or badly implementednplied that an environment

gl a Wl OWénghighvind the @rbression thaisabled peopl@d Yy SSRa KIFIR 0SSy
addressedAs discussed below, this was not necessarily the case, pointing to a gap between
 tickb 2 EQ dzy RSNEGIFYRAYy3a 2F | OO0S&aaroArfAde yR (K
The following section describ&®w inadequate provision of key accessibilitytteas can

serve to disable, drawing out some of the material and social issues described above.

l f 6K2dAK (GKAa&a &aSOGA2y F20dzaSa 2y LI NIGAOdz | NJ ¥
illustrative of the wider links between social and material factars] certain themes such

as the failure of maintenance or the fragility of service provision are common across them.
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4.4.1 Dropped kerbs

An almost ubiquitous aspect of the urban environment, discussed by all participants, are the
WRNER LILISRQ 1 S Nibed to énibleWKeelthAlRisetsIaBd@thers with mobility
impairments) a smooth transition between the pavement and the road. These are typically
provided at junctions, pedestrian crossings, and entrances to driveways. However, travelling
with participantsdemonstrated how in many places where one miggdsonablyexpect

dropped kerbs, such a road junctions in populaand highly traffickedireas of Central

London, they were conspicuous by their absence. One person commented how:

A

GAY a2YSoKSNB 2fda 162 dif RWRRI SELISOG G2 FAYR
G2RIFI&3Y gAGK @2dzx 2y (GUKS gl & KSNBxX ¢6S Sy
y 2 RNZ LIBSakheW, folskourney interview).

Our journey had taken us along Oxford Street and the surrounding area, afgictery
heavily frequented by tourists and Londoners alike. In this ddatthew was incredulous
that these areas lacked dropped kerbs, and were therefore remarkably inaccessible for
wheelchair users. The inaccessibility of this areeenitralLondon wasin fact,mentioned

by several participantavidtook me on a journey throughearbySoho, where not only
were there few dropped kerbs even at junctiomswhere driveways crossed the pavement

(Figureld), butthe kerbs themselves were alsmusually high

b 'w:é
~

et

Figureld: A pavementvithout a dropped kerlin a busy part of central London, preventing powered wheelchair
users from crossinthe6 dzA f RekvicedeQtiance and continuing along the pavemiemt dzi K 2 NQ & LIK 2 { 2 :

We had to retrace our route on several occasions as we reached junctionsethatld not
crossin his chair, adding considerable time and frustration to our jour@e example was
when we were blocked by scaffolding and building works, discussed earlier in this chapter,
though similar things happened several times because of the scarcity of dropped Keelys.

explained how this was a particular problem within thatal government area:
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GOABY 2SaltYAYaldSNI GKSBQNB | o6az2ftdziSte GSNNA
2 Sa0YAYaluSNE AlGQa | (DhvNIpostouziey iNdngew)ii SNNA 6t S 0

(@]

Hiscomment highlights how the provision of dropped kerpgbably themost common
accessibility featurén the built environmentis ultimately the responsibility of local
councils, and could therefore lmpiite different in different geographiesrhis likely reflects
the devolved nature of access policies and pas, which vary significantly between local

governmentareas(lmrie, 2000b)

However, even where dropped kerbs were yided, participans regularly found them
problematic. | freqently observed how their wheelchairs bumped visibly over the edges of
dropped kerbs, and how participants had to slow down and alter how they drove their chair
in navigating themThis was ofteecausahe residuaMpstanddf the dropped kerb was

still impassable or the incline was too steepefe is complex guidance around the

installation of particular forms of paving, such as tactile paving and dropped kerbs, relating
to their proposed use and locatidibepartment for Transport, 2005; Department of the
Environment, Transport and the Regions, 19i&)ed to ensure accessibility. In theory all
paving should be built and maintained to these stards. Yeparticipants' perceptions of
these features was that they were not adequatél yeXpadaation that a particular kerb

GAAY QO | LINE wisKIoRiNdGh sdninBnt. | S ND ¢

Sometimes, this was because a kerb did not meet the approprégpelaions. Jessica noted
how her local council had acknowledged that the dropped kerbs in her neighbourhood were

not compliant with guidance:

GGKSNBE NB a2 OFffSR RNRLILISR {SNbaxr odzi GKSE
GKSYX (GKS O2dzyOAfSYOiNg®dt SRASRNEGY R 6 KKI 0 0
FELOX YR GKSe& O2dzZ Ry Qi (lesSicalppgpuineyRSNBR I a |
interview).

Despite this, the issue had still not been resola¢the time of our journey and interview,
many months later. Not only deehis demonstrate how the adequacy of the provision of an
accessibility feature is dependent on the implementation by local councils, but it also raises
guestions about the priority afforded to enabling a disabled resident to access their local

area.

However, at other timesparticipants felt that theprovision of an accessibility feature such

as adroppedkerb was inadequatesven if it complied with formal specifications. This points
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to agapbetweenthe understandings of accessibility, eadifiedin standardslocuments or
formal specifications for accessible environments, and disabled p@dple &xpetiehées of

what it meant for something to baccessike.

4.4.2 Lifts

Most participants mentioned the presence of lifts as an important accessibilityrieéor
wheelchair users, abeir absenceoften renders an entire building or mode of transport
inaccessible. Several participants discussed this in relation to the London Underground,
much of which is completeipaccessible to wheelchair usdiransport for London, 2021a)
A further problem is partial accessibility, due to provision oétdtonly certain parts ofa
transportsystem Some stations only have stége access to particular lines even if the rest
of the station is accessible. In some cases, the inaccessibility of a particular platform may
render a line inaccessible in one direction only, addiiggificant complexity tgourney
planning Such a situation can medmat wheelchair users must take entirely different
routes orevenmodes of transport on their outbound and return journegs | did withone

participant in London.

However, as with many other accessibilitytig@s, even when lifts were provided there

were many ways in whicthis provision could be inadequate. In some cases, the distinction
between 'nonprovision' and 'inadequate provision' of an accessibility feature could be
unclear.In particular, maintenareis especially important for mechanical accessibility
features such as lifts or retractable bus ramps, as they are prone to failure in ways that fixed
environmental features such as ramps are rdrticipantoften describedencountering

brokenlifts, which they related to issues of inadequate upkeep and proactive maintenance:

"l think that people have a responsibility to keep lifts in good working order, and |
don't think they do that, | think they deal with lifts reactively, they let them wear
outando NBI{ R2g¢y FyR (GKSy GKS& RSIt gA0K (K
FdaSyLGia G2 1SSLI (KAy3a (Ched podourngyli OlFy 685
interview).
Dealing with these issues reactively means that following a failure, there will inevitably be a
period of time where an inoperable lift (or other feature provided to aid accessibility) poses
a barrier to the disabled people who rely on it. Tis the effect oflisabing a wheelchair
user, asf the accessibility feature had not be providedat all. Howeversuch afailure can

in fact pose a greater barrier thahe lack of the feature in the first placas by its nature it
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is unpredictable and therefore hard to plan for. Participants may have nreeeasonable
assumption that aoute wasaccesdile, only todiscover midourney that a lift failure had

rendered it inaccessible and left them trapped or at best inconvenienced and frustrated.

Yet even when present and functional, lifts could pose problems for accessibility, often due
to inadequate @sign or implementation. For example, the provision of audible
announcements in lifts is meant to enable those with visual impairments to know which
level they are on, and to provide warnings about opening and closing doorah¥at

travelling with Davidthe lift announcementst one London Underground statiavere
simultaneouslyso muffled as to be barely comprehensible, andlsad as to be painfulHe
compared theseinfavourably tathe clarify of the announcements a major railway station
that we hadpassed through earlier on our journey togeth@igain, this experience suggests
that the formal provision of what is intended to create an accessible environment does not

necessarily result in something which is in fact accessible to disabled people.

Sewiceproviders have a legal duty to anticipdatee needs oflisabled peopleand make

WNBI a2yl ofS | R2adzalYS HGBvertnent, 2Q0RiyighRF 6§ S (G KSY
include measures such as fitting a lift or ramp, or agplg an inaccessible vehicle by a

ALISOATAO RIFIGSD 1 26SOSNE gKIG Aa WNBFazylofSQ
resources, as well as tmature of theservice that it providesMoreover, it is clear that

there is a gap between formal understayiddd 2 F | O0S&aaA o0t S SY@ANRBYYSy
experiences. It is clear from thailommentson the frequency of equipment failures, and the

impactthese haveon their lives, that their expectations of what organisations ought

provide and maintain is not matched by the reality of service provision.

4.4.3 Loweredcounters

Another feature aimed at improving access for disabled peogleiprovision oflowered
counters at places where wheelchair users interact with staff, such as at station ticket
offices.Yet & with lifts, the mere provision of such countelsesnot necessarily ensure
accessibilityAs we passed through a major railway station in a large @&ssica highlighted

that the single lowered counter was clos@eigurel5).
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Figurel5: Jessica's JourneyCam footage of the only lowered
counter at a major railway station, which was closed

At a different station later in oupurney,shepointed out the total absence of lowered
counters and n the subsequent interviewxplained howthisimpacted onher interactions
with railway staff:
GCKBARE y2 wf26SNBR6 O02dzy i SNEX ! yR GKIFG |
32X 2yS GKAy3 GKFG L | Yougn® Ksa parficidaHyA Odzf | NJ |
big ask, isthatwher® (F f {Ay3 G2 LIS2LXS L @y asSs 0
had to saylease can you stand up so | can see your face wiretalking to
you LU@S KIFIR YAESR NBOSWIiA2ya (2 @AikKFIG Ay
KIS 0SSy FofS (@had prSbahlyodybaen ablizip Xee th& S &
top part of my face, andd have had to reach up to use the card mackiryeu
2dzad 3AS0O dzaSR G2 Al0d . dziX L é(FesgiccR YdzOK LJ
postjourney interview).
Indeed, when | returned to the first station the following day, the lowered counter was again
CloSRX &dzLILR2 NI AY3I GKS LI NGAOALI yGiQa adza3asSada
closed or absent lowered counter not only meant that this participant had to use a less
accessible counter, but also exposed them to the possibility of more difficult ctters
with staff. Throughout the fieldwork, material and interactional aspects of accessibility were
linked in a similar manner. As will be discussed in the following chapter, disabled people
already incur hidden labour in the process of managing th&aractions with nondisabled
people(Scully, 2010)Additional barriers, such as those imposed by the-pmvision of
accessible counters, can compound the challenges associated with diselidsabled

interactions.
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4.4.4 Accessible toilets

Many participants raised accessible toilets as example of a very important accessibility

feature which they often found problemati As with other accessibility features, this was

often due to their absence, although problems were also discussed which related to poorly

designed or implemented accessible facilities, or the misuse of such toilets for other

purposes such as storage. éflithese issues have been identified in prior research, with

Kitchin and Law2001)noting how the paucity of accessible toilets constrains disabled

LJIS2 LJX SQ& LJ NI A OA hdreiishifoyicalprgtededtiforthe’séyregatioch @S & ¢
bodiesthat societyconsidesabnormal,intheA y OF NOSNI A2y 2F (K2a$S O2y
in hospitals, workhouses and asylu(@eeson1999b) Y R G KS LINPKAOAUAZ2Y 27F
bodily forms from public spaces through! 3t & [ F g&a ¢ A Yimiee814,)pyA G SR { G|

Severaparticipants talked about how they had to plan their trips arouihd locationsof
knownaccessible toiles in particular locationsyhich had the effect of restricting their
movements around towns and cities. In addition to highlighting the widespread absence of
accessible toiletgarticipants explained that where they did exilse provision they offered
wasoften unsuitableor compromisedOne person explained hoan quite a few occasions
they had come across situations whestgopsd 2 dzé [Accedsible toilets}s storage for
SEGNF X OKI A(Maithew,ydstjolrfiesk igtehded). Others, such as Jesa,
highlightedhow accessible toilets were oftgroorly design with heavy entrance doors or
awkwardly laid out cubicled his made them very difficuib use for powered wheelchair
users.Severakxplained how the emergency alarm cord was often tiedupthe way,

rather than hanging loose as it is designedwbijch would prevent it being used and mean a
disabled person was unable to summon hd8lp my astonishment, while waiting for a
participant in one modern office building, | came across an aififedsilet located behind a

step Figurel6).
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Figurel6: 'Accessible’ toilefocated behind a step ithe foyer of a modern offickuilding
tF NIAOALI YyiaQ SELISNASYyOSa KAIKEAIKG aSHSNI ¢
G2AtSGa Fa | F2N¥Y 2F WSyl of SNIhepatckyDf 6 A RS a LIN
accessible toilets, their poor design, their frequent misuse, aedsfhatial exclusion and
political disenfranchisement that these leadddave been recognised in prior wofKitchin
& Law, 2001)More recentlyperceived limitations of evesupposedly? OO0OS&aaAof SQ
have led to campaigns su€hanging Placewhich seeks to provide publicly accessible
toilets with more comprehensive facilities, such as hoists, for disabled péGpknging
Places, 2018However, despitelear standards for the provision of accessible toilets in Part
M of the 2010Building Regulation@iM Government, 2015articipants relatedhat many
buildings they encountered in their day to day list#l lacked accessible toileteat were fit
for purpose This data suggests critical differences between formalised understandings of
what constitutes an accessible space, and how such standards are ém@acteexperienced
by disabled people in everyday life. It also highlights that the provision of accessible facilities

is not simply a material concern that is addressed once they are built, but rather is an
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ongoing issue that is contingent on short termctiuations and temporal issues such as

whether the toilets are being misused as storage on a given day.

4.4.5 Accessibilitfeatures orpublictransport

Participants identified a range @fsuesn which accessibility features of pubtr@ansport

could be disaling, many of which exist at the intersection of material and social factors.
Prior research has documented how disabled people are disadvantaged by inaccessible
public transport, which denies them the freedom travel where and when they like,
constrains pdicipation in employment and social activities, and thereby reinforces socio
economic disadvantaggleeson, 1999b, p.138; Kitchin, 1998articipants discussed their
experiences of accessible public transport in their interviews, and most esigdthits value
and importance to them with many also taking me on a bus and/or train journeys. Although
they described improvements in public transport accessibility over time, they also discussed
how the features which support this improved provision dsabled travellers were often
fragile and could be problematic. These features, and their effects on accessibility as

experienced by the participants, are discussed below.

Most participants described their experience of buses, likely due to their relabiquity as

a mode of transportunlike traing trams, or metro system$uses areommonplaceacross
the country. In major cities, where the fitting of bus ramps is widespread, theyefore

often formed a key mode afccessibléransport for participats. This is in spite of falling
patronage and reductions in services outside London in recent yBaygartment for
Transport, 2019)Even in places where alternative modes of transport such as the London
Undergroundare available, these amaaynot alwaysbe fullyaccessible to wheelchair users
as previously discussed. Buses therefoifer a means of mobilitwith a broad reach for a
variety of journeys in comparison to other modes of transport, as David exptained

GUKS G(GdzoS aegadsSy Aa OANLdzZ tfe dzasStSaas

SYR dzlJ 32Ay3 o6& 0dza (DaHdpGsKourhdy intBriiew)i 6 A OS |

Although many participants used buses, they were not uncritical of their limitatAms.
above, thisvassometimesto do with the service qualitybuses are considerably slower
than the London Undergroundn other cases, it was in relation to the physespects of
the design of busesuch as the lack of space in which to turn arauddwever, comments

on thesematerialaspects often exposed otheoncerns of a social anteractionalnature:
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GL R2ydd NBIFIffteé tA1S dzaAnagetop&Bptiedza Sasz | &
NI YL 68 YeaSt¥F I yR yMashBw, gojsusnayirtervievd. K St LJ
As someone who used powered hubs on a manual wheeldiaithew found bus ramps
too steep to manage alone, and therefore had to ask for help from bystarielre driver.
In this way, a disabling aspect of the physical environment necessitated an interaction,
which they would have rather avoided in terms of maintaining their independehse.

already noted, such links between social and material factors weng common.

Railway travel was discusse&ddetail by several participants. Much of thrailway

network isnot stepfree and so poses an accessibility challenge to wheelchair:usarsy

stations date from the Victorian era and platforms have varyieights and curvatures,

while some trains that do not comply with the 1995 Disability Discrimination Act were

AN} YGSR aAyAalGdSNALIE WRSNRIFIGAZ2YQ (2 NBYIFAY
deadline of January 2020. Due to the widespread use offfoghrolling stock and the

variability of station platforms, even trains which are coraqiiwith the 1995 Actre largely

Ayl OO0SaaArofS SEOSLI ( KNPHEK sevieedy wetizhS 2 F WNI Y
wheelchair users can contact the train operato advance of travel, and be met by staff

members who will deploy manual ramps to enable stege access from platform to train.

However, participants discussed various ways inwNighY LJ | aaA adal yOoS | a |

featurewas problematic. Perhaps thmost serious of these were the times when, despite

being prebooked, ramp assistance simply did not turn up for them to board their train.

Some participants also explained how they had been carried off to an unintended

destination, because ramp assistartaad not been provided ahe intermediate station

where they wished to disembatk CNERB Y LI NOAOALI yiaQ RS&ONAR LI

common experiencedMatthew explained
GLQYS 02YS Ayid2 tlIRRAYy3IG2Yy 0STF2NBI IyR Y
another occasion] | was assured there was a guard on the train and he was going
G2 3ISH GKS NI YL F2NJ YS® ¢KS 3FJdzr NR RARYQi
LI 2aSy3aSN) 02 akK2dzi dzLd 62 GKS RNRAOGSNI 2F G
TS Y A(Watdie®d,pdstjourney interview).

The nonprovison of the ramp in this case needlessly delayed the wheelchair asevell as

all the other passengers on the traidut italso forced them to ask for help from other



passengers, making them dependent on the goodwill of strangersvell as inflicting on

them emotional labouras they were concerned about being left beh{i&tully, 2010)

The nonprovision of ramp assistance was more than a mere inconvenience for participants:

it could potentially be very serious. Dawgplaired how on one occasion he wasft behind

on a train at a major railway terminus with no means of alerting aeyon
GoiKS8 NIYLI FaaraidlyOS RARYyQG 02YS Ay 3I22R
aKdzi 0KS R22NBX YR A46AG0KSR 2FF GKS St SOGN
my point of view | was completely imprisoned in the train. And could easily have
been KAA1 SR F¢gl& (G2 0GKS AARAY3IA 2N G2 GKSX RS
NI Ay F2N KIZDeNEpastjduiddy Bigriew). f t & ¢

The frequent failure of ramp assistance to be provided, despitebpraking, was clearly a

source of severannoyance tananyparticipants. It was also a failure that they found

bewildering, with several asking how what they perceived as a relatively simple system could

go so wrong. Even when it was available, several participants explained that the staff

providing ramp asstance did not always do so safeBarticipants described how some staff

would not secure the ramp properly, posing a danger to them if they were to travel over it.

Again, these issues point to a lack of understanding amongstisabled people as to ¢h

needs of disabled people. As participants perceived it, it also suggested that there was an

absence of appropriate training to address this issue.

Participants also criticised the way in which ramp assistance had to Heopkeed by ringing

up the traincompany at least 24 hours in advance of travel. This forced tbeanticipate in

advance whether or not theyould need to make a journeygomething which wasot

always possible. It also constraghtheir journeys to specific services at particular tsne

reducing the flexibility that nomwwheelchair users take for granted when using public

transport. As Amber explained, pfieooking made itmpossible to be spontaneouwhich in

turn could lead to further problems:
Ge2dz OFyQi 2dzali R&EOABISYy Q2 aA#XAGa2RSOKBSEBXAG QA
ol yR6 ¢SQff 32 (2 G§KS 0Sydiktherd]. [Add v Qi 2dzad ¢
GKSy8 GKSNBXQa Ftglea Iy StSYSyd 2F W2K 6S K
NEFfte O2yaildNI Ay A yAd/dddgberstjoldyiftetvew)NB | £ £ & F NI

This issue, of being compelled to gokan their mobility in a way that nedisabled people

did not, was something mentioned with great frustration by almost all participants. Disabling
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environments meant that trips tthto becarefullyorganisedn advanceoften in great detail
YR ¢ AGK UY@Efkthéyldid dat.do thisphrgtiants risked being unable to get to
their destination, or worse, ending up strandd@hrticipants contrasted their owpore-
planned condrained mobility with the freedonenjoyed bynon-disabled people,

highlighting the inequality they experiencede tobeing wheelchair users.

Participants also explained hqwnce they boarded a traimther accessibility issues came to

the fore. This included the lack of a dedicated wheelcla@cessible spaces on older

vehicles which meant that wheelchair usebging forcedo travel in the doorway areas.

spent a lengtly journey with Matthewin the doorway areaf one train, whichcaused bah

material and interactional issues with other travellers. Winerboarded, a cyclist who was

stood in the doorway had to move out of the way, and as the participant later recdunte
GAF GKAA oFa || 6KSSt OKFANI I OQBa&etdh 6f S OF NJ
G2NNE Fo62dzi GKFG YFyYy GKSNB Iy Nattke®, ¢ 2 dzf Ry !
postjourney interview).

Over the course of the journeyhe train became busieas it picked up passengers at

intermediate stops. Theserowds left Matthewcramped intathe corner of the door area,

with little room to move(Figurel?).

Figurel7: Matthew travelling in the doorway area of the train (L) andeatedly having to move around other
passengers as they boarded, which left him eventually cramped into one side of the doorwéytadzi K 2 NI &
photographs)

| experienced a similar situation on a busy rush hour twath Jane, whan her interview

describal the problems posed by crowds as partly due to us having been boarded on to the

WgNRYIQ OFNNAIIS 02yS gAGK2dzi I RSRAOIF ISR ¢
GAlQa &2 o0daAaeéx FyRX GKSNBQa y28KSNB (2 3
w0 SOl dza S8 A i Q@angpdshjoushey inter@iewi.a Ay A (¢
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In both cases, participants noted how the cramped confines of the trains in which we
travelled together hindered their accessibility, contrasted them to the spaciousness of more
accessible alternativesind noted that this @used interactional issues with other people
Several participants mentioned the London Overground as an example of a modern system
which had been designed with the needs of wheelchair users and other disabled passengers
in mind. However, such modern andare accessible alternative modes of transport were

not widely available.

4.4.6 Information about accessibility

A common complaint amongst participants was that information relating to the accessibility

of a given space or service was not widely available do aate, and that where it was

provided it was either inaccurate or insufficiently detailed. Even when they specifically

sought out accessibility information it was not forthcoming. They explained how non

disabled people often made incorrect assumptiongatxli ¢ KI G ¢2dzZ R 0SS WI O0S
asked to provided information about the accessibility of particular environments. A linked

issue was that what they provided was either totally incorrect, or not the information the

disabled person needed to make an a@te judgement about the accessibility of the

environment.

These issues were particularly common in relation to commercial premises, where different

venues could have significantly different accessibility. Several people described having rung

ahead and bee assured a restaurant was accessible, only to find out it was not once they

arrived. Annalescribedbeing reassured by staff thatdii KS Y S R Q wisagcéskileNd v (i

before taking their young relatives there for a special melakever,on arrivalthey

discoveredhat their table was locatean different floor, without many of the themed

attractions they had specifically taken the children to see. To make matters worse, they

were the only people on that floor. As this person explained, it was ttiedainformation

provision that they found difficult to accept:
L dzyRSNRGIFIYR ftA&a0SR 06dzAf RAy3asz yR L dzy RSN
82dzy @S 320 G2 GStt GKS LISNam2y SEIFOGteée 6KI G
me that if | make allltat effort to get there, you will be on another floor, and if
GSUNB y20 FdAZ te& 0221 SR @mhdpostjaurhéyli o6S 2y @& 2 dzN
interview).
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Many participants described similar experiences, whbey expended additionadffort to

determine the acessibility of a route or place in advance only to find that the information

they received was incorrect or inadequate. One person explainedrhowc ¢ Kwad K & 0 S L.
assumedtob& Y2 2 (i K | Y RvhaelgkhGilNI® DS MIhis @gaiS demonstrates the

additional labour that disabled people must undertake to gain access to particular spaces
beyond that of nordisabled people, and that even this effort can be wasted when the

information is inaccurate.

A related concern expressed by many participants was the beliefrif@mation provision
and signage for wheelchair usersuld be significantly improved. On board dn&in in the
north of Englandpne participantstruggled to position their wheelchasafely,later

explaining how that there were no clear signs or directions that they could see to indicate
where they should beAnotherparticipant and | spent several minutes trying to leave a
platform at a major London Undergroumstiation,as neither ofus could see the sign marking
the lift on the platform. This wadespitethe participantpraising thegenerally good signage

and wayfinding on the London Underground network.

Many participantsemphasised thénadequacy of signage and information provisayout

operational problems or technical issu@hese contingent or changeable factors could

significantlyaffectthe accessibility of environments and therefdreir mobility as

wheelchair userdmprovements to theaccessibilityof historic buildingdike railway stations

were typicallymade many decades after their initial construction, and cost or engineering

constraintscanrestrict the scope of these modificatioristts or ramps may therefore be

located some distancaway fromthe most direct route forcing wheelchair users to travel a

considerable extra distande get to them In turn, thisoften meant that they had begun a

journey, or gone a long way down a particular route, befiwey encountered an access

barriersuch as a faulty lift. As Dawexplained, this led to wasted time and effort:
Gaz2yYSiAyYySa (KSNBQa y2 aiadaylr3as G2 GStt &2
the lift. So you waste more time getting back from the lift and theplag@ning
e 2 dzNJ 2 @alaNosPurney inerview).

L SELISNASYOSR GKA&a |f2y3aARS I y2GKSNI LI NI AC

station, where we made it through the gateline and past several members of staff on our

way to the lift only to discover it was out of service. As the paricisaid to me at the time,

it would have been helpful if those staff had warned us of this, as it ought to have been
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evident to them that the wheelchair user going through the gateline would be unable to

access the platform behind it.

Allinall, what b® YS Of SI NJ G KNRdzZAK LI NGIAOALI yiaQ RSaON
was an apparent lack of understanding or forethought amongstdieabled people that if

an accessibility feature was naperational, environments once again became disabkgg.

such the absence of adequate temporal and physical warning that an accessible route is

blocked by a temporary barriesuch as a faulty lifteads to significant inconvenience for

wheelchair users. Not only does this needlessly waste eism&heelchair users are forced on

longer journeys only to have to retrace their routautit can also pose the risk of them

being trapped in an inaccessil@davironment (for example, if they disembarked at a station

where the lift was out of service).

4.5 Discussion: th€ntingency andomplexity ofAccessibility

This chapter has documented how a wide range of both material and social factors affect the
experiences of powered wheelchair users, and can serve as both enablers and disablers in
their experiences of mobility. The chapter has also examined how societal efforts to improve
I 00Saa F2NJ RAalIof SR LIS2LX S5 (KNERsdrddés, 1 KS LINR OA
sometimes fail to achieve this goal and can in fact perpetuate exclusion. Many of the
material and social barriers participants identified, and the experiences they described,
reflect longstanding issues that run through literature on the geqairi@s of disability.

Three common threads run through many aspects discussed in this chapter: the socio
material nature of enabling and disabling environments; gaps between formalised and
experiential understandings of accesstpj and the contingent andhangeable nature of

disabling environments. Each is discussed in turn below.

First, the examples provided here have highlighted the entwined nature of the social and
YFEGSNRFE FFEOG2NER GKFIG O2yGNRodziS UGxmthRAal of SR
SEGSyid (2 6KAOK GKS&aS FIFHOG2NAR YIe 0SS adNROGTt @
suggesting instead that many exist on a continuum of sotterial influences on disabled

LIS2 L) SQ& SELISNASYyOSad ! ye NBarhangnis@ndmakMgR G |
them more hospitable to disabled people must therefore be holistic: organisations should

not assume, for example, that improving material environments alone will resolve the

RA&IFIOEAY I o6F NNASNE GKIF G OZ2bfiy.dikevideyan dppraaNB R 6 K S

to addressing barriers that focuses only on social or interactional issues will fall short of
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creating truly enabling environments if it does not also address the material environment

and the complex interplay between socialdamaterial.

Second, many of the socioaterial issues highlighted by participants revealed a significant

L) 0SG6SSYy WF2NXIEQ yR WSELISNASYGALIf Q dzyF
understandings of what makes an accessible environmemaified in documents such as

building regulations, were often at odds with the experiences of disabled people themselves

in such environments and their knowledge of what would make them truly accessible. This

gap wagoerceived by participants as beingealto a lack of understanding amongst Ron

disabled peoplé 6 2 dzi RA &I 60f SR LIS2LJ SQa y SSeHficatond KS i K
that failed to account for diversity amongst disabled people, poorly implemented services,

or unhelpful staff interactionghis lack of understanding led to disabling barriers. There is
therefore an urgent need to pay attention to how disabled people experience accessibility,
rather than treating it as a tickox exercise. This includes engaging with the expertise and
knowledye possessed by disabled people.

CAylLtftes LINIAOALI YyiGaQ SELSNASyOSa Ot SI NI &
variable and changing nature of disabling environments, and only some of these contingent
factors are amenable to interventionh& accessibility of environments can change, and in

some cases be undermined, by sematerial fluctuations. The material environment decays

over time, while temporary blockages or weather conditions can block particular routes.

Social interactions can eance or detract from accessibility, especially when those

interactions are with figures of everyday authority. The interplay between these-socio

material factors further increases the variability experienced by disabled people, and even
services intendedio improve accessibility can be points of failure whieimunderminetheir
intendedbenefitd t | NI AOA LI yiaQ §SaidAiyY2ndtkechangédcanS A
be particularly disabling, as they undermine yplanned efforts to ensure an accessilbtip.

In particular, the unexpected failure of a service designed to enable accessibility poses a
greater barrier than a permanently inaccessible environment. Moreover, when things do go
wrong, current service provision for disabled people is brittle anckliable. The rigid

AYyFt SEAOATAGE 2F WHO00SaaroratAadeqQ aSNwAOSa L
of the nonimpaired are prioritisedinder the hegemony of the mobile bodynrie, 2000a)

¢tKS A&dadzsSa RSAONAROSR 0620S adza3asSald GKFG RAAZ

sufficient importance by society at large, with many participants describing the provision of
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I O0SaaArotS Sy@ANRYYSYy i bytheiexgenéncés| tHisisaiNdast id dz3 K (i Q @
part a reflection of how little the knowledge and expertise of disabled people themselves

in particular, their lived understanding of what enables and disables thembrought into

the design and provision otaessible environments. To take just one example, disabled

LIS2 L) SQa @ASga INB GeLAOrtfte y2Gd AyO2NLRNI G§SR
OKSANI LI NIOAOdzZE F NJ Wgl&da 2F aSSAy3aQ yR (y26Ay3
into the maps whsh represent i{fMatthews & Vujakovic, 1995a shortcoming wich an

approach such as participatory mapping could begin to addigsshin, 2002)Most

participants expressed the belief that their experiences and knowledge could be a useful

resource from which nowlisabled people could learn, which will be discussed further in

Chapter 6. The data thhe presentchapter demonstrges the richness and depth of this

knowledge possessed by disabled people about their mobility and the environments which

enable it, and suggests that better engagement with these experiences might help to bring

about more inclusive and accessible envir@mts.
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Chapter 5TheValue andCosts ofPoweredWheelchairtua S NA Q
Stuated Knowledge
5.1 Introduction

This chapter exploresow the participants in the research possessed situated knowledge

which they had developed in response theabling and disabling factors dissed inthe

previous chapter. Like Chapter 4, this chapter draws on data from the accompanied journeys

and semstructured interviews. Ibegins by considering how powered wheelchair u€ers
experienceprovide them withparticular forms ofituatedknowledge and expertisavhich
assist them in making their way in a world built by and for the-dizabled majority. This
knowledge, built up over time, relates to how they experience the world as powered
wheelchair userstahe intersection of three factors: the specific environments that enable
or disable them, the technologies they use to aid their mobility, and their individual bodies.
This enables powered wheelchair users to acquire skills and expertise in navigatind aroun
the disabling barriers they face in their everyday lives. Rooted in their situated knowledge,
participants had a wide range of practical proficiencies, such as knowing the capabilities of
their wheelchair in given conditions or how to best navigate patér disabling situations.

But their situated knowledge also gave them a broader understanding of the experience of
being a disabled person in contempordsitain, with insights into processes of disablement
at different scales (from specific materialdamteractional barriers to wider structural

factors) that nondisabled peoplenaynot share However, because of the situated nature of
L2 SNBR 6KSSf OKIFANI dZaASNERQ (1y2¢f SRAST Al
particular to nondisabled de@ion-makers who play a critical role in the creation of enabling

or disabling environments.

The second section difiis chapterexplores how, although their situated knowledge was
frequently beneficial to participants in enabling them to exert agency énféice of disabling
barriers, it was acquired at a significant cost as the social and material situations that
generate it often have negative aspects. Powered wheelchair users do not conform-to non
disabled norms of mobility, and like many other disaljpedple are forced to undertake
additional labour in order t&get by(dn a nonrdisabled world that is hostile to their needs.
Although not the only group upon whom such work is imposed, the sheer pervasiveness of
environments that exclude powered wheelchasers means that they undertake such

labour on a daily basis. The psyetmotional aspects of this labour, which are imposed on

13t
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disabled people in addition to structural barriers discussed in the previous chapter, can have

a significant effect on powered K SSt OKI ANJ dzZASNEQ Y20AfAG&®

An underrecognised aspect of this psyclkemotional disablism is that, though participants

felt that their situated knowledge could serve as a resource to create a more accessible
society, they were often funnelled through foalised processes of complaint which they
typically found frustrating, tim&onsuming, and inadequate. Rather than a constructive
process in which their expertise was valued and used to inform the design of inclusive places
or services, their engagementstivservice providers arethrough complaints processes

which had the effect of individualising the barriers they faced. Participants found this very
problematic: not only did these processes impose additional psgchetional labour on

them, but the indivdualisation inherent to the complaints process meant that the systemic
nature of these barriers was not acknowledged, and the structural or collective action that
would be required to address them was not undertaken. They recognised their knowledge,
whileSy 6t Ay3 G(KSY (2 SESNI F3Syde IyR w3asSi o0é&Q
to bring about wider systemic change via complaints processes alone. In Chapter 6, |
describe working with participants to explore the ways in which they felt theiated

knowledge might be used more effectively to bring about structural change. Here, | describe
how they recognised their own knowledge and the agency it grants them, the costs
associated with acquiring it, aritbw current ways oéngaging with policymaiks via

complaints processes constrain its utility and value.

5.2 Situated Knowledge and Expertise

As discussed in Chapter 3, this thesis draws on insights from feminist researchers, and in

LI NI A Odzf  NJ 0 KS @I fdzS 2F Sy 3l Htedaddembodiegd Kl G ||
1y26ft SR3IS&E O01 NI gLFe mMdhpyyY pyo0Ld ¢KS &aAaiddz G§SR
disabled people in a nedisabled society, not only provide an insight into the experiences of

those groups but into society as a wholéis sectiorirsts explores the ways in which

participants perceived themselves as having particular knowledggeusers of powered

wheelchairs and disabled peoptehat is distinct from that of the nowlisabled majority,

before discussing how the nature of this krledge poses challenges when they try to

convey it to nordisabled people.
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5.2.1 Situated knowledge as an asset for powered wheelchair users

Participantsfrequently discussedhe distinctive nature of thé&knowledge they possessed as

users ofpowered wheelchas. Perhaps the most literal aspect of this knowledge, which was
mentioned by most participants, was that they have a physically different view of the world
compared to noAvheelchair users. As Raviexplainéds SUNB f 2 36SNJ R2gy S |y
different perspedves than peop & K I | NB Riavy. BetiafidIthydifieéal méaning

wasa broaderimplication that as wheelchair ussthey hada distinctiveperspective on,

and knowledge about the world. This was most often emphasised in the context of talking

aboui GKS @ARS2 Of ALl (KSeé KIFIR OF LWidzZNBRE & v
GASGQ FTNRY oKAOKAGHS ¢@f k& Lkoimdode hakdof iGsHonitheyl &  ©
4SS (K Sang.Paditipasts edpressed that these perspectived particular value

that they considered to be distinct from the perspective of meheelchair users, and which

provided them with situated knowledge about the world.

This situated knowledge stemmed from their prior experiences of the complex interactions
between the technologies they used for access, such as powered or manual wheelchairs, the
environments they sought to travel through, and their individual bodies. It was built up over
time, existing at the nexus or intersection of these factors, and ppants used it in a range

of different ways. On one level, situated knowledge allowed them to make choices about
mobility: in the previous chapter | discussed how they would carefully consider their choice
of route when planning a trip, or even whether thelyould go out at all. Such plans were
influenced by factors including their previous experiences of particular barriers, the weather
conditions, and how they felt at that moment in time. The latter might depend on how tired
they were, and how much time @y had available (as discussed in the previous chapter,
accessible routes could often be more time consuming or unpredictable in duration than

non-accessible routes).

| 26 SOSNE G Fy20KSNI £ S@St LI NGAOALI yiIaQ aAi
intimately linked to their experiences of being disabled in a-dmabled society. They

talked about how nordisabled people typically did not understand many aspects of their

lives, such as how they incurred additional costs that were associated withatiniers that

GKSe@ FIFIOSR® 2KAfS RAAIOESR LIS2LX SQa SO2y 2 YA
(Purdam et al., 2008; Thornton, 2005; Patm011) major costs are incurred for personal

assistance, transport, and adaptations or equipment, on top of many smaller cumulative
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costs in their everyday livéSmith et al., 2004)These are often associated with overcoming
disabling barriers: participants highlighted how, for example, they are forced to take taxis if
public transport is inaccessible. Several recounted that they were charged more for a
wheelchairaccessible taxi,samuch as double that of a natisabled person. Anne explained

how one company attempted to justify this:

GoKSY L Fal1SR UKSY wogKee>x (KSeX ¢g2dzZ R 2dzaiA

WOl dzAS ¢S KI @S G2 KSf HourBeRidtervieyy | YR 2 dzi Qdé
Although charging disabled people more than rdisabled people for a taxi was outlawed
in April 2017 Department br Transport, 2017)during the fieldwork for this study, these
discriminatory practices have continu€¢@dBC News, 2018participants also explained how
they faced other costs associatedthivtheir mobility as disabled people that were less
explicitly discriminatory. Again, their awareness of these costs was rooted in their situated
knowledge. Peter, for example, was prompted by a video of an accessible shop to talk about

the wider costs héaced due to inaccessible retailers:

daz2YSGAYSa e2dzQ@S 3I20 G2 L& Y2NB 0SSOI dzas

0!

G

3SH Aylu2odd LGQA LINRPoOolFofe 2dzaid LISYyyAaASa azys
GKIFG LIS2LX S R2y Qi  dzy RS NBEAIYS/ER 30 203Kl a1l 2028dk yYE2 yRSA

EAGGES GKAy3IA tA1S GKFIGX FEf FRR dzd I yR

e 2d

R2 0SSOI dzasS e2dz OF yQil 3S fourhey imtervieWS NI | Ay & K2 L3

One of the most significant costs associated with being a powered wiaeluser was the

wheelchairitselfd I € 20 2F RA&lF0Af AG& SIRisA ikérGghiAs A & NA RA

Ravi further explained, their £19,000 wheelchair was almost five times more than a family

YSYOSND& FANRG OF NX stspeRgdh tyf @dice Ghe mBact ofdeddya & dzO K

surfaces on the user contributed to additional costs, despite often being essential for people
to be able to use their chair effectively in their daily lives. Again, this highlights the situated
nature of the knowlelge that disabled people have relating to and beyond their own

mobility: they know the cost of givenchair, to meet theiindividualmobility needs within

their specificsocial and environmental context, in light of tparticularresources they are

ableto draw upon.

t FNOAOALI yiaQ aAddzr SR ({y2¢t SRAS faz2 OFYS
about on journeys together: they knew the attributes and capabilities of their wheelchair

and-body in specific environments and would make decisions atimit movements

13¢
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accordingly. Quite often, they would zigg or take what appeared to be otherwise indirect
paths in an environment. Most often, this was because they had perceived obstacles to their
progress that | was not aware of as a agheelchair user, despite accompanying them:
particularly troublesome cracks in the pavement, for example, or other surfaces or barriers

that they found difficult to traverse.

hyS LI NGAOALIYyGQa 02YYSyidas yR GKS SELISNARS
howlJ2 6 SNBER 6KSSt OKIFANJ dzASNBQ &Aldzr GSR 1y26¢ft S
body, the technology they use for mobility, and the wider environment. Reflecting on bumpy
surfaces in their local neighbourhood during the pairney interview, Anne desitred the
physical impact of being at this intersection:
G ONIX Ol Ay GKS GFNXYIFOZ 2N GKS O2yONBGS
used to be alright, when | was younger, my body was stronger, as I'm getting
older, all these little bumps, pullrdyl Ay 2FFX AF L R2yddG GF 1S
Y& alAyua a2z aSyairdAirgsS dourpyiktaivie@ y G S| NJ |
These comments indicate the embodied nature of her situated knowledge: environmental
factors that had not been a barrier to hgounger self now were obstacles that could cause
harm. Conscious of her own ageing, she had to be mindful of how experiencing a given
environmental barrier, using her particular wheelchair technology, might cause her body to
react at this point in time. &such, her situated knowledge led her to modify how she used
her wheelchair in this specific context, approaching bumps strasghShe went on to
explainhow herimpairment meant she could nabunteractthe forcesthat knockedher out
of position inher chair, such as those caused by a bumpy surfadedrcamber.Although
using amair cushion helped to protedter from the worst bumps, it also made it harder for
her to reposition herself in her chair, demonstrating that technology does not necessarily

mitigate the disabling aspects of an inhospitable environment.

While all people have situated knowledge stemming from their distinct social positioning,

those whose mobility does not conform to dominant norms have specific knowledge of how
particular ensronments may be disabling or enabling to particular people who happen to

use particular, nomormative technologies in their mobility. Inevitably, some aspects of this
knowledge are unique to individual disabled people, for it is the specificities atplant

material configurations of bodies, technologies, and environments which affect the

OKIF NI} OGSNI 2F RAAIFIOAfAGE YR 6KAMserA&lLawi dzNy C
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1999, p.198)As such, the situated knowledge and expertise of the powered wheelchair

users in this study exist at specific intersections of individual corporeal forms, technologies,

and environments, demonstrating the contextual ne¢ of what Moser and Law describe as
WRAAKIOAfAGEY GALISOAFAO LI aal3aSa o0SasSSy Si|dz
0KS OKIFNYOGSNI 2F (GKS YIOGSNAFIfa 6KAOK SyklofS
2N R2y Qi dliteGuzdib A f\MoSe¥& Law, 1999, p.201)

For Anne, one assembly of material specificigéer body, the particular chair and cushion

technologies she used to alr mobility, and the built environmeng combined to make

OSNIFAY WLI adal3SaQ SFaASNI dKFy 20KSNE® | SNJ aA
chose to move her chair, in doing so helping her to navigate these passages and express

agency. | withessd her carefully avoiding particular, known cracks in the pavement leading

between her home and a local shopping area. This highlights the individuality of such

experiences: other wheelchair users may well not have experienced this environmental

barrier asdisabling in the same way or may not have been aware of how this particular

barrier might disable them until they experienced it for themselves. To begin to understand
lyySoa ftAQOSR SELISNASYyOS 2F Y2o0AfAGe tva + LRsS
these embodied dynamics, and to the situated knowledge and expertise that exists amongst

disabled people at the meeting point of technologies, environments, and individuals.

Throughout the fieldwork there were many othekamples of participants makirdpoices

about their movement that were linked to this bodyheelchairenvironment nexus. Some

chose to reverse their chair up a steep ramp despite not having a clear view, as they felt it

would be less likely to tip forwards than backwards. Others entaebided traversing steep

inclines, or in some cases asked me or a member of staff for a steadying hand on their

shoulder or wheelchair. During the pgsiurney interviews, some participants talked about

their specific experiences and the effects of thas¢y Y2 NB RSOl Af X & dzOK | & !

of a ramp in the car park in her local town centre:
GoAl KFae GKS Yz2aild K2NNByR2dzza af2LISX AdQa 3
R2gy (2 GKS fAFIX L KIFI@S G2 32 o6l 016 NRa |y
wheelchaiE WOl dzAS LYY & Ol NSR Zofirnekidtenied)LJLIA Y3 o6 O

While the psycheemotional effect of such barriers will be discussed further in Sectign 5.

KSNB AlG akKz2dzZ R 68 y2G4SR GGKIFG !'yyS§oa SELSNASYyO

was due to her situated knowledge of how difficult this barrier was for her. Similarly, Jane
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explained how with the agreement of her boss she timed her daily depaftane the office
soshecouldgel (0 KS |j dzA S (i S dsishe kW thay'if sKede¥t & ¢éhe regular time
she would have to try to board a very busy service. Some participants described
workarounds that they had devised to get around disabling barriers, such as jamming their
pKSSt OKI A NDa 7T afa tididtolpig@nt ik Igaviiy K Gmpragsisthidce had not
arrived. Others, such as Tom, explicitly ruled this out because of the risks that such
workarounds involved:
GL lFftglead R2dzwfS wOKSO|1 8 SOSNEBEIKAY3IAS @&2dz
Basical > A G Qax adrdAzy adlrF¥FI RNAGDGSNE LI aas
SYSNEHSyOe odzidz2y® LT GKIFGQa y20 | @ Aflof:
put their wheelchair in the doorway. And stop the door closing. Very dangerous to
R2 (Kl GAEF W/20ddz&S a2dzRISsT &2dzQft 32 2FF3 @2
WOl dzaS AGQa 2dzad dodrBey iRteryied)S NR dza ®¢ 6 ¢2Y3I LJ
The workarounds that participants employed were thus rooted in their situated knowledge
of what would work for them as inddials, using a specific technology for mobility, trying

to circumvent particular barriers.

Furthermore, while the examples above suggest that participants used their situated

1y26t SRAS Ay | wO2yaldAazdzaQ 61 &3 dtlgdidetiel Y LI &

movement of their chair, it is worth noting that this knowledge was sometimes enacted

Wadzo 02y a0A2dzat @8Qd C2NJ SEFYLX S 6KSy WFHyS NE

SELX I AYSR (KS RAFTFSNBYyOS 0 S09ySiSy IKySRNI 6SKASINEEF

noticed when she saw this movement played back on video:
Ghy | y2NXYIf RIFE&8Z L R2y Qi (GKAY]l Fo2dziX A
subconsciously do it. But when you actually have to concentrate on what you're
R2AY3IAX ¢ KADN yEZdzZBNX R2RIAY I a2YSIHIKAYy3IAZ Al
YdzOK @& 2dz I O dzl f-fowneyRierview)®¢ 6 WF ySs LlRai

| also observed how participants used their situated knowledge in situations where there

was the potential for them to be hurt, or for dame to be caused to their chair or the

surrounding environment. It is worth emphasising that participants attached significant

importance to their chairs, due to their centrality in enabling mobility. They were therefore

particularly conscious of situatiomghere their chair might sustain damage, most often

when they attempted to circumvent physical barriers in their environment. These situations

were not necessarily dramatic: rough surfaces, for exanwpéee described by one
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participantast y 2 (i 3 2ep8werkcRaildhéykattle it, and, and damage it and make

OKAyYy3a O@avll pdstparrebibterviey. As described in the previous chapter,

dzy S@SyYy adzNFI OS&a ¢gSNB O02YY2y |yR SalLlSOAltte 20

wheelchairs.

Other paricipants, drawing on their prior experiences, describe particular occasions where

they had been hurt or their chairs had been damaged in such environments:
GG KSNB gFa 8 YFIITAYS NFXrOl 2yid2 GKS o0dza F
0dza 0@ NeimbbersyaHoX theidérner [of my wheelchair control panel,
G KAOK®B OFdAKi 2y GKS SR3IS 2F GKS YIF3IFTAYS N
Y20S Y& O2yGNRfftSNX L FOhGdzatte aONI LISR | ff
which hurt. And | don't behe that | should have to get off a bus and cause pain to
YeaStF Ay R2AY Jouidyintérdiedw) o WSaaA Ol = LIRai

In light of their importance in enabling mobility, and their as welhasr significant cost,

participantsoften described taking particularare of theirpowered wheethairs.Anthony

described how he was conscious of the potential cost of having to repair his wheelchair:
GL 32 Ff2y3 NRFRA a2YS0AYSa tA1S UKAAa ¢KSNE
L2 2 NJ G SNNJ Ay X L Ulyuin orié dfyhy ofos oning chdig thafs FX WL T
I32Ay3 G2 O02al0 YSQOX LU@S 320 G2 Y202NR 4G 0
MMZcnn Sk OK ®fourney infdivie®)y & > LJ2 &

Similarly, Janeommentedthatd L G KAy {1 L OF NB Y2 NB, ¢awseitdzi (GKS O

O2aila FJanepogodurey interview) The choices that participants made in

exercising this care stemmed from their situated knowledge of the importance of the chair

to their lives, and its resilience and capabilities in specific enments. This informed

decisions such as whether to use one chair or another in particular weather conditions, an

issue mentioned by David, or if it would be safe to ask someone to help lift them over an

awkward kerb given the weight of the chair with themit, as described batthew.

LG o1 a (GKdza Of SINJ GKFG LI NLHAOALI YyGAQ aAdGdz G§SR
to how they used their powered wheelchairs, as well as to their mobility more broadly. It
enabled them to exercise agency aboathand when they travelled, often permitting them
to work around disabling societal barriers. Yet the very experiences that lead to this situated
knowledge amongst powered wheelchair users are not shared bydisabled people, and
was difficult to conveyo others. The following section explores the challenges the
participants recognised in conveying their situated knowledge to others.
14z



5.2.2 The challenge of conveying situated knowledge tedisabled others
All of the examples described above, including whmasicipants made judgements and
decisions about how they would interact with the environment through their chairs,
demonstrate the application of their situated knowledge as powered wheelchair users. Yet
precisely because it stemmed from their own pautar situated experiences, this
knowledge was not something that participants believed was easily accessible-to non
disabled people. A comment by Rachel was typical, explaining howRrod I 6 f SR LIS 2 LJ
knowledge of the barriers they faced, or what was dee to enable access, was at best
superficial:
GL GKAY]l Yz2ald LS2LXS Al R28ayQi SEGSYR Y
GKAY1 GKFGQa Yz2ald LIS2LIX SQa-jolrewiSdrvied)T dzy RS|
As discussed in the previous chapterttidpants felt that nondisabled people often made
inaccurate assumptions about both the capabilities of powered wheelchairs and about
RAalIof SR LIS2LJ SQa tABSa Y2NB oNRFIRfted Ly (K
framed the understanding &y possessed and that nondisabled people did nat as
relating to their personal experience as powered wheelchair users. For example, Jessica
described how becoming a wheelchair user herself was what made her aware of these

issues, as she now had persbexperience of them:

GL R2YyU4d GKAYy]l LIS2LX S R2 dzyRSNERGFYR AGX .
dzy RSNREGFYR AU 0SUGGSNY . dzi L R2y Qi 1y26 A"
0KS GAYSI dzyft Saa e&2dz [ 0a2ft doitringof K R G2 X |
gKFGQa GKIFIGO {SNb tA1SX 6KFEiQa GKIFIGO RAL) .
it makes me much more aware of things that | would never have been aware of
0ST2NB e -oWdidtenvew)> LJ2 &

{ dzOK O2YYSyida 6SNB O02YY2yLX I OST SAGK LI NIAC

that made particular environments (in)accessible being rooted in their experiences and lives

as powered wheelchair users. Some participants explained that their own erpes as

wheelchair users had influenced their family and friends, who had gained an understanding

of the barriers faced by disabled people through their personal connection with the

participant. They contrasted this with the lack of knowledge of the wplddlic.

One participant explained how their friends were more attentive to the accessibility of the
environments that they would be visiting with the participant, for example when planning a
trip to another city for an evening out:
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G9OBSY Yeée HFINASyRMYy @GS {iKSeQdS 6SSy FTNASYRa gA
2NJ GKAYy3a fA1S GKFEG Y2NBX Y& FNASYRQa | f |
GSONB QOAAAGAY3T &a22y8X akKS az2Nl 2F 3I2Sa WAa
WL R2YQUOKIHSSNBEICE dBSKS all ARX AF AKSQR 0SSy
F g @ dE  ojudimgySnkerviedd a 0

WHySQ& SELISNA Sy Gdsabiedigeads hal ome t& b delstgr@l ffer access

needs as a powered wheelchair user and were incorporating thesasneeo their plans.

Yet it also demonstrates that her friends themselves recognised that they had previously

lacked this knowledge, before they got to know hEhis was again a common observation

amongst participants, who often described how other peoptdy began to understand the

barriers faced by disabled people through personal contact and interaction. Jane later

described an awareness of this dynamic within her own family:

Gwae ylye alAR aAlUa 2yfeée airAyOSgowl Ay 33 & 2 dzX
dzL) YR K2¢g @2dz RSIHf @gAGK (GKAYy3ascdszr GKIFIG KSNI
oFl OSR o0& RAALl 0f PRNeyIFAViHN)SSE 0 OSWF Yy ST LkRai

Similarly, Peter emphasised that although there was widespread ignorance amongst non

disabled peopl®f the bariers disabled people faced, they could come to know these

experiences and what would improve them even if they did not have the same situated

knowledge:

L GKAYl | €206 2F AG Aa 06SOFdzasS (KS@QNB A3y
understand, unlessthdyy 2 4 42 YS02Reé $K2Qad wRAalof SRed ¢
K2 LQY FNASYRA gA0K gK2 aleés Wb2g> 6S NBI
gAGK YS yR GKSe& aSS$S OkjGuneyNkewiewdYa L Kl @3S o¢

A lack of understanding was widely percei\®y participants to afflict professionals who

YIRS RSOA&aA2ya 2NJ LINPOARSR &aSNWAOSa GKIFG FFFS

felt that policymakers, lacking personal experience of disability or contact with disabled

people, failed to providd SNIJA OSa ¢KAOK YSG RA&alof SR LIS2LI SQ
GL R2yUd GKAY]l] GKS LRftAOEYI{1SNE | Oldzr f & dz
y2i KFR 1AYR 2F AyUAYFIGS SELISNASYyOSax GkSe
LIS2 L) S8 X GKS@& YI & y20KSey 22adzal(i fY2A03 K20F 30SK/SS NI &f &
would assume [that] their policies are helping disabled people. But probably some

of the things they thought are helpful are probably the worst things you can do
NEBFfftex F2NJ RAA&AIOf SR LISgdwd) ST gAGK2dzi NBIF f A3
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This lack of knowledge amongst ndisabled people, including decisiomakers, was
something that participants felt could be addressed, though several highlighted that the
knowledge a nofdisabled person could gain would not be the same as thatdiabled
person. Amber described the ways in which people who designed environments could better
dzy RSNAR UGl YR RA&alFof SR LIS2LJX SQ&a ySSRA FyR of Al
importance of listening to disabled people. Her comments hightightsituated knowledge
of those who came across barriers on a daily basis:
Gelt] G2 LIS2L So |, 2dz FNE ySOSNI SOSNI A2Ay:
wheelchair, any kind of wheelchair, because manuals are different from electrics
and all electricare different. So, you are never ever going to understand what it is
fA1S dzyft Saa &2dz R2 AGd® L R2y Qi YSIYy FAOS
f22 AT &2dz O2YS I ONR&aa | adSLIX 90SNEBO2Re
similar problems. You nddo speak to the people who do it day in, day out
because they are the people who actually feel the frustration about what happens
GKSY @2dz OFyQdaX 2Ft1 F NRdziIS 6A0GK az2vySz2y.
GKSSt OKIF ANJ 0SSOI dza S eérdaliexpeieyc@fiom Jofé pedple X DS
gK2 KI @S NBIffeé& SELBUNBYTEOESER Alddé 6! YO SNE
Similarly, Anne reflected on the value of professionals listening to the situated knowledge of
disabled people. She explained how despite not having ahirsgairment herself she had
come to understand the importance of correctly installed tactile paving by listening to the
experiences of those for whom it was essential:
GL 1y26 K2g ol Rfeée (GKSe& Lizi Al[taBigy X L (K.
LI gAYy 36 1ySe6> dzyRSNEG22R AUGX ¢KSeé ¢g2dAf R
f ATS dzLJ® §ourpey iitghel) LJ2 & (i
[ FGSNI AY (GKS AYOGSNIBBASG ! YOSNI | LAY -KAIKE AIK
disabled people use wheelchairs for a shmetiod of time to try to understand disabled
LJIS2 L) SQ& SELISNASYyOSazr 6SNB aAayvyLXe y2 adzoaia
people:
GKF@AYy3 GKSY GFft1 G2 LS2LXS GKIG dzasS GKS
NBI ff& R2¥atitk son®énk i§ &heelchair an&gish them around
I 6AG G2 3AAGS GKSY | FSSt F2NIAG YR GKA
alyS +ta aSSAy3a gKIFIG AdQa NBFfte t€A1S F2NJ
L R2y Qil 1y 2653 tthls2Thiy Seeditd e ableKo agk Haestions,
which is not a comfortable thing. If people are going to be able to get an

—
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dzy RSNARAGI YRAY IS ySSRa G2 0S5 I§ounéyOd dzl £ dzy RS NE
interview)
Yet participants acknowledged that it was no¢vitable that nordisabled people would
learn from such conversations about what would make an environment accessible. The
experience of Anne, a former access officer at a local council, highlights this issue. Despite
being employed in a role with a spcifocus on improving access for disabled people, and
having the opportunity to learn from her insights, her colleagues paid scant regard to her
situated knowledge. She described the difficulties she faced in convincing her colleagues to
take her situatecknowledge seriously:
GL 62NJ] SR OSNE Oft2asSteée gAGK (KS Sy3airySSNaX
educate people, and | don't think they likeddithese are people that were much
older than me, had been engineers for a long long time, certainly daidmt a
@2dzy3 IANI O2YAy3 Ays (GSttAy3a GKSY K2g (G2 F
YSy 32 W2K @SK3X FEtNARIKG !'YYyAST gSUff GKAY]
GFr1Ay3 YS aSNA2daAawf eéX L (GKAYy] (GKAAa Aasx 2yS
because was in a wheelchair, it was very easy to [dismiss and patronise me] and
LQY tA1S hK® aéd D2RH ,2dz R2y Qi dzyRSNEOI YR
dzy RSNRUGI YR K2g @2dzONB (ONBFdAy3a YSs (GKFG GSf
(Anne, posfourney inteview)
Although she was not keen on the idea, her bosses suggested that her colleagues do an
WSELISNASYOSQ aSaarazy (2 GNI @St 20SN) G6KS Sy3aary
Such simulations are often regarded as problematic by disabled peopl®dheir
individualisation of disability, which ignores the impact of societal barriers, and evidence
GKFG dKSe fSIFIR 2 yS3lFGABS LISNOSLIWGAZ2ya 2F RAaA
about positive attitudinal chang@-rench, 1992)Anne found that although the session
initially seemed to have the effect of conveying to her colleaghestthe issues at stake, it
did not result in a londasting change of their attitudes or behaviours:
G¢2 3IASG AYy | gKSSEtOKFANI YR FSSt AlGx &2dzut f
it really have an impact? You need to listen to people. [Wegeidhem all in
wheelchairs, going over the work that they've done, like footpaths and dropped
kerbs, and | mean it was a joke, they couldn't do it! They felt [what it was like,
0dzi8 (GKSyX O2dzLJ S 2F ¢SS1a fFGSME (GKSe& ¢SNF
(Anne, posfourney interview)
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The challenges Anne faced in persuading her colleagues to acknowledge and act upon her
expertise demonstrate how people who design and implement disabling environments may

not engage with situated knowledge even when itdadily available to them. As both Anne

YR ! YOSNI y2GSRY Sy3ar3aiay3a gA0K RAalof SR LIS?
than just attempting to replicate the experience of being a wheelchair usgwolves

listening to disabled people and theic@unts of the disabling barriers they experience on a

daily basis, both relating to accessible environments and in terms of their wider experience

of being a disabled person. It also requires ugabled people to meaningfully engage with,

and seeking tdearn from, the situated knowledge that disabled people have built up.

5Aalof SR LIS2L) SQa aAlddza 6SR 1y2¢f SR3IS Olysz i
world that does not accommodate their access needs, and could at least potentially serve as

a resaurce for conversations that might bring about more enabling environments. This is an
aspect that will be further examined in Chapter 6. However, it is important to note that this
situated knowledge is acquired at a cost. When they described their expesaidisabling
environments, it was very clear that labour was imposed on the participants that was not
imposed on nordisabled people. Some of these, such as the physical work associated with
having to take longer detour, were discussed in the previtwapter. The next section

discusses another form of work that grants disabled people particular forms of situated

knowledge, the labour that is associated with psy&mootional disablement.

5.3 Labour and’sycheEmotional Disablement

As discussed above, disaBle LJS2 L SQ& &AAldzr SR 1y2¢f SRIAS S
in a disabling society. However, this expertise is acquired at a cost, in the form of the labour
they are compelled to undertake as they encounter and work around the material and
interactional larriers they face in their everyday life. While the physical costs have been
described above and in the previous chapter, this section focuses on the psyubtmnal

costs of disablement and how these lead to particular forms of situated knowledge. This

section first explores ways in which such additional psyehmtional labour is imposed,

before considering how it was experienced by the powered wheelchair users in this study.

As described in Chapter 2, the world is constructed around the needs of stheeld non
RA&lI0f SR 02RAS& YR LN OGAOSaT ONBIiGAYy3d Sy
(GarlandThomson, 2011, p.594pisabled people are often forced to undertake additional

labour, often ivisible to the nordisabled majority, to reduce the friction and costs that
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occur when they meet standardised technologies or organisations that do not accommodate
their particular needg¢Star, 1990)As well as the physical costs described earlier, sudheas t

longer journeys or risk of injury or damage to their chair, disabled people experience a range

of non-physical costs. They exercise additional surveillance to avoid being caught out by
standardised socitechnical environments or processes. Sometimesytencounter

incredulity or even hostility from others who are ignorant of their needs. It is important to

note that these costs are still incurred when disabled people successfully navigate
AYK2AaLIAGI0oES SY@ANRYYSyGayY Ss@amder &Adw, 10390 dzZNNS R

p.207) Indeed, it is precisely this work, drawing on their situated knowledge, which can

(0p))

sometimes enable smooth journeys. Again, shictden work goes beyond physical aspects

of mobility. It encompasses psychological aspects such asmptive or onthe-fly journey

planning, as well as the feelings engendered by experiences of inaccessibility or

discrimination. It also includes emotiahwork that is related to managing difficult social

interactions with others and controlling sgifesentation in such interactions, for example

to gain support, maintain relationships with others, drive social change, or maintain self
respect(Scully, 2010, pp.231).

{ dzOK &aAdGdz2 GA2ya OFy tSFIR (2 GKS aaz20Aalftfe Sy13
pyscheS Y2 (i A 2 y I f (TdoBdsf 1699, . gMlich has different aspects that may

affect particular people differently at different timéReeve, 2004, p.85These include the

impact of structural disablementrodisabled people, such as how being physically excluded

from inaccessible places can reinforce a sense of segregation and difference.-Psycho
SY2GAr2ylf RA&lIOESYSyld |ftaz2 AyOfdmRSa (KS STFSO
disabled people through #hhostile looks, words, or actions of othéReeve, 2014.93)

Finally, societal prejudices may become internalised by disabled people themselves,

affecting their sense of selforth and potentially influencing the decisions they take about

their lives(Reeve, 2006, pp.1@103)» ! £ f 2F (KSasS | aLISO0Ga | NB N2
expeaiences and situated knowledge, and interact in complex ways: someone may know that

they have to play the role df WA NI ( ST dzf inRAertb dbfaib assistdSch bellsft Q

hurt if their request is rebuffed, and feel angry or embarrassed thahandessible

environment compels them to ask faelpin the first placg Reeve, 2006, p.98)he labour

this requires often involves masking their own emotions in order to manage those of others:

they may defuse awkward interactions with humd@ahill &ggleston, 1994 pr feel

unable to express theanger at poor treatment due to personal embarrassment, the risk of
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retaliation, and societal norms of nesonfrontation. They recognise that sometimes, they
cannot afford to alienate aon-disabledpersan whose assistance they require navigate

disabling structurabarriers.

The participants in this study undertook many of the forms of psyaotional labour
described above. In both my observations while travelling with them and in their reflections
during the interviews, it was clear that how they dealt with these examples of disablement
was intimately linked to their situated knowledge of being a powered wheelchair user.
Although structural and psyckemotional factors are closely linked, participan® | OO 2 dzy i
frequently referenced situations where they experienced psyehwtional disablement. In
some cases, the psyctamotional aspect of disablement was readily apparent and explicitly
discussed. These included situations in which participanténfedicure, vulnerable, angry, or
frustrated. At other times, it was an undertone to their response to disabling environments,
such as being forced into a state of constant vigilance to ensure a smooth experience of
mobility, or the effect of having to relgn other people for access. How these situations
imposed particular forms of psyckamotional labour, and the impact of this, is discussed in

more detail below.

Many participants described being forced to maintain a constant state of vigilance to assess

and react to inaccessible environments. Some of the physical aspects of this labour, such as
dodging cracks in pavements and taking long diversions in the face of inaccessible routes,

have already been discussed in the previous chapter. However, what caougthstrongly

in interviews was the significant cognitive load and emotional labour that was associated
GAOUK WYAATFTAGOAYIQ (KS&S SYgANRBYYSyGaod { SOSN
immediate environment to technologies such as satelliteigaton or radar. Ravi described
howhehada I al G yI RaNiyinteiewhvahiel ¥y §Qa RSAONARLIIAZ2Y
the ground like a radar to avoid bumps that would cause her to spill her tea (discussed in
Chapter 4show how the vigilance thathe exercised was linked to her situated knowledge

of how her interactions with the environment were mediated by her powered wheelchair.

¢tKS O2yOSYGNI A2y GKFG 61l a OFffSR dzal2y G2 €
her PA, who despite travellipwith her regularly was not fully aware of the mental effort

Anne exerted in her everyday mobility.

It is worth noting that such vigilance was not always a conscious activity: Jane described,

earlier in this chapter, how she only realised the extent of their constant scanning for
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obstacles when she later reflected upon it in the interviBut the impacif this vigilance,
whether conscious or not at the time, was generally described by participatesms of the
tiredness it caused them. For examplessic&xplained how barriers iher environment
meantshealways had to be alert while usimgr char:
GAG Aa OSNB YdzOK tA1SzT ¢Sttt AT &2dz OFy AYIl =
school when there's loads of kids on the road, or when there's a riot. It feels very
AAYAE LN G2 0KFG® ¢KFEG @2dzx OFydd 02y OSy NI
be concentrating oig and that's why it's quite exhausting as well in a chair,
because you can't ever switch off, you have to constantly be aware of where you
FNE YR 6KSNBE 20KSNJ LJIS2LJ S | N¥ourhey R g KI G §KS
interview)
This brm of emotional work is a direct result what Reevg2014, p.85escribes as
environmental or structural inaccessibilly WS a & A O Qa4 RSAaONALIIAZ2Y &aK2g
caused by physical environments but also by interactions with otlkenshermore, the
unpredictability of accessible routes, whican depend on contingent factors such as the
weather or operational status of lifts as discussed in the previous chapter, imposes further
vigilance on disabled people that nalisabled people do not experience in the same way.
WSaaAll Qa @ inhér sithaedkPowledge tN3 HeiipSsBage may be impeded by
particular material and interactional barriers. These structural factors affect how people feel
about their journeys and the environments they pass through. Different environments can
inspire paitive or negative trains of thought and emotion amongst pedestrians, with
Wdzy 20 0 NHza A 8SQ SYy@ANRYYSyida SylroftAay3a LIS2LX S G2
(Calvert et al., 2019)he disabling structural baers described above, and the-tine-
moment vigilance that they impose on powered wheelchair users, have the potential to
undermine positive aspects of mobility and movement through the imposition of

psychological work.

Psycheemotional disablement was &b apparent in the way that several participants talked
about how they sometimes felt unsafe, insecure, or vulnerable. These feelings were usually
associated with having previously encountered particular inaccessible environments or
ableist attitudes. Agai, this stemmed from their situated knowledge, rooted in their prior
experiences of identical or similar barriers. One participant who had previously had an
accident on a steep incline, for example, described how she felt when having to use a steep

ramp toboard a train:
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G! 6FdzAf @ ! 0a2fdziSte gFdz o L FSSE Y& KSI N
potential for me to [go] backwards and have another nasty accident so | don't feel
LI NI AOdz F NI & &alFFS |4 tftao L depiygh@d FSSt &l
NI YLIBX AF a2YS2yS NIy 2FF GKS GNIXAYyX WOl
a02LIS F2N) wYe oKSStOKIFANI O2y(iNRt6 fSOHSNJI
O2y iNREtftAY3 Ad0 Ayod !'yR GKIFIG O2dz R KI @S |
ofthall = 3I2Ay 3 2y G KI-jdurnsyintehdew) 6 WSaaA Ol X LI2aid

AlthoughJessicalid stillusetrains, her description highlights how structural inaccessibility

has clear psychemotional consequence®eeve, 2014, p.83f the trains were accessible

without a ramp, she would have been able to board without the experience reminding her

of the accidentFor otherparticipants these kinds ofeelingsled to them a&tively avoiding

the use ofparticular modes of transporAnneg for example, explained how the motion of a

bus causedherto slidearound in her chair, making her feel unsafe and therefore unwilling

to take a bus on her own. James described one previ@is journey ast I YA 3K YI NB ¢

explaining how it had left him with a strong aversion to rail travel:
G¢KS FANRG OFNNAFIS L YIylF3ISR (2 3IS4G Aydh:
odzi L O2dz RYyQi NBOfAYS Y& OKYRN2YSXIHKIERLEL
nice big open carriage, it was really pretty easy, really comfortable. But then again
on the way back, that carriage was full of bikes, so we had to sit in the
O2NNARZ2NX®wlI YR8 (GKS aSO02yR (UNI}IAY 2y GKS 4|
narrowz a2 F3IFAY ¢S KIR (G2 aAd Ay 0SisSSy Ol
SELISNASYOS dzaiy3d &R 20yNI0GA Vi AFIS FdEafAX/ 3 L KRS2
(James, posjpurney interview)

Although he said he would not rule out taking the train entirely, thigegience hadt NS I f f &

LJdzi  w KdoivgBso, aril lieétended to travel most places by car. Several participants

discussed similar experiences of how structural inaccessibility had left similar psycho

emotional impacts. Geoff, for example, described howwleeels of his wheelchair became

trapped in a train doorway while travelling with his young son. The driver, unable to see him,

attempted to close the doors and a serious accident was only averted by the actions of

passersby. He went on to explain the ksg emotional impact of that incident on his son:
GL ¢2dzf R KIS SYRSR dzZLJ dzy RSNJ G KIF G GNI AyX
outright to travel on the [railway system] with us, and we had to use taxis

everywhere. And he still remembers that as wédl.said it was quite a traumatic
SELISNASYOS F2NJ KAYX KS 46l a& 6KIGZ GKNBS |
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R2y Qi o6+ yilG @2dzNJ SELISNASYyOSa 2F 206ail Ot S&
(Geoff, interview)
This incident provides an example of how stwrel barriers not only directly impeded the

mobility of a disabled person, but also led to psy&motional disablement of their family.

Yet such structural barriers also imposed other forms of emotional labour, through how they
barriers, disabled people are often compelled to ask for assistance from other people. As
one participant explained, this not only constrained their freedom and independense

they were now eliant on the goodwill of otherg but also led to them feeling embarrassed

and insecure:

GoLd A&d6 RYAGOAY3TI @2dz  NB @dzt ySNI 6t Sod LT @&
GKFG RNRLI {SNPQ> AGX KFa | yS3l @sodS SFFSOG
GSEttAYy3 LISNFSOG aGNIY3ISNE (KIFG @2dzQNB @dz y S
GKS $2NIR (2 06S8S R2Ay3IIX odzi a2YSUGAYSEA @2dzQ0S
0KS KSfLIX AdQa | aKlIYS 6SOFdzaS a |y | NBI =
thAy 1 AdGQa | LAGe GKIFIG L OFyQd 32 2dzi G2 Y@

this fear, either of not being able to get up or down a kerb and having to accept

KSt L YR GKSNBF2NBE GStftAy3 LIS2LX S LQY @dz y

amlndi Adz2NE 6KSNB Yé OKIFIANI gl a 3I2Ay3IX 2N AT
0SF2NB L 320 Ayl2-oRheyiBtEWERE oOal NHIFI NBGIZ LkRa

L

[fl

CKAA LI NLGAOALNI yiQa RSAONALIIAZY KAIKEAIKGEA GKS

emotional disat#ment the direct effect of disabling environmental barriers, such as the
fear of losing control of their chair; and the indirect effect of being forced to rely on others,

and therefore disclosingotential vulnerability.Disclosure in this way also has the potential

A ¥ s oA x

02 dzy RSNXYAYyS (GKS | 3Syoe GKIFIG A& O2yySOGSR G2

otherwise disabling situations. Even the actohveying their need for a particular form of
assistance, a topic which would not typically be discussed outside ofitiienate circle, can
break norms of conduct in the interaction between a disabled person anebisabled

others(Scully, 2010, p.27Worse, it may also result in existing societal padges about a

RA&lI0f SR LISNBR2yQa OFLIO6AtftAGASE YR F3SyoOe oShA
W AONAOG SR 3t 20 f -digatedybtBexslinapproptiaialy @drapdldtiigK Y 2 y

NBIljdZA NBR aaAadl y0S Ay 2y Saslhbieedt@&abletoRA &l 6f SR
I OO0Saa I GNFXAyoO G2 (Sdulty, 201835.208Y etantess fihkydistlogl JS N& 2 y Q &
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these particular needdisabled peopleemain constrained by the disabling effects of non

adzadFAYyAy3a Sy @ANRYY&diasThamson X614, Q.E94)0 KSe WY A AT

Structural barriers that force dependence on others are also problematic bechsegled
people are then sometimes obliged to accept poor treatment to gain the assistance they
require for mobility or access. Anthony described these dynamics in his interactions with one

member of staff at his local railway station, where he regulaskys ramp assistance:

G1 SQa FNHzZGNI GSR YR KSQ&a TSR dzLlJ 6AGK (K.
LI FGF2NY 6KAES KSQa gl AdAy3 G2 3ASG YS 27

~

GAGK GKAA aKAG yR GKSY @2dzdNB H@GdzZ f € @&
GKAY1AYy3E W28ttt S@SYy (K2dzZZ3K LUY NBFff e
GKFGXFYR Lldzi GKSY Ay | 6FR Y22R 0SSO0l dza S

GAYSQS F3FAY GKIFIG Aa&ddzS 2F LRGSNY . dzi K.

heknowst 1 Qa YSX KS GKAyla KS OFy GF1S FAOS:
fAGGES 2FFAOS YR 02YS NRdzyR G2 KSfLI YS

O2YLJX Ay 0SOFdzaS 4SQNB LIfad LGQa fA{1S:

withtherampwhenlge2 FF GKS GNIAyQd . dzi L 1y2¢ GKI
02 KAYI KS ¢2dz R SAGKSNI 6S NBlIffte 2FFSyR:
a2YSOUKAY3 6A0K KAY YR GKSY ¢gKIGQa 3I2Ay3
back to that issue of depengeO& X &2 dzUNB y I @A Il GAy3I FEt Gf
€2dzUNB YAYRTFdzZ GKIG @2dz KIFIGS y2 LRGSNI AY

journey interview)

Again, while a structural barrier directly excludes a disabled person, forcing them to rely on
ramp assistancdt also imposes subsequent psyebacial disablement: conscious that his
reliance on ramp assistance meant he could not afford to alienate the employee, Anthony

chose to prioritise maintaining a working relationship with t{@cully, 2010, pp.231). As

GAOGK YlFye 20KSNJ FaLlSoia 2F RAalof SR LIS2L) S¢

grounded in their situated knowledge about what is necessary to enabie tfobility. Yet
in this case, that meant Anthony ignored behaviour he felt was unacceptable and was
selective about the issues he complained about (an issue that will be further discussed in

Section 5.4).

Several participants described situations whdreyt had been made to feel humiliated or
embarrassed. Such situations were generally caused by one of two factors: the measures
they were forced to take in response to structural inaccessibility, or the behaviours of other

people towards them. The archetypexample of the formerwasthe0 £ f SR Wo I O]
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GNBFOGYSyiQy GKS 6ARSALINBIR AaadzsS oKSNB GKS
0dzAf RAYy3 FT2NJ GKSY a | gKSSt OKIANI dzaSNJ g1l &
entrance used by ncdisabled people(Edwards & Imrie, 2003mrie, 2000a) This is yet
another spatial signifier of differendémrie & Kumar, 1998hat demonstrates the inter
related nature of material and social factors in disablement. Jessica described how this could
involve being taken through nepublic areas such as restaurant kitchens, while her dinner
companions waited for her at the table:
Gold KS NBadl dzNiNB/dey R Gd ZF FBK S 2@211O01YS2F GKS 0 dzA
them to move the bins, then they opened the back door to the restaurant, and |

2y
Wi

f R

KFR 2 ¢l AG F2NJGKSY G2 OftSINIF 20 2F GKS
Odzif SNE YR F22RXYX8YGIBYQHttZ ORS¢ 5y PDANRK
32 GKNRdAZAK (GKS ({AGO0OKSYX wlyR86 L (GK2dzaAKG Wik
1y26z AdQa avSitftez Al ¢glayQid OftSIy>s L RARYU
that was an acceptable way of letting awlie®© K A NJ dza SNJ Ay G2 | NBadl
g yiSR8 (2 KIF@S | yA0S S@SyAy3d 2dziX odzi «Sy
gla y2 YySSR F2N YS (2 -jdud&interiielzy Af A § SR 0 WS 3

Although she complimented the restaurant and staff overall, her aothighlights how

structural disablement can cause psyefmotional effects. She noted that i K S NB & K 2 dzf R

KIS 0SSy forherSaiadcSssldhesréstaurant. Her experience demonstrates how

a clumsy attempt to promote accessibility did enable whieailcusers to access the venue,

yet the experience of that access was so different and inferior to that of adisabled

person that Jessica felt humiliated as a result. It suggests the restaurant had focused on
GAO1LAY3 (GKS Wo 2 E @dimsight inthdvéaidisablediperson woultl fgeR £ | O

about this experience when it was implemented in practice.

Ly 2GKSNJ OFaSaz K2gSOSNE (GKS K2alAtsS [OGAz2ya

people towards disabled people were more direct examplgssycheemotionaldisablism

(Reeve, 2014, p.93n sane contexts, this involved nedisabled people disbelieving or

otherwise invalidating the situated knowledge of participam#hiletravelling withDavid |

witnessed howl KS 6dza RNAGSNJ AFy2NBR KAa dzaS 2F (KS
at subsequent stops. As the bimegan topull awayfrom the second stop, healled outto

the driver toalert him that he wanted to get offin response, the driver shouted bac
aggressivelpccusng him of not having pressed theallbutton at all. The experience of

beingforced into a confrontation withhe driver, who had publicly accused him of lying,
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clearly annoyeé@nd humiliated David. This was on top of him having been inconvenienced

by having to alight a stop beyond where he had originaliypéd.

Similarly, Amber explained how because society as a whole does not consider that disabled
people might also be parents, facilities or services aimed at those with small children are
often inaccessible. In turn, this can lead to interactions in Wwhieir role as a parent is
devalued by the attitudes of nedisabled others:
GOGKS 101 2F | 00SaaAiroftsS OKIy3aAy3a FNBlFa 7T
where a child hasto have analile2 RA SR LISNE2Y Ay SAGK (GKSY?
arguments at the frontdesk about why | should be able to take a carer in with me
gAGK2dz GKSY OKINHAYy3a (G4KS OF NENX wt¢KSe a
OY® RIFIAAKGSNBDP L ySSR | LKe@aAOFf LIANI 2F
postjourney interview)
Inthisc& S &0 NHzOGdzNI £ RAalFoftAay OFdzaSR AYUSNI O
emotional wellbeing by calling into question her ability as a mother. As before, the situated
knowledge that disabled people hagén this case about parenthood, and the accetisjb

adjustments that may be necessary to enable them to fulfil that cakeseemingly not

considered by service providers.

However, beyond these incidental acts of invalidation participants also described directly
discriminatory forms of psychemotional disablism, such as receiving abusive comments
FNRY 20KSNJ LIS2L) So® {dzOK Wi 2g fSOStQ LINE2dzRA
R2YAYlFyld O2yOSLIiAz2ya GKIFG Sljdz2 0SS RA&FOAT AGE
which risks obscuring the gvalence and impact of these kinds of everyday discrimination

on their victims(Hall, 2019)and can undermine the perceived safety of everyday spaces

that disabled people aess(Healy, 2020)

Jessica gave two examples of this kind of-level prejudice. First, she recounted an
interaction with another shopper in the confined environment of a shop, and his reaction

when she asked him to make space for her:

GAG gl & NBlIffe odzaex GKS 06f21S KIFIRyQi as.
RARY QU Y2@Ss FyR L alijasRapped hirh ghithe yagk K| Ry Qi
YR &4FAR WSEOdzaS YS LX SI&aSz O2dzAZ R L 3ISG
YS YR &alAR WgKeé RARYQU @&2dz 2dzad SFTFFAY3I |
08 GKIFIGX L RARYQG al e I ytthénKjusyletthe ship 2dza i
YR GKSYy ¢Syl KeuM&inteiow$a air Ol = LI2ai
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Shewent on to explain how her subsequent visits to that area were coloured by this
incident, and she described having to make a conscious effort to return in the facehof su
discrimination. Initially, the incident acted as a constraint on her desire to go into the shop in

guestion, though it later provided an impes to exercise her right to do so:

GOGKS ySEG GAYS L ¢Syl L (K2dzaHedtheWL Y y230 32
YySEG GAYS L GK2dAKGEZ wesSa L Iy 080FdaAasS LYY
GKFGZ GKFGdQa gijpngydanteeview WSEa A OF I L2 &

Jessica also described a separate incident when someone who had parked in a disabled

parking bay shouted at héhat disability was @ f A F S. SBekegplaidesl fiow the psycho

emotional impacts of such horrible interactions could linger:
aLGQa Fff OSNB ¢Sttt YS alreéiaya L R2ydid OF NB
R2Yy Qi3 odzi GKSy X i KSINBG KKINES 2062503 ye daaziy Si KAyyald |
a2 ylradex a2 dzyySoSaalNER:I | yRX 2dzad ONMHzSt QX
LQ@S KlNRsysé dzLJ I € 20X 6SAy3a Ay Y& OKI ANX
OSNE yAO0SQ YR L 2dzal00K2PP FaRbzi NROKY Rdzi RE
SELISNASYOSa RAR NBILffeée AYUAYARIFGS YS | yRX A
journey interview)

WSaaAOl Qa SELISNASYyOSa RS Y(Repue RO, p.SepuwdxauseW Ol a 2

psycheemotiond RA &l 60f SYSyd | Y2y3ad Sd&ndcoulhav&k I NRSY SR

aYl 22NJ AYLI OO0 2y | RAalofSR LISNER2YyQa ¢StftoSAyYy:

ga RA&AlIOEAY3AT o6dzi GKIG GKS LISNBR2Y SELISNASYOS

A

knowing how the next stranger will react to thefReeve, 2012, p.80Experiences like this
can lead to some disabled people actively avoiding particular modes of trawlire,fand

therefore directly constrain their mobilitfwVilkin, 2020)

A common theme in many partidipy § 8 Q | OO02dzyia ¢l a 0(GKIG GKSANI S
WEYOGAOALI 02NB GSyaAirzyQy GKS SY20A2y Lt € 02 dzNJ
even expectation, that things might going wrong on their journey. Such expectations were

rooted in their uated knowledge and experiences of things having gone wrong in the past,

in some cases on many occasions. It is important to note that although individual incidents

of (direct or indirect) psychemotional disablism may seem harmless or -afis, Reeve

notes that these are often experienced on a daily basis and so can have a cumulative effect

on their selfesteem and sel€onfidence(Reeve, 2012, p.8® 5 A RQa GSadGAY2ye@ :

this cumulative impact on his psyciemotional wellbeing:
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GOSNIIAY (GKAYy3I&a KI @S 3I2yS gNRy3a a2 Ylye
do them again, yougeta very tight ¢ OK> {1y 2¢Ay 3 GKIFGX (GKAa
wrong, this could be upsetting, someone could be rude. | may not be able to make
GKA&a 22d2NySéd ¢KSNBE O2dzZ R 6S &a42YS | 3aNBa:
OFSStAy3a Aaeé X SISy attigbAHeBus &tépDd&oreil'geldl 2 FF 2
I Oldz- £ £& &adl NISRX | yeidKAyjaunayyn@gievdA y 3 0 NI
lf 0K2dZAK 5F AR RARYy QU fSG AdG aid2L) KAY (NI @€
this anticipatory tension affected their tval behaviours, such as explaining how they would
not go to places they had not been to before or would not use new routes. Jane, who
commuted by train on a daily basis to her fiifhe job, explained howshé ¢ 2 dzf Ry 4 G 32
my own [to a new development aitycentre8 X 2dza G Ay (QehepSstidurney S & { «
interview). Instead she said she would travel with a friepdysonal assistant, or family
memberuntil she was confident about the accessibility of that environment. Previous
experiences of structural inaccessibility thus led, in this particular instance to a specific form
of psycheemotional disablement for someone who was otherwise very independést
restriction of certain activities, and an enforced reliance on other people. When participants
described this kind of anticipatory tension, and their lack of confidence that a journey would
go well, they often drew upon past negative experiencesxjpl&n their low expectations,

or to highlight how and why they had changed their behaviour.

LG Aa ¢2NIOK y20Ay3a GKIG GKAA FT2NY 2F SY20A2
own direct experiences, but also by those of their friends and aicqances. In this context,

shared social networks provided a means by which experiences were shared and discussed.
Ravi highlighted how hearing about the negative experiences of his friends had discouraged

him from using public transport himself:

GL YAARG FSSt FdAfte O2yFARSydG G2Xx 32 2y |
GKS aid2NASa TNRY Y& FTNRASYRAX LQY 2dzad aol
KFELIISYyS>S 0SOFdzaSX L R2y QiU NBlIffe 1y286 K2g
[would] feel quiteddzf Y SNI 6t SX LIS2LIX S 6SAy3I NHzZRS® hN
LA OK2f 23A0Ff 1AYR 2F |aLSO0Ga LQR 65 Y2NJ
GKSNBEQa olF0v adSLI 2N a2YSUKAYy3aId tS2L3) SQa

notreally faced alotof KS RAAONARYAYlFGA2Yy OGKIFGX | 24
SELISNASYOSR:E yRX AlUa ljdaGS akK201Ay3 (2
KSINR®E Oowl @A AYUSNIIASHO



¢KS FIFOd GKFG wk@A LI NOGAOdZ F NI &8 KAI®EAIKGSR
interactions with others as being a greater concern than physical inaccessibility, despite him
FOly2¢6f SRIAYT GKIG KS KFR y20 FIFOSR YdzOK RA&O
2T Ay OH(Redvk R014\ R 9B)Rinst a single disabled perscanimpact upon many

others. Any individual act of psho-emotional disablement can affect the broader disabled

community, whose shared experience of disablement and discrimination forms the basis of

common aspects to their situated knowledge.

In light of this anticipatory tension, many participants desedilbheir sense of disbelief or

even joy when their journeys went better than they had expec#hber explained how,

despite having had good experiences in the past, she still felt a physical sense of relief when

things went well on a journey. She relattis to the sense of uncertainty she felt every time

she embarked on a trip, and the unease she felt not knowing how it would go:
G, SAaGSNRIFIeQa 22daNySe glayQi K2NNBYyR2dza>x SalL
asked, he smiled, jumped down, pulled thmp out and | went. Great. What | find
dzA 0S alR Aa GKIFIG L ONBFGKS | aA3aK 2F NBf AS
GKFG 0SOFdzaS L ySOSNI 1y2¢ 6KIG GKS 2dzi02YSC
0KS 06dza RNA @SN a&-jobrdgirBerviewdl G @¢ 0! YOSNE LJ2 &

As with the vigilance described earlier, the anticipatory tension discussed by many

participants highlights an underlying issue relating to the psyamotional labour that is

experienced by disabled people. Facilities such as bus ramps, aitridb reduce disabling

OF NNASNARAZ INB Fa420A1GSR ¢gA0K I KAIK RSINBS 2

When they go wrong if compromised by poor maintenance, the hostile acts of another

person, or a process which is inflexible to the linegds of the people they are supposed to

assistc they impose further emotional and physical labour on disabled pedfdgche

emotionalexistential insecurityReeve, 2012, p.8Glatesy 2 i 2y f & (G2 RAalof S L

uncertainty about how others might atwards them but also to unease about the very

features and services which ought to reassure therthefaccessibility of environments.

The vulnerability of these accessible services and facilities to failure also risks undermining
the situated knowledge that disabled people have accrued of workarounds that enable their
FOO0Saad ! Yo SN HFourd ¥anthaf she faltidlied in thikcSntext
demonstrates her recognition that she ought not to feel relief for such a fundamental thing

to her mobility as being able to access a bus.
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Feelings of anger, irritation, annoyance and frustraiiothe face of disabling barriersame
through veryclearlyin some interviews, as well as being a recurrent underlying theme
amongst most participant®s with the anticipatory tension discussed above, they were a
response to experiences of structuditablement(Reeve, 2004, p.85kiven thefrequency
of these incidents, some participants described how this imposed a recurrent form of
psycheemotional labour on them:
GhKH ' ff G4KS GAYST LUY Ozyaidlyidtex aiNBa
I YINE ®¢ gourneyifeviewd2 A i
For most participants,such feelings typically related to occasions where things went wrong
unexpectedly, such that their plans were thrown into disarfayr exampleDavid explained
how it was the unanticipated thinghat causechim the most annoyance: that deypected
GKAY3Ia YI1S YS I yaINE o 9Dalidpasohrhey iSterdew.amhie S Y S
accompanying him in central London, | observed this for myselr Aad parked across a
dropped kerb, andavidwas forced to drive his wheelchalongthe road for a
considerablalistance before being able to remount the pavemanthe next dropped kerb
Reflecting on this incidertturing the interviewas he watched the video footage he had
captured, heaskedd® G KA a (GKS 2y S ¢ KSWie he codld ldaughWBodzO| F
the situation in retrospeginotingd ¥ S St F NB Sswaazind®] SASLI ALIQ Yo (yK2Sh ¢
| 6 2 dzit wak dldar that the situation had caused him genuwinaoyanceat the time.As
he explained in the interview, these incidents had a real impact on his life which lasted
beyond the moment itself:
GOGKS I yaSNJ I 62dzi a2YSGKAY3 32Ay3 gNRYy3IX
0ST2NBKIYRI R2SayQi SJI Liesolr, terse, angrji KAY Y2 Y
dzy KI LJLIE FSSEtAy3IX L FAYR Aourney intdidseiva Fdzf | £ G
Similarfrustrations and emotionsvere expressed by several participantéiese negative
experiences and the emotional cost they imposed formed an nalguart of the situated
knowledge that they possessed about the experience of being powered wheelchair users,
including thedisabling barriers they faced compared to rdisabled peopleThese aspects
of psycheemotional disablism were alsdosely relaté to other aspects ahe emotional
and physical labour they were forced to undertake to overcome these barriers: the constant
vigilance necessary to exercise their mobility; the needlessly disabling environments and

interactions and their feelings of beg on edge and tense that all of these situations
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prompted. Anger and frustration were thus responses to everyday experiences of
disablement. Some participants also framed these emotions in relation to their legal rights,
expressing their anger that theyare prevented from full participation in society because of

disabling barriers.

It is worth briefly noting that disabled people may experience psyanotional disablism in
different ways and with different intensities, and some may not experience il éRaeve,
2004, p.85) Otheraspects of their identities, such as gender, age, and parenthood status,
also influence individual experiences of psydueial disablemenfvalentine, 2007;

Sawtiuk, 2012; Murray et al., 2016puch variations were reflected in some aspects of

LI NGAOALN yiaQ | O02dzyiad C2N) SEFYLX S WLHyS NBO

and a friend home after a night out until another woman intervened:

Ge2elf Ay wiKS (GIlEAB8 yR (KSeUgsS 332G | NI YL

NI YLIQX ¢S ¢SNB 3J2yyl KI @S (G2 glf1 K2YSX |
the early hours of the morning. Until this woman got in a taxi, saw that it had a

ramp, and basical NB FdzaSR (G2 tSi KAY Sl @S gAlK2dzi
gl a OSNE al FS3z &2dz O2dzZ R GSftf ¢S 6SNByQi

aleAay3a ¢S R2yUl (y2s K2g (G2 3ISG K2YSX 4SS KI

(Jane, posjourney interview)

For two young women who were in their late teens at the time of the incident, a long walk
home in the middle of the night in an unfamiliar city raised questions of personal safety that
may not have been perceived as so significant by someone of a diffegendr gender. Jane
felt that this situation happened because the taxi driver would have had to exert more effort
to carry a wheelchair user than a ndisabled passenger: they would have been required to
get out of the car, deploy the ramp, and secure theeelchair properly. An issue of

structural inaccessibility was compounded by the direct psyamotional disablism of the

GFEA RNAOGSNE 6KAOK Ay Gdz2NYy 6+ & | LI NIAOdz I NX &

and wellbeing. However, this incidealso highlights how a nedisabled passed &€ Q& | OUA 2y &

mitigated some of the negative aspects of this experience, suggesting ways in which
structural and psychsocial disablement may be addressed through individual and societal

actions.

The characteristg of psycheemotional disablement experienced by participants are both
complex and deeply intertwined with their experiences of structural disablement. The sheer

variability of environmental factors such as unreliable lifts or the attitudes of staff lead t
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unpredictability, heightening the psyckamotional labour imposed on powered wheelchair
dzZaSNBR® ¢KSasS |aLlsSota NS Otz2aSte ftAYy1SR G2
and disabling environments, and the workarounds rooted in that knowlebgethey have
developed. As described in Section 5.2, participants faced challenges when conveying their
situated knowledge and expertise to nainsabled people, who did not share at least some
similar experiences of disablement and working around barriEings is even more the case
given the complex relationship between structural and psyehwtional disablement and

the invisible nature of the latter. Moreover, an additional challenge is posed by the primary
way in which disabled people can convey thstinated knowledge to service providers: by
making a complaint when things go wrong. As the following section explores, not only is this
ineffective in bringing about systematic change, but it typically imposes further physical and
psycheemotional labouron disabled people which compounds the structural and psycho
emotional disablement they already experience. As such, despite complaints often being the
only way for dsabled people to feed back about issues, they are a poor way of conveying
situated knowlelge about their experiences of structural or psyamotional disablement.

5.4 Complaintsan Ineffective,IndividualisedVay ofConveyingStuated
Knowledge

As described above, during the journeys and interviews many participants talked about how
their knowledge was a valuable resource that could be used to improve access for disabled
people. Although this applied to a wide range of issues, the dominant fateocessible
SYPANRYYSYyGa Ay LINIAOALIY(IAaQ SOSNEBERFIE fAQDS
with service providers relating to concerns about access. However, they often felt frustrated

in their attempts raise awareness amongst service prengagbout the barriers they faced,

andin their efforts to bring about meaningful change through such engagements. These
frustrations were linked to both the processes of engagement with service providers, and

the outcomes of these processes.

Participantdescribed being funnelled through particular sets of formal processes, most
often complaints procedures, which were not necessarily appropriate to the issue at hand.
This was regardless of whether or not they actually wantedomplain, or simply wantetb
feed back to improve service provision for the futufgne described how, when she asked
why the powerassist on the front door of a local shop was so frequently turned off, staff
assumed she wanted to complain to the manager. She described her frostveith this

attitude:
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GL R2yQd ¢yl (G2 aSS GKS YIFyFr3ISNI F3AFAYS LQ¢
, 2dz2Q@S 320G GKS ol O0S&aaAoAf-jpumeysinteligwder LIY Sy (13 €
Even when participants were truly motivated to submit anfial complaint, they often
LISNOSA PGSR (KS 2 NtEbeyhdiftedeni dr lafi€naate NIaadLfdgind #hét the
repeated incidents he raised with his local transport authority were handled as isolated
customer satisfaction issues, rather than syskefailings that ought to be addressed:
GoAld A& asSSye Fa | OdzadG2YSNI &SNBAOS AaadzsSo
GKFY GKFGX LQ@S NI AaSRcioNlgAasixa@ag2lyt | Ay as &
O2YLX FAydaXx FyR L 3StdydaiOlF tHf (25T L K SIS 1S (18
regretting what had happened, apologising, saying that the person will be
interviewed, and wet| nice words, but blah blah blah, we have a policy that
everyone should have the right to travel. I'm not sure that anything behimd
a0SySa | OGdzffe KILLISYya -pneyinehds® S YI GG SNAd
5 GARQAE SYLKEENNIDAA Vi -SKES BAVBXMYE ¢ Yy I GdzNE 2F GKS A
with the operator highlights another challenge of making complaints: the ribleioig

treated as a serial complainer, rather than someone raising a genuine problem.

Yet even when they complained about a specific-offéncident, participants felt that the

responses were dismissive. Peter described complaining to a train operatot abdssue,

only to receive a dissatisfactory response that failed to offer any reassurance that the

organisation would prevent the issue from happening again:
GL 2dzad 33240 + tSGGSNI ol Ol aleAydas W{2NNEZ g
was it,nothing else. Which I find quite difficult to swallow, really, because |
wg2dz R6 fA1S (2 1y2¢ 6KIG GKSBQNB 3F2Ay3 (2
KIFLILISY I 3 A yoorey interfiewps NE  LJ2 & U

These examples were typical of the experiences of comiptlaat participants described to

me. They often expressed the belief that complaints they raised with service providers as

individual disabled people were usually handled in isolation (if they were handled at all),

rather than being taken as potentiallydicative of systemic issues that could be addressed.

In some cases, complaints were entirely ignored, esdipvice was paid to the complaint but

the underlying issue which gave rise to it was ignored. Melissa distinguished between

responses from indivigal members of staff, who were sometimes empathetic and helpful,

from that of the organisation as a whole:
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G¢CKS AYRAGARdAzZ fa ¢6K2 LIAO] dzZLlJ G§KS LIK2YyS | |
02Re AGaStTX &2dz 2FGSy 3ASG || @EBe2R NBI OGA:
phone, but then it doesn't go any further with the body, the body doesn't do
Fy@idKAYy3 (2 GNB FyR YI 1 Soutngyénieidwy 3 06 S0 G S NJ
In such interactions, it was left to individual members of staff to express empathy, but the
underlying concern that was being raised by the disabled person was not dealt with at an
organisational level. Indeed, some organisational respoiises RA & 6 f SR LIJS2 L)X S
explicitly called into question their account of what had happened. Davourged how his
testimony was contested by staff, and without any way of corroborating his account, he felt
that he was being accused of dishonesty by the organisation he had complairiealcteel
described how, although organisations would not be so expigctocall her a fantasist, that
was the underlying implication of their response:
GL LY I 62YlFYy 6K2 gNARGSa | t2G 2F O2YLX | .
GAGK GKAA RARY QO KILIWISYys>s @2dz FNB AYFIAYyA:
al e ARaALR (1Y Si2 2dzNJ adlF FF YSYOSNIFYyR GKSeé 3
(Rachel, posfourney interview)
Another aspect of this was that many of the issues that participants faced were challenging
to express in the form of a written complaint. As Peterlaxped, this enabled organisations
such as local councils to sometimes entirely deny that a problem existed at all:
GAGQa OSNEB KIFENR (2 O2y@Seé (2 &a2YSo02Reé& 4K:

7 oA 7

tryingtosendtheman® | A f 2NJ I f SEVSHKS82LIO2YEX NG @X
OFrasS 2F3 WhKz ¢SQfft t221 0 AdGeQ ' yR GKS
FAYST GKSNBQa y2aG F LINRofSYPQ ' YR GKIFGQaA
(Peter, posfjourney interview)

This speaks to the rge of difficulties that disabled people face in conveying inaccessibility

and itsimpacts on their lives to nedisabled people including decisionakers(Rodger &

al., 2016) As describeéarlier in this chapterconveying psychemotional disablement such

as the impact of the poor attitude of transport staff can be particularly difficult. Amber

explained how people processing a complaint may not recognisd-thad dzi R NA S NID &

attitude would not only be both directly psyckamotionally disabling but could also make

harder for a disabled person to then manage their interactions with other passengers:
aLIQa OSNE Sl aeé (2 RAulBsYmetinies thi@aidithdt | y R A
huffing and pulling a face actually has more of an effect.
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Ladzr tfes GKS LIS2LX S GKFG 22dzONBE O2YLIX F AYyAyY =
R2Yy Qi dzy RSNRGFYR ¢KIFG KdZFFAYy3I FyR Llz t Ay3 7
0KS o6dza FYyR GKSy @2dz OFyQild YIylF3aS GKS 23G§KSN
already been dismissed as a nuisance [by the driver] and everyone gets the idea

that they can treat you like trouble and a nuisance and everything is your fault

If | complained tdhe bus company that he had huffed at me and pulled a face

GKSe g2dZ RYyQl 1yY26 6K& Ljousneinte@2wjLI I Ay Ay I dé
' YOSNDRAa O2YYSyida y2i0 2yteé NBFESOU GKS FTRRAGA?Z
manage interactions with otherScully, 2010Q)but also emphasises, as already discussed in
Chapter 4, the critical role of staff in facilitating interactions with other travellers and

contributing to good or bad journeys.

In light of such rgsonses to their complaints about disabling experiences, participants often

talked of not having any faith in complaining. Amber, for instance, went on to explain how

she would not have complained about the negative attitude of a bus driver towards hér, as

was not cleaicut enough to a nofisabled person as being problematic:
GL ¢g2dA R tA1S G2 O2YLXIAyYysS odzi L KIFI@GS y2 |0
Fy@GKAY3 02dzi AG 06SOlIdzAS wGKS RA&AFOGEAY3I Ay
a6SIN FdIRYQX P8 RARYR 2dzi NBTF¥dzaS (G2 RSLX 28&
complained about. There are concrete things that you can complain about. Bad
FGGAGdZRS Aa y20 2yoBmegifitenie)SY P 0! YOSNE LR ai

l Yo SNNa SELISNASYOS LINE OA R Shersitugted &nbwleddelt S 2F |y

about what makes an interaction disabling for her would not be taken seriously by an

organisation. Moreover, her situated knowledge as a disabled person was such that she

knew this to be the case, and therefore would not submit a plaimt about the behaviour.

An important common element to all of the above forms of organisational response is that,
OKNRdzZAK GKSANI FILAEdzZNBE G2 |Oly2¢ftSR3IAS GKIFG LI N
systemic disablement, they individualised thsus that was being complained about. Not

only did this mean that systemic problems were not addressed, as described above, but it

Ffa2 NBFEtSOGa I YSRAOIFITfAASR dzy RSNERGFYRAY3 27F
disabled person is implicitly loed in themselves rather than in the disabling environment

or situation. Furthermore, even where organisations acknowledged a problem in response

to a complaint, their responses typically also located the problem in an individoal

example, the staff mmber who had fallen short of expectations. Again, this individualised
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framing is problematic, as it fails to account for or address wider systemic issues that need
an organisational response such as training. As such they enable the organisation to deflect
from their owncomplicityin the provision of poor service. This is despite the experiences of
people such as David, who had repeatedly complained about the same issue across many

different journeys, suggesting the need for systemic changes.

It is also wath noting that participants typically framed their comments about feeding back

to organisations in terms of how things could be better. None expressed any eagerness to

submit complaints, but they sometimes felt it was the only way to get a service praeide

engage on an issue. However, complainiragi$go a different set of problems, as it involves

expending a significant amount of time, effort, and emotion. The act of complaining thus

imposes psych@motional costs on disabled people, as was evideéhtfr | yy SQa O2YY
GL gl a LINRIOGAGSt e NBLRNIAY3I SOSNEOGKAY3I
0SOFdzaS LI NI FNBY LIS2LIXS GSttAy3a YS GKS
2y | RIFIAf&@ olairazr 1yS¢e GKS LINROf Bs¥az O2dz
o O1 O2yaidlyidfeéed b2gX L R2 A0 odzi LUGS
old nag, but there are so many areas that are dangerous, or unfair or just really

badly made, that | could spend every day moaning about something and that
brings me down.

{2 L KIFI@S (2 OK224aSs L KIFI@S G2 OK22asS Ye,.
SYSNHeX 06SOFdzaS AdUa y2i0 2dzad gNAROGAYy3T 2y
GKSe &aleé& WwWOlry @e2dz GI1F1S YS (2 G4KS &airxidsS Iyl
weeks.
AR a2 Ffaz2Xx Ad R2Sa AYLIOG 2y @2dz2NJ 246y Y
y202Re SfasS KlFha O2YLX IAYSR |o62dzi GKFGZ A
GKSYy @2dzdNBE GNEBEAY3I (2 O2y@AyOS GKSY GKI G
Y2 NB S Y2 drairkd; byfit &lle S6 | do report some things, but | have to
OK22aS YvYe fAGGES oGOt Sa NBlIffted | YR K24
(Anne, posfourney interview)
b2G 2yfé& R2Sa ! yySQa [-@dOtuaycdsts &fkanibing, Biti RA NX
also highlights the indirect psyc®dY 2 G A2y I f O2adGa OF dzaASR o6& (KS
KSNJ O2YLX Ay . & OfFAYAYy3 GKIFIG Wy202Reée St a
organisation belittle the significance of their experiencétine, but also implicitly frames
KSNJ Ia GKS f20dza 2F GKS WLINRPoOfSYQd ¢KA&a Of 2
acknowledge that the issue or barrier raised by an individual might affect others or be a
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systemic issue in need of collectNeS RNBaa® ! yySQa O2YYSyid-1Ifaz
emotional costs associated with submitting a complaint had to be balanced against other

priorities including her own levels of energy. This point was also picked up by Jessica:

GATF a2 YS iledmg 3 wonld[feédiback], MAhad the energy. And if | had
GKS FToAfAdGeX Al 2dzaG RSLISYRa AT L O2dzx R ¢
SYSNHe |yR K2¢ YdzOK (GAYS KIFIR fFLBASR FyR K
serious enough, and I when lhavéShg ¢St f Sy 2dzaK L KI @S NI Aa
postjourney interview)
To complain about disablement is to take on additional labour, both physical and psycho
emotional, beyond the experience of disablement that prompted the complaint in the first
place. The costs and perceived futility of complaining, alongside the shepritybof
OF NNASNB GKIF{G YAIKIE LINRPYLWG | O2YLX I Aydx |faz
complaint.Participants faced a conscious choice of whether or not to complain: they
weighed up the costs associated with this, such as having to reeosituationagain and
not wanting to risk the consequences of making a complainthémy described the factors
that played into his decision, recognising that his efforts would be better spent elsewhere in

order to bring about change:

N N

G0 KSNBQail AOrSday (8f232 332 a2YSHKSNB YR AU0QaA Ayl

RAZSONAYAYEFGAZ2Y Ay 2yS gle& 2N Fy230KSNJ FyR
AK2dzAf R NBItte R2 42YSOKAY3 Fo2ddi AGzQ AdQa

laminmychairuntlid 2QO0f 201 |4 YAIKIGZI L gAff LINROI of

examples of discrimination, be it built environment, attitudes, policies or whatever

Al YIed 0S® L O2dzZ R &aLISYR Yeé gK2fS tATFS | NHA
going to change anything. lcahSf f | 06dz2 RNAGSNE W, 2dz0 @S 3AAC

ASNIAOS:T e2dzugdS o06SSy NBIffe RAANBALISOG T d
y20 3F2Ay3 (2 OKFIy3S yelKAy3IX !'3ALAYyS (GKI G
82dz ONBI 1S OKI yjaBayinterviewy § K2y &> Ll2ad

Similarly, Rachel explained how she was selective in the feedback activities she undertook to

service providers:

GL R2 GSff LIS2LA S (GKAy3Ias o620K Ay F2NXIf

atthem, and also via just lik&, SSRo I O1 F2N¥Xasz 2NJ 6KI G§SOSNWP L

Fo2dzi 6KFG LQff Lizi Yeé (GAYS Aydz2e L O2dz R

YVSOSNI I OKASGS yeadKAy3a:T a2 L GNB d2 o06S |1jdzad

journey interview)
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She went on to explain oad Yy A OSt & y A O Sdodd dag of dSysidis| wihérehy/aa ¢
more robust approach invoking the Equality Act led to physical improvements from both
private and public organisations in a few months, concluding that such an approach was
G KA IKE & éA®3neE iBflodiesl éh relative strategies of complaint, she noted
GL 3TFdzSaa Al RSLISYRA 2y 6KIFG @2dz I NB (NEBA
kind of catharsis then often | think live journal might be a better route than a
O2YLX I Ayl sk td¥hsre yodr mésidgizabdut what upset your
journey, you can fill in a feedback form, but nobody is going to necessarily going to
R2 lye@dKAyYy3 | 0 2jdaineyintediéw) o wl OKSt = L2 ad
This awareness amongst participants about the relative effectisgioé different strategies
of feeding back to service providers and bringing about change will be further discussed in
the next chapter. However, it is important to highlight that participants recognised that to
file a complaint wasypicallyan ineffective way of addressing access barriers. It often had
considerable costs for little meaningful gain and individualised the structural nature of the
barriers they were trying to highlight. Furthermore, it was perceived as not conveying their
knowledge and expé¢ise as powered wheelchair users. Recognising this, some participants
talked about other ways of bringing about change through more meaningful engagement
with their situated knowledge, through more formalised or structured processes of

engagement with desion makers.

Oneareadiscussed by several participants what of infrastructureplanning This was a
R2YFAY Ay 6KAOK (GKS& FStfd RAAlIOfSR LIS2LX SQ3
environments and service accessible could be constructiygdiieal. They talked about how
the early involvement oflisabled peoplén development projects couldelpto ensure that
their needs and requirements were consideraoan early stage. As Matthew explained:
GL R2 GKAY1l GKIFG RA adobdsdyRheniBifgsirSbeidgk 2 dzf R
L F YYSRX C2NJ AyaidlyoOoSz y2 G2AtSia o0SAy3
should be] approaching organisations like the [campaigning group] for opinions of
disabled people, or other disability pressure groups beangudted before these
GKAYy3a FNBE RSaAIAYSR -oushdy inéetviend ®¢ dal GGKSg 3
Similarly Anne, the formerAccess Officer for lacalcouncil noted that retrofitting access
later on was more costly and therefoless likely to happen:
GLOQAADEA RAT2 OKIy3aS (KAy3Ia GKIFG KFE@GS o6S
YR aléAy3d WiKFEG Aa y2i NAIKIQX Aa gKI G |
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F3Sa GNBAYy3 G2 O2y@AyO0S (GKSY AdQa y2d NAIKI{
thisyear,sotB& Qf f R2 Al ySEG &@SFINE FYR ySEG &SI NJ

GKS LINA2NAGEQa a2YSOKSNBE St-jaey ¢KIF dda (KS
interview)

Such comments emphasise the value of involving disabled people at an early stage when

planning infastructure, in order to effectively utilise their situated knowledge and to

influence projects before they were finalised. Howeygatrticipantsdescribedhow their

knowledge wasot drawn upon by planners and policymakers. There was a widespread

percepton that there was a lack of meaningful engagement by such professionals with

disabled people, and where they were involved this was too often tokenistic. One

participant explained how consultation typically only occurred after plans had been

developed, raher than as an early and ongoing processd over the course of their

interview related this to wider power relations between disabled and-d@abled people

N

GoKSY LIS2LX S ales WgSQNBE R2Ay3 O2yad#Z Gl GAz2y

with the peoplewvho have actually decided to do the consultation because they

R2Yy Qi KIFI@S (G2 GIF1S Fyéd AYyF2NXNIGA2Y 2y 02 NF
O2yadzZ Gl GA2Y | LILINE I O Kkplodukt®esapgraddd ofaidg 0 dzA £ RA Y =

somebody or people with you wholMae able to design the development and the
RSt AOGSNE LKIFIaS 2F GKAAa LASOS 2F g2N] X K2g

LRAYOG Ay + 026y LI FYYSNI O2YAYy3A AYy SAGK GKSA
WoSF2NE @2dz SPSyYy adl NIgAEUK f RKFAS I LIER LIy S> e 2 2

KFGgAy3 GKFG RAFE23dz28 YR @2dzQNB o0dzAf RAY 3

R2Say Qi KI LIISY A yY-jobkkeyiftdnied)dé 06! yiK2yes LkRai

Participants perceived such engagement as tokenistic, with little power to truly ndtue

outcomes, rather than participatorfArnstein, 1969and reflected that it did not draw upon
their knowledge and expertise. Their experiences reflect the wider exclusion of disabled
voices from technocratic processes of planning and development, which fail to take into

account their knowledge and expertisad thus reproduce disabling barrigiisrie & Hall,

2001a; Bromley et al., 2007; Imrie, 201®a) 5 A al 0 f SR LIS2 L) SQ&a Ay @2t @SY

projects is oft@ constrained by structural barrie(Edwards, 2001, 2002, 200@)nd access
has long ber considered marginal to the work of local authorities with limited resources
available for access work and a cautious approach to enforcing access tiplanging
regulations(imrie & Wells, 1993; Ine, 1997) Central government funding for local

authorities fell by nearly 50% between 2010 and 2018, and council spending on planning
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subsequent dropped by 52.8%, the single largest area of local government budget cuts

during austerity(National Audt Office, 2018)In this context, councils had few financial

resources available to improve accessibility or to do anything but the barest minimum of

statutory consultations on schemes. They are unlikely to have the capability, even if they

had the dege, to reimagine the power relationships at the heart of the planning process to

centre the needs of disabled people, as envisaged by Anthony. In addition, Anne noted how

accessibility improvements are often deprioritised due to the cost of implemeniiegn

even when they are legally required:
GAlUa 2dzald FlraoOAylrldGAy3ax Kz2¢g 2FGSy RAalof.
{2 S@Sy ¢6KSy @&2dz 320 .dzAf RAy3I wS3a GKI G |
Oy 0SS STl 2FF X yaliICEIRRYSPuredrd y@yEES &)
interview)

Although councils can refuse planning permission on access grounds, or require Section 106

agreements with developers to enforce adjustments to schemes to improve accessibility,

prior work has suggested that thiarely occurgimrie, 1997) Meanwhile, disabled people

are largely excluded from planning processes due to weak statutory enfordeasen

described above, and a planning system that seeks to minimise costs to developers and

encourages minimal standards of provision for disabled addesge & Hall, 2001b, pp.&7

66). Relying on the private sector in this way seemed futile, as Peter explained:
GUKS O2dzyOAff2NE alé OK&BSOI2NOQEQREB AKAGA )
RSPSt2LIYSyld G2 06S odAaftiae 2SSttt GKIG RSOSH
GSy &SI NBR o dz SOFdzaS 2F QI NAR2dza GKAy3a .
YR 0KSYy AGQa 02LIISR YR NK®A& QadzilK S Id &
iKSe8 ¢2yQi R?2 G 0SO0IdaS AiGQa y2id ySSRSR

0KS RS@St 2 LIY Sjguingyénteiewd G SNE  LJ2 &

> Qx O

In this context, disabled people have few opportunities to bring their situated knowledge
into the planning of new infrastructure, and thereby are typically unable to influence
developments at a sufficiently early stage for significant changes to be made. Even where
disabled people had been directly involved in a professional capacity in the playstegis

in the past, the lessons from their situated knowledge and expertise were not embedded in
the institutional memory of the organisations. Anne, the former Access Officer who was still
involved in local access issues within her community through aes&dgroup, reflected on

this as a missed opportunity:



boLid A&a6 RAAIFILIRAYGAYIS WYWOlFdzaS tA1S un &SH N
y26X gKIFIGUaE GSNEB 200A2dza Aa O(GKFG GKS LIS2 LI S
to me, because | was there, and Iwag|S X LINPRRAY3I GKSY Fft GKS
GKAAQY YR WiSiUua GNB (GKA&AQ 2N gKFEGSOSNIP Hn
GKSNBE Aa | 3L 6SGeSSyX ySg LIXIFYYSNERS ySé o
' YRX GKS@UNB aGAffoYfRXyHdKAKISaalrNS yYzaiob$f sy
dzy RSNERG22RY 2NJ KSIFNRX 2NJ NBEIAAagaNSBRD ! yR (K
interview)

t P NGAOALI yiaQ SELSNASyOSa 2F GKS LXFyyAy3d aeéa

lack of influence in the development of wanfrastructure, suggest two linked challenges in

Sy3ar3aiay3a gAGK RA&lFOfSR LIS2L) SQa aAdda G6SR (y2¢

and environments. The first is that specific individuals, including the planners and engineers

who work onthese¢ 3A NP Y YSy (ia > R2y Qidisabist Réopdace.[THisRsali KS A a2

specific case afon-disabled people notlzy RSNE GF YRAY3I RAalof SR LIS2 LI ¢

RAad0dzaaSR® Ly GdzNYys GKA& YSIya GKFG GKS @I f dzS

recognisednor is it embedded into the planning system or the development of new

infrastructure. This leads to a second challenge, as also identified by participants, which is

that these systems do not work well for disabled people. How these challeniggs be

I RRNBaaSRY YR AYy LI NIGAOdzZ F NI K2g RA&lIof SR LIS2

to and taken up by decisiemakers involved in the provision of infrastructure and services

in a more effective way than through complaints processes, is exaiin the next chapter.

5.5 Discussion

This chapter has outlined how the participants in this study have situated knowtextgas
powered wheelchair usergndof what it means to be disabled in a predominantly non
disabled society. Drawing on this situdtknowledge and expertise, disabled people craft
workarounds that help them to smooth their passage through hostile environments. As
such, their situated knowledge is a valuable asset, for it enables them to exert agency in
situations and environments thatould otherwise disable them. However, because this
knowledge exists at the intersection of individual bodies, environments, and technologies
that participants use to aid their mobility, situated knowledge can be difficult to convey to
others and is not vdely recognised byneRA &l 6 f SR LIS2 L) S® LYy | RRAGA 2
situated knowledge comes at ast because the process ité acquisitionimposes both

physical and psychemotional labour. Theociematerialsituations thatgive rise tat can
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be fraught participants leared workarounds because they hafew alternatives wherhey
come up against unyielding environmenghat is morethe psycheemotional costs that

lead to this situated knowledge are particularly hard to convey to-disabled people.

As well as helping them navigate a disabling society ondcdRyl &€ ol aAa> RAAl o f
situated knowledge and expertise holdgrsficant value for creating more accessible and
inclusive environments. However, as noted above the existence of this knowledge is not
widely recognised by nedisabled peopleand the value it holds is therefore not drawn

upon. This is particularly thease in technocratic domains, such as infrastrucfalesning

from which disabled people are systematically excluded. Attempts by disabled people to

feed back their experiences to service providers are instead often channelled through
formalised processesf complaint. These are deeply problematic: they are not only time
consuming and generally perceived as ineffectual, but they impose additional labour on the
disabled people who pursue them. In addition, they perpetuate an individualised framing of
the issuie of accessibility. This echoes a medicalised understanding of disability, as a
WLINROESYQ GAGK 'Yy AYRAGARIzZEE S FYR Ay R2Ay3

acknowledging or addressing systemic factors that result in disablement.

Participarts recognisd that their complaints are being framed in this way, when they
discussed the limitations of complaining as a strategy for bringing about change. Moreover,
they also recognised that for this to change, these issues need insteackitkhewledgd

as issues of collective concern. They framed their situated knowledge within a wider context:
of nondisabled people not understanding their needs, of being disabled by society, and of
the need for societal change. The data presented here thereforeestigthat more

effective processes are required to enable disabled people to better convey their collective
situated knowledge to nowlisabled people, in a way that could meaningfully lead to their
expertise being brought into the planning and deliveryrmire accessible services and
environments. The following chaptdiscusses$urther work undertakenwith some of the

participants, to explore their views about how to address these challenges.
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Chapter 6 Beyond Complaint: Pragmatic Approaches to Collective
Politial Action
6.1 Introduction

This chapter explores how participants envisaged that their situated knowledge might be
effectively conveyed to others to help bring about more accessible environments. It draws

upon the second phase of data collection, which involved group Skype worksftopsne

of the fifteen participants who had taken part in the first phase of fieldwork. The workshops
hadtwogoal¥ FANRGSE G2 @It ARFGS Y& dzyRSNRGFYRAY3
experiencess expressed during theterviews and journeys; ahsecond, to explore with

them their ideas about how these experiences might be effectively conveyed to others.

3 RSAONAROSR Ay (GKS LINBGA2dza OKI LG SNE LI NI A
make their way in a world built for nedisabled peopleAs such they are examples of the

types of knowledge disabled people have which coul@ baluable resource for socieity
creatingmore inclusive environments. However, not only was this knowledge acquired at a
personal costbut participants also felthat existing avenues for them to engage with
decisionmakers or service providers, such as making complaints, were limited and

ineffectualin creating meaningful chang&he workshops were therefore designedstart

fromLJF NI A OA LI vy (iendblirgBHemid dblaBoyativElyidiscusheir resporsesto

these experiences, and from thesedraw out their collective ideasn how best to convey

their situated knowledge in order to effect meaningful change.

Exploring my initial analysis with participantaseritical tovalidating my understanding of

their accounts of their livesndin recognising their situated knowledge and expertise. It
meantthatl KS ¢ 2 NJ & K 2distussiorOgtiiefst@gdies We§lopted in response

to disablement was groundkin their experiences, and provided a space for peer validation
and mutual learning. These aspects helped to foreground the political nature of the diverse
strategies they adopted to disablement, fromtime-moment reactions to more purposeful
activism an campaigning. This approach also highlighted how such strategies were typically
ANRBdzy RSR AY LI NIGAOALI Yy(GaQ aAidda G6SR (1y26f SR:Z
in particular contexts. Yet the workshops also reinforced how their repertoire cilples

actions was constrained by factors such as the labour involved when confronting barriers, as
well as their access to material, social, and political resources. The ways that the workshops
helped to validate findings from the first phase of fieldwarnl be briefly discussed below,

and this validation helped to frame the findings described in Chapters 4 and 5.
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| 26 SOSNE GKA& OKIFILIWGSNDa YAy F20dza oAttt 0S5
provided a forum for participants to collectively mulate a form of disability politics that is
grounded in the social model. This happened both through the substance of their ideas for
bringing about change, and through the very process of discussion itself. The chapter first
describes the structure anidrmat of the workshops. It then explores how the workshops
helped to validate the findings of the first stage of research, and how participants engaged in
processes of knowledge sharing and peducation about both practical and theoretical

issues relahg to disablement and disability politics. The chapter then briefly describes the
ideas that were suggested by participants, before analysing the common themes that
underpinned them that were rooted in a sense of pragmatism and political astuteness. The
chapter concludes by highlighting the links between how participants engaged in the

workshops and the ongoing relevance of the social model of disability.

The workshops described in this chapter provided a space in which participants linked their
individuall yR O2f f SOGA GBS SELISNASYyOSa (2 (kKz2asS 27
about shared injustice an essential pre@equisite for collective political actiofCampbell &

Oliver, 1996) They thus supported a form of politics rooted in social model understandings

of identifying and tackling societal disablement. In the ideas they put forvedicipants
madeaspirationalsuggestions for how thingsuld be differentthus usinghe social model

Fa |y W2LILR Backek & gampbellR28 AYaids$ which current disabling

practices and future alternatives could beeasured. Thavorkshops and th@ragmatsm

dzy RSNLIA Y Y Ay 3 LI NI Aptovidettay aékam@le df tReSsbcial mpdelSiNS F 2 NB

action.

6.2 Workshops
6.2.1 Overview

My initial analysis of the first stage of fieldwork consisted of epeding the transcripts of

the interviews that followed the galong journeys. This was informed by the videos and
photos captured by participants themselves in their use of JourneyCam, as well as by my
own observations recorded in contemporaneous field notes and reflections, phands,

videos. This process is discussed in detail in Chapter 3.

Having reached this point, | felt it was important to return to the participants to validate my
tentative understanding and analysis of the issues they had raised. It is especially important

for me as a nosdisabled researcher to be accountable to the disabled participants with
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whom | worked, as the inherent power relationships between researcher and participant are
heightened in the context of wider societal power relationships betweendisebled and

disabled peopl€Stone & Priestley, 1996In this context, | haveosight to foreground

LI NGHAOALI yGaQ (y26ftSR3IS yR SELISNIA&AST NI (K
position of detached objectivit{Stone & Priestley, 1996, p.703)

LY FRRAGAZYIZ L 6AAKSR (2 SELX 2NB K26 LI NIAC
serve as a resource for wideystemic change, for example by engaging with decision

makers to improve the accessibility of places and trans@&eteral participants also

mentioned that the possibility of exploring these issues was a motivation for them to take

part in the research, ean though lexplainedthat for practical reasontaking partmight not

involve directlyengaging with policymakers. Although at the end of each interview | asked
participants how they felt their knowledge could help to bring about broader change, there
wasinsufficient time to explore these issues in depth. There therefore remained
O2y&aARSNIo6fS a021LI (2 SELX 2NB K2g LI NIAOALJ
witnessed and they described to me in the first phase of fieldwork, were part of a sader

of collective experiences amongst powered wheelchair users that might, in turn, form the

basis of shared action to engage policymakers. There was also the chance to explore how
these common experiences might be brought together through collectiveglia to enable

shared sensenaking.

These factors led to my desire to bring participants together to discuss their experiences
through a group interaction such as a focus group or workshop. A key aspect of focus groups
is that they rely on interaction whin the group to generate data and insights that would be
less accessible without such interactigviorgan, 1997p.3). While specific approaches and
techniques vary, they are commonly organised group discussions around a specific topic
monitored and guided where necessary by the researcher, with their common distinguishing
feature being the explicit use of groupteraction to produce datéStewart & Williams,

2005, p.396)In this research, | approached the design of the group sessions as workshops
rather than focus groups, drawing on their use in HCI wlgexs one aspect of user

participation in design processesi K S & | Ndsrieitates towhid$ destabilising power
structures that might enforce #tonsidered technologies on groups who are not typically

O 2 y a dg¥ideSdR dl., 2013, p.430p this context, the goals of design workshops include

sharing control with participants, sharing expertise, and motivating chéviges et al.,
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2013) In line with my desire to validate my initial understandings and interpretations from
the interviews, | was keen to start from some of the data tpatticipants had collected,

using it as a prompt for collective discussion. Although | had initially planned to run the
workshops in person, because participants were located across England it was logistically
very challenging to find a suitable locatiand date that would have enabled many to take
part. | therefore decided to run these workshops online. Careful consideration was given to
the best way of doing this, in particular whether they should be run as synchronous
interactions (in reatime using & audio or videabased conferencing tool such as Skype),

asynchronous interactions (via an interactive website), or some combination of the two.

There are a range of advantages and disadvantages associated with either approach
(Stewart & Shamdasani, 2047) | 3@ Yy OKNRy 2dza YSOiK2R&X &dzOK | & u
O2 YYdzy A (i \MaéLeod ét blw2016, 201d) not require participants to all be online

at the same time, making them potgally easier to accommodate alongside other
commitments. They typically involve working with geographically dispersed groups, such as
those living with rare diseas€®acLeod et al., 2016, 201ahd HIMMaestre et al., 2018)r
those sharing a particular social characteristic such as expectant or new m{@nabhakar

et al., 2017) They are most often conducted via closed groups on social mediarpia

such as Facebook, with participants often recruited frexisting,public onlinepeer support

and communitygroups on those platforms. While it is possible to create or modify existing
digital tools to support online workshop activities, the ARCraaph can be used with

analogue activitieg such as diary studies or personasuitably modified for an online

setting(MacLeod et al., 2017)

However, adapting an existing social media platform in this way has several disadvantages.
Unlike the asynchronous communities described in the literature, because | had recruited
participants via multiple routes they were not all part of one-grasting online community

such as a Facebook group. | would have had to create such a community specifically for this
purpose, in turn requiring all participants to have a Facebook prafitebringing with it the
privacy implications of using accounts that are closely tied to their offline identities. In
addition to the ethical challenges this posed, | was concerned that many existing platforms
were not fully accessible. | therefore didtrfeel confident that the participants would be

able to take part if the online workshops-appropriated existing social media platforms.
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More importantly, | felt that a core strength of the work | had undertaken prior to this point

was the immediacy aliscussion around particular issues with the participants, which was
enabled by the nature of the {person Journeys and subsequent interview discussions. This

was a central reason for wanting to conduct workshops in the first place, as | hoped that

partich LI yia ¢2dzf R NBRaLRYyR (G2 |yR 0daAfR dzLl2y S|
asynchronous method would lack some of the interactional value that might occur during a

Wi AGSQ 62N] 4aK2LJP C2NJ GKA& NBlFazys timeFl @2 dzNF
which | felt would be most productive in generating ideas and discussion. Such synchronous
workshops most closely resembleperson focus group or workshop interactions, as the

researcher and participants interact simultaneoudlgbe, 2017)

As | did not have the resourcesdeeate or modify a webstto facilitate synchronous
interactions centred around the data participants had captured, and had concerns about
accessibility of existing tools regardless, | chose the simplest technical solution | could: using
an existing online video conferencing tdolrun synchronous online workshops. Mullti

person video calls preserve many of the advantages-pémon focus groups or workshops,
including the ability to see and hear each other in real time, which suppdesel of

immediacy and spontaneity in responses and interactidngtas, 2015)However, as with
in-person synchronous activities, a synchronous online workshop requires structuring
activities to serve as prompts for reflection and discussion and to help guide the
conversation. These can be adapted from approaches used-fmrgon groups, such as

questions or visual stimulBtewart & Shamdas# 2017)

| therefore chose to run these workshops synchronously via Skype, and created worksheets
that | pre-circulated to participants. These contained individual activities to complete in
advance of each Workshop, to enable participants to begrefiect on their experiences

and help structure their thoughts in preparation for the conversations. The worksheets are
described in more detail below. | chose Skype to run the workshops due to its maturity as
one of the longesstanding videecalling pléforms, its wide availability across different

devices, its support for both video and audio calling, and the fact it is freely avéilable

As discussed above, a key aim for the workshegsthat they would help to validate my

understanding and interpiéF G A2y 2F LI NIAOALI yiaQ SELISNAS,)

9 The workshops took place in February 2018, prior to the global GC/pandemic and the widespread
adoption of Zooml{ttps://zoom.com) and similar wekconferencing tools.
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&
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Fdzy OtAz2y F1AY (G2 WYSYOSNI OKSOlAYy3IQ: 46KSNB N
to participants who can confirm or reject the credibility of the information and narrative
accountaround it(Creswell & Miller, 2000Member checking offers the opportunity for

negotiating meaning between participant and researcher, and for increasing the level of
participation in the research procefBoyle, 2007)Member checking can also provide a

reflective tool for participants themselvé€andela, 2019which would also help to support

my second goal for the workshops: to provide a forum for participants to explore both the

issues raised by the research and the research itself with each.dtmally, | aimed for the
workshops to offer an opportunity for participants to ideate around particular actions or
AYAGALFG0A@PSa (KSe FStfd ¢2dzZ R 0S Y2aild 62NIKgKACT
might be either within or outside of this resesd project.

6.2.2 Method

As part of the initiatonsent process and first phase of fieldwork, | had informed all

participants about my intention to run group workshops after the conclusion of the first

phase of fieldwork. When it watecided that these wouldeed to be run online rather than

in person, all fifteen people who had participated in the first phasgeldwork were

contacted by email and asked if they wished to attend a workshop.

| prepared a series of worksheets to send to participants in advahttee Skype calls. These

FAYSR G2 &adGNHz2O0Gdz2NE GKS RAaOdzzaaizya G2 YSSiO GK
AYAGALE AYOGSNLINBGFGA2Y YR Fylrteédara 2F LI NLAO
which participants could discuss theissues with each other and identify areas of common

concern; and finally, to providan opportunity to consider hoviheseexperiences might be

used to bring about more accessible interactions and places.

| planned two workshops, to take placeeweek amrt. For ease of facilitation | aimed to

have no more than 5 people in each workshop, and to accommodate participant availability |
planned to run each workshop twicEigurel8). Each session consisted of two activities:
Workshop A includedctivity 1: thinking about experiencaad Activity 2: video discussipn

while Workshop B includedctivity 3: ideas for improvemenésd Activity 4: fiaring

experiences and next §gi® More details on the activities are provided below.
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Workshop A (Session 1) Workshop B (Session 1)
Activity 1: thinking about experiences Activity 3: ideas for improvements
Activity 2: video discussion Activity 4: sharing experiences and next steps
Workshop A (Session 2) Workshop B (Session 2)
Activity 1: thinking about experiences Activity 3: ideas for improvements
Activity 2: video discussion Activity 4: sharing experiences and next steps

Figurel8: Diagram of planned workshops. Each contained two activities and Wwaploentwice each week to
enable as many people as possiblgésticipate Participants would stay constant in their session each week.

Prior to each workshop, participants were supplied with a worksheet appropriate to that
5SS1Qa | O0A @A G A Setl mstraicBoNg|far AcBvilias 1 and ) @hidbrkshegt

B contained instructions for Activities 3 andAppendixk: Worksheets A and)BThese were
designed to structte the discussion and enable participatdsbegin to think about the

issues they would like to discuss in the workshop. They contained tasks to think about and
spaces for making notes. These activities wagsigned tdlow logically, so that the outputs

of Workshop A informed the discussion in Workshop B. To enable this | collated and
adzYYIFNAaSR (KS RIFEGF FNRY GKFIG 6SS1Qa RA&Odz
(seeTable4 for the contents of thisummary which was prdilled in Activity 3.

All workshops were conducted via Skype video call and anedimrded.In addition, because

| was facilitating the workshops alone, | printed out the worksheets centred3paper and
used the blank space to take notes. This enabled me to capture the key contours and points
in the discussion, reacting and adjusting the focus of the workshop as it progressed. In the

next section, | describe both workshops and their agasiin more detail.

6.2.3 Workshop A

Workshop A sought to explore whether my interpretations of the data generated during the
FANBRG LKIFIAS 2F FASEtRE2N] | OOdzNF St & NBTE SO

some of the tentative themes that | had id#fied with them across two activities.
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Activity 1 thinking about experiences

The first of these, Activity 1, asked participants to think in general terms about one possible
conceptualisation of their experiences: a fepart framework of interlocking fetors that

&SSYSR AYLRNIFIYd G2 LINIAOALIYGEAQ SELISNASYyOSa
This was based on factors that | had identified during my initial analysis of data from the first

phase of fieldwork.

1. Restrictions(things thatconstrain powered wheelchair users from going where they
want, when they want to, and how they want td)hese might include physical
barriers, interactions with people, or issues to do with impairment.

2. Sense of controjways that powered wheelchair usensspond to the problems they
face in their day to day lives, that make a difference to their experientésse
might include overcoming obstacles, subverting difficult or awkward procedures, or
even simply getting out and about.

3. Practical experiencénowledge and expertise that each individual has built up over
time about being a powered wheelchair user, which other people simply do not
have) This might include knowing the best route for a particular journey, or being
familiar with the capabilities aheir powered wheelchair.

4. Feelings(how people feel about the particular experiences of mobility and
accessibility that they encounter). This might inclimbsv a good or bad experience
affectstheir emotions, and howthesefeelings influence their actions

Restrictions

Practical experience Sense of control

Feelings

Figurel9: Diagram in Activity 1, showing a model of the relationship
between significant factors in participants' experiences

A descriptionof these factors, and a diagram showing how | envisaged them linking to each
other, was provided on the worksheefigurel9). In preparation for the Workshop, | asked
participants to consider whether this framework made sense to them, how it could be

improved or adapted, and whether they thought the labels | had chosen for the themes
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were appropriate and useful. During Workshop A, Activity 1 was planned as a group round

table discussion about the framework, which | intended to last approximately 20tesnu

Activity 2 video discussion

Activity 2 was a group discussion structured to enable an exploration of the commonalities
0SG6SSY RAFFSNBYUO LINIGAOALI YIE&Q AYRAGDARCZ f
about how such experiences could ééferent in the future. As such, it aimed to both

provide additional validation of my initial interpretations of their experiences at both the
individual and collective levels, as well as encoa@gticipants to unpick and elucidate

exactly what it wasbout these experiences that would need to change.

To achieve these goals, the second part of Worksheet A contained a table which structured
Activity 2, a discussion around the video data captured by participants themselves. This table
contained 11 commothemes | had identified in my initial thematic analysis, which |

organised by the 4 factors from Activity 1. These themes are summariJabia3 below.

A: Restigtions 1. Enforced Detours

2. Lack of choice or spontaneity

3. Actively choosing accessible places

B: Sense of control ned {dzo@SNEA2YY WwWadzad Gdz2Ny Ay

5. Challenging negative situations

6. Comfort and discomfort

C: Feelings 7. Confidence or lack of confidence

8. Vigilance and tiredness

9. Unique perspective

D: Practical experience 10. Unexpected costs

11. Knowing chair capabilities and limits

Table3: Eleven common themes organised into fingr areas described in Activity 1

Where possible, | identified a video clip that | felt represented each theme (9 of 11 themes).
These were uploaded to a secure Microsoft OneDrive folder, and linked from the title of

each theme. The table also includecttimterview comments made by the participant who
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captured the clipFigure20 shows an example of this for the first two themes; the full table

is providedin AppendixK: Worksheets A and.B

Theme Notes: what could be done? How would it help?

1. Enforced Detours

“A-boards are a great nuisance, especially on smaller
streets... I'm very happy to fold them up and lay them flat
against the building, and leave them like that, if I’'m not
happy with them... We had a little chat. | can see his point
of view, he doesn’t want to be liable if someone did drop
the scaffolding pole onto us... he wouldn’t want to be the
one that let me through... They should have put out one of
those plastic ramps... that come off the kerb temporarily”

2. Lack of choice or spontaneity

“You see there's just no pavements here at all... crossing
here is a bit scary. You just make sure it's clear. | could go
up the kerb there, but there's no way to get down the
other side. Plus it's overgrown anyway. [l was] a little bit
nervous! It's just really want to just get off it as quickly as |
can. But then again not going too fast, to cause an issue
with the other cars. You can see there's a nice paved bit
there, that | can't get onto. If they just made a drop kerb
there, it'd make it a lot safer. [My PA] mentioned there
was a car behind, so | thought it was best to let them past
on this bit. Rather than carrying on. Give them time to get
round, and a few other cars to stop. Like this one here
stopped to let everybody past me.”

A: Restrictions

Figure20: Section of Worksheet A, Activity 2

In preparation for Workshop A | asked participants to pick tbemes of their choice (one
from each area), to watch the associated clip for that theme, and to read the quote. The
worksheet also asked them to then consider two questions about each clip before the
workshop: first, whether there were things that orgaai®ns or policymakers could do

differently to help in this situation, and second, why those things would help.

Just as during the JourneyCam fieldwork, the video served as a prompt for participants to
reflect on the experiences, and in this case the guobden the person who first captured the
clip provided additional context for this reflection and discussion amongst participants. The
activity was intended both to validate salient themes, as well as try to understand the
underlying issues that were assaigd with each theme and which might serve as the basis

for changes that would improve these experiences.

| anticipated that the group discussion might generate very rich data, so allowed an hour for
this activity which concluded Workshop A. In hindsigfns was insufficient time as will be
RA&OdzaaSR 0St2gd ! FGSNI 0KS SyR 2F (GKS g2NJ aK?2

responses, and distributed these summaries back to them several days in advance of

182



Workshop B (Week 2). This enabled the activitied/orkshop B to be clearly informed by

and developed from the issues discussed in Workshop A.

6.2.4 Workshop B

Workshop B had two aims: in Activity 3, to develop some of the ideas that had been
suggested by participants in Workshop A; and in Activity 4 tasssthe issues or challenges
that might be associated with sharing personal experiences (such as those that informed the
G2N] aK2LJA0 a ¢Sttt Fa (2 aSS1 LI NLAOALI YyGAC
Activity 3 ideas for improvements

The discussens in Activity 2 led to participants identifying underlying issues that they felt

ought to be improved, and coming up with 10 distinct ideas for improvement. Participants
2FGSY OIFYS dzLJ g AGK YdzZf GALX S adzZa3SadfAR yiaS i208Q

associated with each idea. | summarised thésab{e4) in Worksheet B, which was supplied

to participants before Workshop B.

Idea

What could be different

How it would it help

1. Raise awareness of
RA&LFO6f SR LIS

A change of mindset amongst decision
makers

Staff on the ground given training &
equipment, not just supervisors

Allow for flexibility, rather than
bureaucracy (e.g. turn up & go)

Provide accessible alternatives

Better awareness of what disabled people
need

More positive interactions with decision
makers/people who make places happen,
at all levels

Enabling disabled people to have more
freedom and autonomy. Equality with
other pemle.

2. Identify disabled
LIS2LX SQa RS3
and actually implement
them in standards and
practice

Providing things wheelchair users can
actually use

Account for actual needs, not just the
WELISOATFAOLIGAZ2YaQ

Do the specifications need to be changed
comply with reality?

52 aLISOATAOFGAZ2YyA |

9y adaNB (KIG GKAy3&
but useless for disabled people.

Improve the specifications to reflect real
world experiences and needs.

9y adaNBE aLISOAFTFAOIQ A 2
exercise.

3. Improve consultations
with disabled people who
use space

Involve disabled people all the way throug
the process of providing of accessible
spaces

Include needs early in process before it is
too late to change things.

4. Find ways of aligning
with other groups

Better alignment with demands made by
other users of space (e.g. cyclists).

Avoid pitting different groups against each
other.

Strength in numbers.

5. Reduce variability and
inconsistency between
policies

Different councils/companies would be
more consistent in provision.

More certainty and reliability of provision
for disabled people. Less uncertainty.

6. Reduce disconnect
between policies,
implementation, and
enforcement

Ensure that what policies say is aally
AYLX SYSYGSRT | yR
implemented properly then there was
enforcement.

U K

Improve certainty and reduce uncertainty
of provision.

If policies not implemented, then there is 3
way to ensure changes are brought about]
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7. Increase accountabijit | Someone would take ownership of issues| Disabled people would know who to

and visibility of access around access. contact with issues and would have
provision 9GSNE WtAyl Ay GKS |confidence
its importance, and what their role is in Those involved in providing services,
providing it. including subcontractors, would know how
to do the right thing.
8. Improved complaints | Ways of making complaints no longer Disabled people would find it eagy make
processes hidden away. a complaint where needed.

Less arduous ways for people to complairf Complaints would be taken seriously.
Improved accountability of process, so People who complained would have

i KAy3a ¢2dz Rigedbackot& | meaningful feedback.

people. Systemic improvements could be made, t
I WOKIFNISNR T2NJ RAZESIENY FTNRY LIS2LX SQF
how people can expect to be treated.

9. Better processes for | A space to have a dialogue with decision | Different people with different attitudes

highlighting problems makers and others who can bring about | towards complaining or activism would sti
change. be able to help to improve access through
Alternatives to just complaining. their feedback.

Organisations would not be able to say th
WSHSNEGKAY3I Aad TFAyYS
have process to take things on board.

10. Improve knowledge | Ways to surfacing and sharing the A wider community of disabled people
sharing amongst disabled knowledge that disablegeople have would benefit from shared knowledge
people accumulated to help other disabled peopli knowledge could be highlighted to

in similar situations (e.g. law, access policymakers to improve their

routes/techniques, etc) dzy RENE G YyRAY3 2F wg
R2SayQio

Would highlight to policymakers the
lengths people go to for equality of accesg

Table4: Summary ofdeas suggested by participants in Workshop A, used for Activity 3

Activity 3 involved participants picking between 3 and 5 of the ideas that they felt were most
important or interesting to them in advance of the Workshop, and for each asked them to

think about some questiong ableb5):

As a group, we will choose the most important or interesting 3 to 5 ideas to brainstorm.
Have a think about which ones you will choose, and think about the following questions:
Whatisthel Ot dzl £ = WI OQGA2ylo6fSQ OKIFy3aS 2N AYLJ
T La 7\u I OKI-AYEIS G2 0KS LKeaAolt Sy@AaN
T La Ad F aoSad LINY OGAOSe (KFG ¢g2dz R K
How could we make this change happen?

1 Does it need to beighlighted to a specific organisation or person, and who?
1 Is it about campaigning, lobbying, or raising public awareness?
1 Is it about sharing knowledge with other powered wheelchair users?

How would your experiences of going on journeys be different ifglthange happened?

1 Imagine what this experience would be like for you, if it was just how you wanted

Table5: Questions posed as prompts ftivity 3, Workshop B
The worksheet included space for participants to write down their thoughts in response to
these prompts. | had planned for 40 minutes for a rodable discussion and brainstorm of
the chosen &b ideas, but as with Activity 2 in hindsight this was too dimibs: participants
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often picked different ideas, and we ended up discussing many of them. This means that we

again overran our time, eating into the allotted time for Activity 4.

Activity 4 sharing experiences and next steps

The finalactivityaimedto &= LJf 2 N& LI NI AOALI yiaQ (K2dzaAKG &

| ¢

might be associated with sharing their personal experiences as a way of bringing about some

of the desired changes they had identified in the previous activities. It also sought their input

on next possible steps for the Journeying project. Unlike the previous activities, which were

based around the data participants had captured, Activity 4 asked-epded questions

about topics, with a few short textual promptEgble6):

f

il

f
f
1

1. How could the project data and findings be explained or narrated to other people?

26 Oly WKARRSYQ AaadzSaz 2NJ 2ySaA gKA

2. What are the next steps for Journeying Project?

Should we make some of the data you have captured public? To whom?

Some examples of things we might consider doing, perhaps in conjunction with ¢
organisations. Some of these are ambitious or cbelcbme large projects, so also
think about what might be practical, and whether you would like to be involved.

A report, like theMDUK Trailblazer repart

A short documentary film or a website using the video clips you have captured,
photos we took, and written or spoken narration/explanations of the issues.

ly a!al a$S !yeliKAy3dIé aSaarzy oAGK LR
you can ask themExampleChris Hadfield, astronaut

Think about how we could develop JourneyCam, such as making it available puk
or adapting it into a tool for campaigning.

3. To m&ke some of the data you have collected public, what issues should we consider

Under what circumstances should things be made public, and to whom?

What forms of data could this involve?

How do we balance making a difference in this way, and ensuringpywacy?

Theseprompt questiond A YSR G2 St AOAG LI NIAOALI yiaQ
data and findings of the project might be brought irtonversation with policymakers and
others, and what they would like to see happen nég before, space was provided in the

worksheet for participants to write down some thoughts in advance of the workshop.

Table6: Questions posed as prompts for Activity 4, Workshop B

6.2.5 Procedure

As originally planned and as noted above, the workshops were initially intended to run over

two weeks, with Workshop A takingdace twice during the first week with different groups

of participants and Workshop B taking place twice during the second ireglr€18).

18%
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http://www.musculardystrophyuk.org/app/uploads/2015/04/End_of_the_line_2016_FINAL.pdf
https://www.reddit.com/r/IAmA/comments/3pxrfr/i_am_chris_hadfield_ama/

| wanted to ensure that@amany people were able to contribute as possible, and so did my

0Sald G2 IO002YY2RIFIGS LINIAOALIYyIaQ LINBSFSNByOSa
however, it became clear that emrdinating participant availability was very challenging. It

ultimately proved impossible to reconcile all availability to fit into two workshops per week.

Moreover, the workshops overran their allocated times, resulting in the continuation of the

Workshop B sessions into a third week, Workshop C, with available participaguse21

shows theWorkshops as they eventually took place, dav participants contributed at

each stage (whether in persowritten via the worksheetsor freeformcomments.

Week 1: three workshops
facilitated with Workshest A

Week 1 Week 2 Week 3
Written comments after
Workshop A1
P Group 1 workshop
* o
2222 -
Davi
Rachel Jessica David Matthew Jessica David Workshop B1
Group 1 PY PY PY ) )
AN - - - Continuation of Week 2
vy David  Jessica  Ravi
Workshop A2 v Groups 1and 2 Workshop C
AN AN o o o o
Y | O—— l—a| O— > 4 an aa o
- o= o— James Anne Tom  Ravi
Ravi -2 = === o— o—
Combined Gi
Group 2 : /’f Workshop B2 ombined Group
7/
1 s ! ® [ ] ®
- - -_ e
Workshop A3 1 g é James  Anne  Tom
I
® ® * e o Group 3
- - e — | - e o
James  Anne  Tom | James Tom
Written comments after Week 2: Two workshops
Group 3 1 Group 3 workshop facilitated with Worksheet B
|
I
|

Researcher summary of Researcher summary of
Amber was unable to attend so /@ Week 1 Workshops and Week 2 Workshops
provided written comments -
written comments
using Worksheet A as a prompt \ Amber Circulated before Week 3

Circulated before Week 2

Figure21: Diagram ofworkshopsas they actually occurreghowing flow of participants and how the content
from each workshop and written feedback from participants was collated into summaries in advance of the
following week's sessions

Workshop A was repeated three times (A1, A2, and A3) during the first week to

accommodate the schedules of different participants, but due totastute changes in

availability, one session ended up involving only one participant)Rdthough | used some

2T UKS AaadsSa GKIFIGd KIR 06SSy RAaOdzaaSR Ay GKS
Fa LINRPYLII&a Ay (GKAA Wg2NJ] aKz2LIQ> GKS AYGSYRSR o6
participants were not realised. Another paripant(Amber) was unable to attend any of the

Workshop A sessions, but emailed me her comments on the topics that were discussed using
Worksheet A as a guide. Scheduling constraints also meant that not all participants were

available the following week take part in Workshop B. Of the 9 participants who took part

Ay GKS FTANRG 6SS1Qa OGAGAGeE oy Ay {1@LS 42N
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were able to attend Workshop B amgo sessiongB1 and B2)vere run in accordance with

LI NI A O milabiligd 8 Q | @

In addition, and as already discussed, it became apparent even during the first workshop

that | had been too ambitious in plannimgprkshoptasks and they would not be completed

within the allotted time of 1.5 hours. While the activities dielinto focus the discussion, |

had underestimated the time needed to work through theespeciallygiven the incredibly

rich interactions between participants who engaged in animated discussion and often
StF0o2NIGSR 2y SI OK 2 { K&MNapsAl ad@AJthdsdwitidaibre 2 y & ©@ 5
than one participantlastingmore than2 hours eacH, we only partially completdActivity

2 within each session. Four of the nine participants in Workshop A provided additional

written feedback following the workshop, which was compiled alongside data from the
workshops themselves and circulated in the summaries | supplied to partisipefore the
aSO02yR 6SS1Qa 22NJ]aKz2L) . aSaairzyad {AYAf Il NI
hours and 15 minutes each, and we did not finish the activities in the available time.
P'YRSNEGEFYRAY 3 LI NI AOALN VG a& QoughsSrithe fuiid NJ G KS ¥
direction of the Journeying projeeind the possible uses for their data, were important aims

of the workshops. Because exploring these required completing Activities 3 and 4, | asked
participants if they would be willing to return farthird week. Four were available and

willing to take part in a single final session, Workshop C, which lasted a further 2 hours. As
shown inFigure21, the pattern ofthe workshops therefore assumed a pyramid, with the

number of participants reducing from 9 to 4 over the three weeks of fieldwork.

All of the above factors speak to the strength of commitment amongst the participants who

took part in the workshops. Durirgyery workshop, they enthusiastically continued their
discussions well beyond the allotted time, despite my emphasising there was no obligation
YR 2FFSNAYy3I (2 SyR GKS adSaaArzya 2y (GAYSo {
of Workshop B, andthers expressed that they would have liked to have done so if they had
GKSe y20 KIR OflaKAy3 Sy3l3ISYSydaod t I NIAOAL
that more than half took the time to write and send through comments, either when they

O 2 dzt Refidaiworkstiop (Amber), or to follow up on issues that we ran out of time to

discuss in the workshops (James, Jessica, David, Tom). Two people filled in the worksheets,

while others provided their notes in plain text. These comments were detailed anthieng

0Wworkshop A1l lasted 2 hours, 20 minutes and Workshop A3 lasted 2 hours 5 minutes
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consisting of a total of approximately 8 pages of text. | believe this level of engagement with

the workshops was aided by the strong rapport | had built up with these participants during

the first phase of fieldwork, an issue which can pose challeingenlineonly focus groups

and workshopgTuttas, 2015 LG ¢l a | faz2z NBFESOGAPS 2F (KS L
to the research as a whole, which was reflected througttbatfieldwork and has already

been discussed in Chapter 3. Their enthusiastic participation in the workshops highlighted

their desire not simply to articulate their experiences, as in the first phase of fieldwork, but

also to find ways in which their sated knowledge might be used to improve services for

disabled people. The dynamics and role of the workshops are explored in more detail below,

followed by a summary of the ideas put forward by participants.

6.3 WorkshopDynamics andRole

As | had hoped, thevorkshops enabled wdepth discussions between participants about the
individual and collective issues they faced relating to mobility and accessibility, as well as
their wider experiences of being powered wheelchair users and of being disabled in & societ
designed around the needs of nalisabled people. As well as helping to validate my
understandings of the data generated during the first phase of fieldwork, the structure
provided by the worksheets helped to frame these conversations in a way thatllinke

LI NGAOALI yi&aQ SELISNASYyOSa (2 sléea GKFG GKSAN
and improvements. This section first discusses how the workshops helped validation and
contributed to the framing of the two previous chapters. It then explores twsv

workshops themselves served as a space for mutual validation and recognition of shared
experiences of disablement, and provided the participants with a forum for exchanging their
situated knowledge and expertise. Finally, it briefly summarises tresiteat were

suggested by participants during the workshops.

6.3.1 Validation

The framework outlined in Activity 1 was broadly welteived by participants, who felt that

Al OF LIWGdzZNBR AYLERNIFYyG FaLsoda 2F (K &Gdos SELISNA
| had identified, what they included, and how they related to each other provided additional

layers of understanding around the issues that were discussed. For example, in their

conversations about the appropriateness of particular labels, partitgpangaged in

discussions about whether the names | had chosen for each factor aligned with the ideas

and experiences that it represented. While there is not space to explore these in detail, it is
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worth noting that participants linked their own everydpgtterns of encountering barriers
to broader issues that echo conceptual and political debates in the social model about the
a2dz2NDS& 2F RA&AlLOAfAGED C2NJ SEI YLX ST Ay RAAC
expressed the belief that impairmeshould be explicitly included in the diagram as one
FALISOG 2F WAYOGSNYyIfQ NBaAaUNAROGUAZ2YAT 20KSNAZ
emphasised that impairment was secondary to the many environmental barriers they faced.
One particular igge raised by several participants was the complexity of the relationship
between the four factors | had proposed in Activity 1, as Rachel explained:
aL F3INBSR gAGK &2dz dKIG GKSNB ¢SNB (GKSas$s
probably good like clusteBF AYF2NX I A2y ® . dzi LQY y2i
bidirectional relationship between all of thegi{Rachel, Workshop Al)

a

Jessica noted that the weighting of each fadio¥ A A K4 F f § SNJ RSLISYRAyYy 3 7
0KIF G @2 dz,am athddhBrizielkKdt the diagram was perhagsl £ A GGt S 0 A
a A YLX A & (sheGrterfelbdiatydShat she felt that it showed:
aF NBFtfé 3I22R Y2RSEX (GKS&S I NB OSNE 0O2Y)
G23SGKSNI AYy | RAIF INI YX hitmor&df gdescripgolld YSZ L
within each box, a little bit more informatian(Jessica, Workshop Al)
Similarly, in the second workshop Anne noted thiag KA OKS @S NJ gl & @2dz (1 |
GK2aS | NB (KS T2 dhheliVkoikshapaA3beiGre destribdgiagii S NE
RAFTFSNByYy G FawLsSoaGa 2F | LISNE2YyQa LI NI A Odzt | NJ
comments during Activity 1 therefore did affirmamy aspects of my understanding of the
issues that powered wheelchair users faced, whisomaking me question whether my

neat and overhtidy representation of how these ideas fitted together was appropriate.

Oneaspect of my initial findings particular that was validated, however, was my sense
GKFG RA&lIO0f SR LIS2LX S Qsian impadtant oyahididy congefhisS E LIS NJi
wasreflected in the way that participantsonceptualised what | had tentatively described
WLINF OG A Ol ,fwheRekheyludelli SWHFEQf A1 S W\ y 2dhowdtRasS Q | YR
accumulatedover time:

oDavid: | thnk of practical experiences as a catalogue of knowledge that you build

up over time. Detailed knowledge about which bit of the train to get on at [a

station] or which detours to take in Westminster to avoid missing kerb drops,
which entrance to take into shop which has the tiniest step, stuff like that and
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you eventually get a whole new part of your brain that bulges with this
information

wlk OKStY aYKYZéeSLlE GKFGQa GNXzSH

(Workshop Al)

WamesXYl 86S 1y2¢fSR3IAS +a Sttt Ay OGKSNBKD W/ |
experience, | think.

Anne:lagre 0 KAY 1 Ay3 2F WFHYSaQa ¢2NRI 1y2¢f SRIASS
what we knowX we know that if that situation arises, this is going to be what

happens to u€
(Workshop A3)

The way that the participants discussed this knowledge in the workshops was not simply in
terms of how it helped them to navigate barriers but also in terms of how these barriers

could be addressed. For example, they emphasitsebie in informing policymakers:

&Jessica: And | think in presenting this to policymakers, that bank of knowledge

they need to really appreciate how important that is. Because, if that bank of

knowledge can be used in the planning stages, that coulceraakh a difference

G2 I 6KSSt OKIF AN dza SNDa SELISNASYyOS

Xwl OKSt Qa loaz2fdziSte NAIKGZ L gFayQid o2Ny |
wheelchair user as an adult, so | had to leaas lots of other people the hard

way, through lots of good experiencesdn@ i & 2F o6l R SELISNASyOSax .
0SOlIdzaS LQY &aGdzZLJAR GKIFO L RARYQO 1y2¢ GKI G2
GKSSt OKIF AN 6ST2NBE 42 L RARYQl (y2¢6 GKFEGH {2
what those obstacles or issues might have been for wheklthh dza SNA ¢ KSy L 4|
2ySs AGQA T Oldzartte 2yte o0SAy3a Ay | gKSSt OKI
knowledget

(WorkshopAl)

The affirmation by participants during the workshops that disabled people have particular
insights into disablement and the watjsat it could be addressed, and that they recognised
the situatedness of this knowledge, helped to frame and structure both the preceding
chapters. Chapter 4 explored the complex nature of socaterial disabling barriers, as
identified by participants sing their situated knowledge, highlighting how poerly
implemented features intended to improve access could have the opposite effect. For
example, the ways in which participants described maintenance gives an example of how
their comments during the work®ps influenced my framing of this issue in Chapter 4. They
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highlight not only the contingent nature of what makes an accessible environment, but also
how they saw specific barriers as linked to wider social, cultural, and organisational attitudes
towardsdisability and access:
GWSaaAoOlyYy AdGUa tfta2 Fo2dzi YFIAYGSyryOSX ¢
fATGA ySIN 2dz2NJ K20Stf RARYyUG ¢2XNJ 0GRSt NVBN]
was fixed. Whereas in this country you'd be waiting three or fowk&d you
were lucky!

David: Yes, [the Y 2 LJS] Mititude tdliix Znaintenance is an absolute

disgraceb ¢

(WorkshopAl)
Cftt26Ay3a 2y FTNRY GKAAXZ /KFILISNI p SEIFYAYSR
knowledge which gave rise to theswsights. As with Chapter 4, the structure and content of
Chapter 5 was influenced by insights from the workshops, as participants framed their
situated knowledge as an asset while also discussing the costs associated with acquiring it,
and the limitationsof existing approaches of conveying this knowledge to others to bring

about change.

Some aspects of this will be discussed in more detail below, such as how participants framed
the importance of being able to provide constructive feedback to organisatiather than

solely complain about things going wrong. First, however, it is important to highlight that the
G2N] aK2LJA (KSYyaSt@Sa F2a0SNBR (KS akKlINARy3 2
through discussing things such as workarounds for barriecemmon issues they faced.

This aspect of the workshops, and how it might link to disability politics, will be discussed in

more detail below.

6.3.2 Knowledgeharing

In providing participants with the opportunity to explore and expand upon their experiences
of mobility with each other, the workshops promoted the sharing of their collective situated
knowledge. By enabling participants to draw links between and contrast experiences with
those of others, they showed how situated knowledge could be similar toff@reint from

that of other disabled people. Often, this enabled richer, complementary understandings to
be created through discussion. Not only did these discussions provide an opportunity to

validate my understandings as described above, but they algmti¢b validate and affirm
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LI NGAOALN yiaQ 26y SELISNASyOSa 2F RAalofSySyi
common with other disabled people.

adzidzl £ NBO23aAyAlGA2Yy 2F GKS GFrfARAGE 2F LI NIAOA
fowofthS O2y @SNEIFGA2yas 200dz2NNAY 3 GKNRdAzZAK | FFANY
the course of a discussion as they explored points of commonality. For example, in this

exchange Tom and Anne not only agreed upon a barrier they both faced resulting from the

lack of enforcement of existing rules, but also concurred that it was inappropriate for

disabled people to be expected to take the lead in addressing these barriers:

a ¢ 2 Tings also about enforcement and checking as vehé yeh] there

needstobeso® Sy F2NOSYSyildod LIQa ftA1S Y& LISNB2YI f
[Anney 2K @SKHB8X 2y (KS LI @SYSyildod ¢KIGET LQY a
hoddNHzOGAY 3 GKS LI @SAnSg/éhinobodyithedksiitQa y 20 Sy T2
Researcher: And whose job do you fess to be enforcing these kind of things?

Tom Local council, traffic wardens, [unclear] really.

Researcher: [Someone] in the previous workshop made the comment that
enforcement tends to come down to individual disabled people then having to
make a caplaint

Tom Yeh. Which is difficult, very difficult, and stressful.

Researcher: And we might come back onto that shortly

Anne Think that happens a lot.

Tom¥Y ! YR Al aK2dzZ RyQi o6S 2dzNJ 2206 H

Anne No, absolutely nof!
(WorkshopA3)

This speaks to anoth@mportant aspect of the mutual validation that took place in the
workshops: the acknowledgement of the emotional and physical labour they incurred as
disabled people in the process of working around sagaderial barriers. In the process of
talking with each other, participants recognised the work that they collectively undertook in
order to successfully make their way in a world that is hostile to their mobility needs. For
example, after one person described the apparent futility of the process of cammiai

about negative experiences on public transport, three participants reflected on the psycho

emotional impact this had on them:
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G5F @RRYJ F AyAy3ds GKSNBQa Iy SySNH& o06SKAYR
YR Fftyzad | Y2NJI talscahiga gol of deBpaiElying detindi K S N5

Ao ¢KIFG FOGdzrtte L ySSRyQiG o IKSNE | yR

complaint have wasted parts of my life.
Rachel Do you escalate them?

Daviy , Sasx @Saz L KIFIR I YSSGAy3 gA0GK GKS

FSSt KILILX® Fo62dzi GKIFIGod .dzi G tSFrad GKS

Jessicalt can be often, to me, at a huge personal cost. Because energy is quite an
issue with mein terms of | have limited energy, and to complain requires energy
[Rachelyep], and sometimes you can complain, and the response back is horrible
[David yeh]

Rachel | found that with my [complaint] particularly¢ssicadid you?] yeh.
JessicaThatcan live with you for a whildfavid yeh]

Daviv LG R2S&asx GKIGQa SEFOlte (KS g2NRa:
a2NI 2F 62y Q0 32 | gleéx GKS RA&AGNBaa Al
two sometimes, or moré.

(WorkshopAl)

The value of this mutual validation was something that participants themselves recognised
during the workshops. For example, discussing a particular material barrier in relation to the
design of toilets, Tom and Anne shared a moment of humour as theytefl®en how their

conversation showed they were not alone in experiencing this issue:

W
|

@2YY a& o0A3IIASald 0dz36SIF NI A& GKS Lz f KIFyR
YySSR Lzt f Ay3as GKFGQ&a FfNBFRé 2y | &LINHzy/3

happens] try to get out, the door bar will then catch my joystick arm [Anne: yep!]

GKAOK Aa y2NXIffe GKIFIG aARST FyR AG F2NO

the toilet. Unless | reverse out.

L yYySY S ¢KFGQa KIFLWLISYyERy &2 odi GREOE Iof A

5

nice to hear that actually [Tom: Yeh, other peop[ehve] these problengs
(WorkshopB2)
In addition to the peer validation that took place during the workshops, participants also
f SENYSR FNRY SI OK 2 { kKSdedrbiem Hgeti& NOheSagpdcat this &
related to practical tips and tricks, which often stemmed from having to work around

barriers they had encountered. Despite these experiences of disablement themselves being
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negative, in the context of the workshogsarticipants used them as a resource to help

them convey their knowledge to others. For example, Tom explained about how a bus driver

had told him that he would be entitled to ask for a taxi, after two failed bus ramps in a row:
GTom:lgotmore[finformG A2y 8 2dzi 2F GKS 06dza RNAODSNEI | (
O2dzLX S 2F (GALAX AT @2dz IS4G GKNBS NI YLA Ay |
F2NI I 0dzAX GKSY (GSOKyAOFffe& @2dz2ONB Sy dAdft SF
Anne: Really?!
James: Yeh
Tom: Theys® (G KS& R2y Qi LlzofAOAaS AG o0SOldaAaS 2060
f20 2F Y2ySeées 2y | OFIR RIFeé 2N 2y | ]
(WorkshopB2)

These conversations not only helped to surface and share knowledge about things such as

company policies that were mavell publicised, but also enabled participants to discuss the

benefits and drawbacks of particular workarounds they adopted in certain situations. For

example, Rachel explained the tactics she would employ to access ramp assistance without

pre-booking atrailway stations:
Gwlk OKSfY GKAA A& &adzoOSNBAGSIT odzi tA1S |ff &
approach to this would have been to say, not to ask a question, | tend to inform
LIS2LX S GKIFG LQY 3ASGadAYy3a 2y GNImglyaz NI GdKSNJ
Jessica: [laughing] Oh, I love that!
wkt OKStY . SOFdzaS AG A& Y2NB STFFSOUA@QSsE L YSt
g2N)l ade {2 L ¢2dd R KI @S RNAGSY LI ad KSNI gAYF
3SG GKS NIYL 2yiG2 GKSORZBNBYEQLQL /¥ ROBKBENG A
put myself so that my footplates were wedged in the door of the train, so the train
O2dzZ RYyQil Y20So ! yR 2dzal 6l AGSR dzyiUAf &2YSo2
WSadaAO0lY wfldZAKAYy3I6 hKZ GKFGQa FYFT Ay3aH
wlk OKSft Y ¢ KA ae vErywirong. And,®s anymhandreds [of] occasions,
g2N] SR aSlvyfSaateo 'yR L FSSt GKIFIG GKFGQa |
(WorkshopAl)

After a discussion of the safety of wedging her footplate in a train door, Rachel explained

how she would adapter style of interaction with staff in this situation:
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wl OKStY LQY Ffaz2 Yz2yauNRdzate LRtAIST AT
assertive, which really they find vaagnoyingp W/ I dzaS 2F 4GSy LQY @SN
AY GKFG 1{AYRAZD arR&LIA2yY BGBSH G2y Se we
2y GKS ONIAYyZ 2dzad tA1S @2dzZ &Qly26z @&2dz
2dzaG 3ISG AG F2NIYS tA1S @2dz O2dA R 2dzad ¢
time,justcA G Qf t »F FAAMO0 &AL 3ISG AG GKIYy 6S KI O
(WorkshopAl)

She clarified a little later how she would remain firm in her interactions with staff, which in

turn would leave them less opportunity to reject her request:

oRachel: there is quite a diffnce betweedPlease can | have the ra@pndW¥

need a ramp on Platform®@¥ K SN’ Qa ljdzAiGS I RAFTFFSNBYyOS o
impolite or rude, but like beinghis will happegand being likéthis is a gentle

request that you could say noQdike thisis not something that you have the

option to say no t@

Jessicak QY €t SINYyAy3Ieéft20a 2F F22R GALAOD
(WorkshopAl)
l'a WSaaAOlQa NBalLkRyaS 0ly2¢6f SRISas (GKS RA3
information that would help her to work around this particular barrier in future. Such

sharing of information and knowow occurred throughout the course of the workshops

However, mutual learning went beyond practical tips and tricks, extending to conceptual
ideas such as the social model of disability which was explained during the first session of
Workshop A by Rachel. The following interaction demonstrates both the & the social

model for Rachel, but also how the workshop enabled her to convey this to Jessica:

~ A

WSaaAollyYy LQ@S y20 aSSy (GKAa a20Alf Y2RSt
first thing | do when I, when | come off this call!

A

Rache Sy dzAy St e& AGQa GKS 06Sad GKAy3IsZ AdG GNIy
me to it about fifteen years ago and it changedgtieA { S~ A G OKIFy3aSR Ye
the best!

David: Mmhm!
WSaaAOlryY hiX GKFGQa | 3I22R NBO2YYSYRIFGA2)
(WorkshopAl)
¢tKAd SEOKIYy3aSs FyR wlkOKSt Qa8 SYLKIGAO NBO2YY
GAGK [AT / NRPoQa RSAONARLIIAZ2Y 2F Al | & I DAY 3
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an understandig of my life, shared with thousands, even millions, of other people around

0 KS g(erold, P86, p.55)n this way the workshops played a role in fostering, at least
for some participants, not only an exchangfepractical tips but also a form of education

about the social model and thereby disability politics. However, it is important to emphasise
that the shared experience of disablement that underpins the social model, and the way in
which it enabled particignts thereby to envision alternative experiences, permeated their
interactions during the workshops. This remained the case even when the social model was

not explicitly discussed, d@ishad beenduringthis exchange.

Participants also recognised that ihendividual situated knowledges, as brought together
during the workshops, were of benefit to each other in bringing different perspectives
together on common issues.

G!' yySYy [ SK=Z L YSIy 2dzad tAadSyAay3a G2 ¢2Y
thingsK I & GKSe@Q@®S alFAR GKIFIG 6SQNB Fff &az2NI

K2ZNNAO6fS fAGGES fAFlad .dzi f2G6a 2F 20KSNJ (K

of information like you said, about different things in different areas. And we have
got alot of knowledge between us all, that other people could benefit from. It's
2dzai X K2g R2 ¢S +tf KStLI SFOK 2{iKSNX

¢2YY 9@Sy 2dzad GKNBS 2F dzasx 28Qly26> GKAYAY
often highlighted the same or similar problems from diffeie @A Sg L2 Ay (Ga & Q1 Yy 2

James: Some st@funiversal

Anne: Yeh
(WorkshopB2)

la 'yyS €FGSNI Ldzi A0z 2y (K&SOKWERNBSARTFaAaRAMUZOK S
OKFG RAaAlFOfSR LIS2LXS OFy fSIFENYy FTNRBY SIOK 20GKS

(WorkshopB2). This exchange highlights how participants perceived significant value in the
diverse situated knowledges they had collectively as disabled people, and how they felt that
these knowledges could be helpful for society as a whole Kihhba/ledge that was shared

and mutually built upon by participants is discussed in more detail below, beginning with the
ideas that they proposed and continuing with an analysis of the pragmatic nature of their

suggestions.
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6.3.3 Ideas suggested by participants

During Workshop B, participants described how aspects of their everyday experiences of
mobility and access might be improved, and often related these to structural issues around
societal disablement. In Activities 2 and 3, they made various suggestiamswahese

might be addressed, while in Activity 4 proposed next steps that could be taken forward by
the Journeying project. Given the overlap between these ideas, and the way in which many
of the former provided more details about the latter, | have suanised these proposals in a

single table Table?).

Suggestion

Details

Creating a report of the project finding

1 Summarise Journeying projectlay-accessible report.

Create a documentary or multimedia
experience based around powered
gKSSt OKF ANJ dza SNA Q

1 The video clips and accompanying discussion are very powe
in showing/explaining issues. Can these be built on?

1 VRbased experiereto put nordisabled people in wheelchair
dzZaSNEQ aK2g¢a (2 WFSStQ GKS

Meet with policymakers and work with

other organisations

1 Engage with higievel decision makers, e.g. Ministers and
through Parliament.

1 Engage with local council planning defpagents who are
involved in highways and building control.

1 Think about ways for companies and other organisations to |
improve the situation, such as tapping into corporate social
responsibility (CSR) budgets and initiatives. E.g. local firms
sponsorralzy Rl 6 2dzia> 6Keé y2i Wall

1 Come up with ideas to change societal language and mindseg
around disability, parallel to the Dementia Friendly campaign|

Creating ideal processes for improving
the experiences of powered wheelcha
users,including better processes for

feeding back on things to be improved

1 Makea flowchart of processsfor improving the experiences of
powered wheelchair users, based on the 10 areas in Activity
1 Think about a better system for complaints and feedback:ang
usable, accessible, and accountable.
o W2 o6fl YSQY f SIRY Fi@kA RSt §
o Could something be created to (sejautomate this,
similar to Delay Repay on trains? Increase visibility of
failures, e.ghttp://www.recenttraintimes.co.uk

Helpto train the next generation of

plannessand other professionals

1 Engage with university architecture or planning schools to
AyOf dzRS RA&lFO6f SR LIS2L) S0a L

1 Run workshops or training sessions with disabled people
engaging directly with designers, planners, etc.

Scope ouexisting rightsand charters

that apply to disabled people

1 Undertake scoping exercise to identify

0 2KId WOKINISNBRQ 2NJ 20KSNJ
law, and where these are expressed in particular doma
(e.g. transport, buildings)

0 What @mmitments organisations have already made to
make these rights accessible to all, transparent, and wi
clear processes e.g. comparable to NHS Patient Chartg

o GATFSNByOSa Ay LkRtAOASa N
and accessibility between differetocal areas/councils.

1 Develop ideas for specific charter(s) aimed at disabled peopl
across different domains, e.g. that lift faults are repaired with
a defined timescale.
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1 Scope ways of aligning with other groups who have similar,
overlapping, or potetially conflicting needs, such as cyclists,
pushchair users (e.g. Mumsnet), visual impairment, etc.

7 | Create a website for reporting 1 Create a wbsitefor reportingparticularaccessibility barriers,
similar tohttps://www.fixmystreet.com

accessibility barriers

8 | Create a website for sharing knowledg § Create a website to enable disabled people to share their
knowledge and experience with each other.

9 | Create arexpert group of professional | § / NBF S | WLINRTFSaaAirzylft o62Re

wheelchair users training to engage policy makers

10|wdzyyAy3a |y WFail Y|T Convenesession(s)inwhich disabled people and policymak

with policymakers could ask each other anything as a space for mutual learning

11 | Further developing JourneyCam 1 Continue to develop JourneyCaan a tooko help disabled
people capture their experiences of mobility and access, mal
it easier to use and openly available.

12 | Continuethe workshopdiscussions 1 Take the discussions that were happening in the workshop
further, such as through podcasbn accessibility issues.

Table7: Summary of suggestions developed by participants during Activities 2,48 and

However,l do not intend todiscusghesesuggestionsn depthfor two reasons. Firsthey

were initial ideas summarised at the end of the final workshop into 12 broad areas. While
aspects of each idea had been discussed in more detail during the course of the workshops,
these werenot developed beyond the brief initial suggestions outlined in the table above.
Second, | am interested in the common themes that underpinned these suggestions, which
were grounded in how the participants felt they might best be able to convey theirtsdua
knowledge to other people, and what might be the most effective ways of bringing about

the changes they sought. In the following section | therefore discuss key themes that linked
GKS LI NIGAOALIYGaQ ARSIFAZI RNI ¢ApdtodlystraeKS R G
the theoretical insights that these themes provide about how situated knowledge might be a
resource for policymakers and service providers. An overarching them#e/asagmatism

and political astuteness which characterised the ide&ytbuggested, which is discussed in

the following section alongside more specific strategies that exemplify this approach.

6.4 Pragmatics and Astuteness

A core commonality to many the suggestions made by workshop participants was a sense of
political astuteress and a pragmatic approach to engaging with policymakers. These aspects
underpinned more specific strategies (learning from what works, avoiding confrontation or

alienating policymakers, and seeking alignment and a collective front) which are discussed
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fdzNII KSNJ 0SSt 260 ! alidziSySaa Ay (GKAa O2yGSEG NI
of bringing about change, the political dynamics of trying to do so, and the policymaking
environments in which they were operating. Although different particigamad different

levels of knowledge, it was clear from their varied contributions to the discussions that they

all shared a certain level of savviness about how best to engage with policymakers. This was
typically linked to their professional backgroundpsior experience in such processes. They
discussed the need to engage a wide range of actors at different levels, including political
decisionmakers, technocratic polienakers, and those who implement policies on the

ground. They acknowledged that thissquired adopting tailored approaches and different
messages for different audiences. Furthermore, they understood the importance of making

a personal connection in order to convey these messages.

Participants wrestled with the challenges thrown up byséeequirements. One exchange
demonstrates how they realised that tegpwn instructions from management might not
have the desired effect of changing attitudes towards disability, or incentivising behaviours
that would make places more accessible. In omekshop, they discussed what would be

the most appropriate level at which to influence the design of roads and pavements:

6Anne who actually are we tackling, are we tackling the people who are building
AGX 2N GKS RSAAIYSNEI 2NX K2g KAIK dzLJ R?2

Janes | dorf2think wed} go too high up, because then thiépe being told what
G2 R2X @&2dz ¢lyd G2 YIS AdGE GKSY GKFG &1
Anne So what level do you think we go in on?

James Um, probably the design and the engineer phasenmtbe
managemenie
(WorkshopB2)

When asked how they might be able to gain access to these people, they acknowledged that
they would, in fact, have to work with management and immediately raised the need for a
tailored approach to do so. Drawing on her oexperience as a former Access Officer, Anne

highlighted some of the challenges of engaging with managers of organisations:

& WI YY8hi the management needs somethingcbutybe a different tactic for
them.

Anne ItQ difficult that, because again, remembering what | did in the past, none
of the managers they gave me the permission to do it, but none of them actually
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came on the course. So it was all the staff that actually work on the ground that
weresentonit WhOK A& O0SUGSNI GKIFIY y20KAyYy 3 6dziX

JamesYeh, the management needs to be involved a bit! Otherwise @won
happen.

Anngry ! YR (KSe& ySSR (i 2QvedtiffichigiRic@kndow, 12 Sy T2 NDS
think this is going to be the hardest thing. To aimtithe right level but they need

to know the stuff too, @now, the hierarchy
(WorkshopB2)

In addition to working directly with service providers, participants recognised the need to
engage political decision makers to bring about change. Later in dhlesivop, Anne and
James emphasised the importance of disabled perspectives being considered at the political

level to ensure that specifications for disabled access were fit for purpose:

aJamesit needs to be from our perspective as well, because d thedigher

dzLJa X GKAY |1 GKSe@& 1Y 2@ paddithadiproblén WHetBER ® | vy R 0 K I
tda FNRY | KSEtLI adGlFyRLRAYUG 2N YSRAOIFE aidl yRL
Whereas tha® actually not what we want and not what we need! And I think this

kind d needs to be approached higher up, more like politiclaiagher than the

engineering level

Anne | think specifications definitely need to be updated. But then | gues3 that
the governmentistiitsothat®@ | O2 YL SGiSf & RAFFSNByYy G 3INERdzLI
(WorkshopB2)

Closely linked to this political astuteness was a sense of pragmatism: the suggestions that
participants made were grounded in an assessment of what they felt might actually work to
bring about the changes they sought. This was aided by thetstauof Activities 2 and 3,
which began from their experiences and prompted them to think about what would need to
change for these experiences to be different. However, participants considered their ideas
against the criteria of how they might be realis@this sometimes involved qualifying their
suggestions by remarking how it might be unrealistic or impractical. But more often, this
involved them reframing the discussion in terms of what might be achievable. One
exchange, arisinfjom shared concerns alob poor lift maintenancedemonstrates this
processJessica noted that local amenities were sometimes funded by private companies,
either through sponsorship or as a condition of planning permission, and suggested this

might be a way of funding accessiyifeaturestoo:
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G WS &[Bok] ienning conserX the council said/es you can build there, but in

NBGdzNYy &2dz K @S G2X YIF1S GKA& SEGNI NRIR
lights and generally improve the local aa ¢ K &th& priyiciple beused in

0 KA& S Hés\wadfcdh¥uild there, but Y@ going to have to have X, Y, and

Z,and sortoutthis i@ X L R dzy ghaaking¥fubBish, dut the other thing

that crossed my mind talking about that wa®ryow when you drive around and

@2dz KIS NRdzyRIFI62dzia GKIFIG aFAR WiKA& NRdz
O 2 Y LJ y Byowhavethiy lift is sponsored 1§y Would be great, would®it?

David Yeh, that would be, yes

JessicaX a dream world, there!

David The McDonalds lift &boodge Street station!
Jessicalt smells of burgers every time you go in!

David Oh yep! [all laugtd]

(WorkshopB1)
This exchange demonstrates how even unconventional ideas, with certain aspects that were
clearly humorous or fantastical, were still fratchby participants in relation to a pragmatic
assessment of what might be possible. Drawing upon their knowledge of existing practices,
they thought aboufpracticalways in which some of the barriers they had discussed during

the workshops might be addresse

As noted above hte astuteness and pragmatism that characterised their suggestions was

often rooted in previous experience of engaging with policymakers in either a professional
capacity or as a disabled perscampaigning for improvements. Three maeecific aspects

of pragmatism and astuteness were identified in how participants framed their suggestions:
fSENYAY3 FNRBY 6KIG YAIKEG Wg2NJl Q G2 OoNRy3A |0
policymakers; and seeking alignment and a collectivetfrath others. Each is discussed in

turn below.

641 [ SFNYAYy3 FNRBY WgKIG 62N] aQ

Most participants had at least some previous experience of engaging with policymakers, and
RNBg dzll2y (GKSAN {y2¢fSR3IS 2F gKIG g2dd R Wg 2
backgound in public policymaking or implementation at a local or national level, such as on
issues relating to access and disability rights, or in other fields such as health. As well as the

former local council Access Officer already mentioned, one persomvi@ser civil servant
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who worked closely with national policymakers. Other participants had experience of being
involved in efforts to secure disability rights via campaigning or activism. All who took part in
the workshops had practical experience asathled people of trying to bring about change

by feeding back or complaining to service providers about particular issues.

When they discussed their ideas to bring about change, they therefore drew upon a range of
LISNELISOUGAGSE 2T sNIWRAKSE2 (F S4 AINJWDBR NJ VSR 03 1205 S|
initiatives or approaches that could be adopted to improve accessibility. For example, in
both interviews and workshops participants made it clear that they felt-disabled people
2T0Sy RARYQ(Ut &RREBR X PRARBELSNASY O0Sa +yR S
Fo2dzi GKSANI ySSRaA® ¢KSe& &4dz33SadisSR (GKS ySS 02
people and their needs, and Jessica gave the example ¢fthd K SA YSNRa {20ASi e Q:

_<

P

Friends programmewhich aims to change perceptions of dementia in the United Kingdom
(Alzheime® Society, 2021)

G WS & End thirkg that | would draw a comparison with, in relatio raising

awareness, is the dementia friendly campa{gmlot of time and money and

SYSNHe Kla 0SSy Ay@SAaGSR Ay NIAaAy3a (KS LINE
and how you can become adementiafrignd G KAy | GKIFG§Q&a 6SSy R2yS
tactful andappropriate way. And has been a great success. And now on the top of

f2IRa 2F 2NBIFIYyAaAlGA2yaQ t SGOGSNKSFRAZ (KS& QN
2NHIFyA&lIGA2YyaQd ' YR L R2Yy Qi 1y286 GKS &ALISOAT
doneXo dzi L R2 | Y 2 greatiskidcess. A 1 Qa4 06SSy |

(Workshop B1)

She drew parallels between how this scheme had sensitively drawn public and business

attention to the particular needs ajne specific groupsuggesing itcould be an appropriate
model for a similar effort to raising awareries 2 ¥ RA &l 0f SR LIS2 L)X S$Q& SE LIS

Similarly, Jessica suggested the notion Wharte® ¥ RA & 6 f SRiNWISKHalh SQa N 3
A~ o0lF&aSR 2y KSNJ (y2¢ftSR3IS 2F (GKS bl { tFEGASYyGac
can expect from the health service. Sheially framed this as a utopian ideal:

& WS &[&i4] @dbably dreamland [but] a local council would actually have a

charterXa I @ Asg K S@If OKIF ANJ dzaSNJ ft AGAYy3 Ay (GKA& O2dzy
Oty SELISOGQ® ! yR GKIFG IAGSa LIR6SNI (G2 &2dz I &
WgStf 2212 GKA& A& 6KIG L OFy SELISOGE GKASZ
fulfilingly G KSaS OANDdzyaidlyOoSaQe LG IABSE dza O2y
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aware of that existing €
(WorkshopAl)

hy FdzNIKSNJ RAaOdzaaArzys &KS SELXtdchafidgehe K2 6
culture of the health serviceSheexpressed the bedf that if it could be emulated, disabled

people could have clear and consistent expectations of organisations such assouncil

G WS &[#] seDdut what patients can expect from their NHS. And that was a real

0 K

GdzNYyAYy3 LRAYG F2NIGKS bl { Ay GSN¥Ya 2F Al
NBEOSLIiAzyAalhas AGQa | OGdzZ tte& o2dzi LI GAS

followingonfromtha X G KI 6 Q& y2¢ S@2t SR Ayidz2 &I A
IKSEQNBE y2¢ YSi [ldughds oRIkIPF SINGS/ (v yY | YI2(ySING &
and cataracts, the four hour waits in A&Es, none of that would have happened
without the beginning of the patien® O Ké- NIi S NJp
(Workshop Al)

Shealso highlighted how the existence of a charter helped to enable a set of consistent

processes when things go wrong:

G WS al&rioWdI-keep harping on about it, buBitmy area of knowledge. There is

a formal NHS complainfgocedure, and that makes it very clear in terms of what
the process is that you should follow, and if it isn't worked out to your satisfaction
what the next stage is, and then you'get the health service ombudsman
(WorkshopB1)

In discussing how su@hcharter might work in practice, Jessica described the need for a
broad consultation mechanism to obtain input from a wide range of disabled people, and a
wide reference group, but a smaller and more focused policy graaning onthe charter

itself. Agan, these suggestions were built on her professional experience of policy delivery
'y SEFYLXS 2F K26 LI NIAOALI yia RNBg dzLl2y
engaging policymakers. However this situated knowledge had been acquineough
professional experience, as with Jessica, or via campaigning and activisrovided an

insight into potential pathways of action and practical steps that could be taken.

Howeveri KS AYLIRZ2NIFYOS 2F fSFENYyAy3a FTNRYiotws KL
how to engage with policymakers. Participants stressed the importance of doing this in
relation to specific socimaterial barriers and how they could be addressed. For example,
they brought it up in relation to their experiences of accessible envirents abroad,

drawing unfavourable comparisons to what they perceived as lacklustre efforts in the UK:
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Jessical went to Germany recently and used their public transport that was very

old, and it was fantasticKwhycafd A G0 0SS (K @asallveh§ KSNBEX Al
A0NI AIKGTF2NB I NR X expeyidRce ¢hit kvds tolwheR yod GorBeNS y

back to this country!

Ravi | think part of that issue is changing pedlattitudes, the attitude probably
in England is completely different to how they view yoG@mmany or somewhere
elseX

DaviyY X ¢6KSYy L ¢éla Ay .SNIAYy FTAGS @SINmR 323
got around really easily, and | think Germany was way ahead Qhmade the

political and moral decision to invest in lifts for their undergwbgystem, which

this countrydoesid K| @S G KS O2 d@Ndpib8ng 8lowly,bit&a g At £ X LG
snail® pace here. 8 only a question of money and will, and | see that as a

discrimination issu¢

(Week 2, Workshop 1)

Their knowledge o ¢ K I G i 2rallird) Ressibility for powered wheelchair users in
20KSNJ O2dzy GNASE 61 axr & GKAa SEOKFy3S YI1Sa

O

knowledge. Those who had travelled and experienced more accessible environments first
hand compared it tolieir experience of access in the UK, and related sociterial barriers

to wider cultural and societal attitudes. It is worth noting that a sufficient level of material
resources was required to have these finstnd experiences, especially as disabledpbe

often incur additional expenses when travelling; powered wheelchair users in particular risk
costly damage to their powered wheelchairs when flyiMyscular Dystrophy Campaign,
2012) The idas that these participants suggested, based on their knowledge of what works
elsewhere, are contingent on a certain level of access to economic and social resources.
These come together to enable them to build and articulate their knowledge, and advocate
for an approach to improving accessibility that balances a political imperative to address
barriers with a pragmatic approach to getting things done within the system by avoiding

confrontation.

6.4.2 Avoiding confrontation or alienating policymakers

A common petgeption amongst participants in describing how to engage with policymakers
was their belief that they needed to act carefully and professionally to avoid alienating the
people they were trying to influenc&his reflects an aspect of the challenge for died

activists identified in prior researadf striking the right balance between being too close to
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government and being subsumed, and being too far away and igri@athes & Oliver,

1995, p.115)

For example,;n WorkshopA, participants had discussed the need to change decision
YE1TSNARAQ AYINIYFAYSR FGdGAGdzZRSad ¢KSe St 02N G

Workshop B, discussing hauch an attempt could lead to resentment:

Anne A change of mindset amongst decisimakers. Yeh, th& going to be

KFNRX 3SGaGAy3a LIS2LS G2 OKFy3aS 6KIG GKS@
they@e been probably doing the job many years, is going toAb& & A O dzf { X

TonmyY XL (&pkopaply wihi thiigs ar@happening like they should.

Because people are just ticking boxes, rather than actually really thinking about
AGXsgKe Aa AG GKFEG 6KSYy (GKS RAalof SR G2Af !
at the point of being unusable. So wi@agjone wrong there?

JamesYeh, | think we need to step carefully with that one, not make them
defensive when we go ahead with it.
(WorkshopB2)

This exchange highlights how emotional labour is enforced on disabled people, who have to
moderate their own actions or behaviours to accommodate the sensitivities ofdsabled

others in pursuit of goals such as better access. As discussed in Chdpere&ire many

NEBl d2ya ¢gKeé RA&alFOfSR LIS2LX S YI& 06S Y2GA0Q!I G€
defensive, which in turn imposes upon them emotional labour of managinedisabled

LIS2 L) SQa FSStAy3aa | yR SY2 (A 2hg &otkshads gsdwell2 T (1 K &

For example, participants discussed how raising issues could be emotionally exhausting,
particularly when their sheer prevalence meant it was a constant, unending task:
Jessicak i R2S& FSSt ftA1S exXvaANF QO2¢dAabiyde 2H:
mind your own busineXsthere is a constant campaign that you have to live

through, every time you go out.

David Yeh, | agree.

(WorkshopAl)
' 4 LINBGA2dzateé RSAONAOGSRY LI NOAOALIYGAQ Y2RE
strategic behaviour in order to help them meet their specific goals, such as aviheimigk
of losing access to a service they require to overcome a disabling barrier. A similar logic

applies in relation t@btainingwhat they require from an organisatiothey may choose not
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to raise an issue if they feel it could compromise their influence with an organisation at a

later date.

Participants thus highlighted the need foaiution linked to not wishing to be perceived as
WO2 YL I Ay SNE Q étrudmdatal ZondertheirdeohBrisanight e disrggarded
more easilyf organisations could write them off as a complainer. Acquitimgreputation

could therefore undermine their efforts to bring about change. In this context it is worth
noting that seveal participants, especially thoseich as Jessica who haibfessional
experience in engaging with policymaked&d not perceive themselves as campaigners or
activists.Sheexpressed the belief that campaigning had negative and confrontational
implicatioya G KI G ¢2dzZ R 0SS dzy KSf LJFdzEf Ay (GNBAYy3
disability, a perspective that Ravi agreed with despite having been involved in campaigning

himself

Jessical don't like that word campaigning, and | understand why it's usetitd

me it has a very negative and confrontatiosahnotation behind it, and if part of

this process is to change the mindset to be less confrontational and be more open
and transparent, | just wonder if there's another word we could use so we're
leadingby example. You know, engagement is a very good word.

i 2

O«

Raww , SKX L GKAY]l Sy3r3asSySyiddua o6SGGSNP W/ I dzi

this to be in the mainstream, not that something that needs to be fought for, it
should already kind of exist when th&art designing things, like lifts and
pathways and things like that

(WorkshopB1)

CKAA TAIYSR 6A0GK LINIGAOALIYyGaQ O02YYSyida
feedback than complaints, but that current systems and processes did not affend tthat
opportunity. It was also linked to the emotional impact of complaining discussed above, as if
the only way of feeding back was to complain it forced a mode of interaction that was often

very negative for the participants:

G WS d[8dmPlaintsco®8 G | KdzZ3S LISNm2ylf O02aidX

O2YLX I Ay NBIljdZANBAE SySNHeX ¢KIG OFy tAQS

Davily LG R2Sas GKIFIGQa SEIFOGfe GKS g2NRasx Al

G KI

L

l.j

g A

i

a2NI 2F 62y Qi 32 | 62¢¥Q0 0GRS RABRENBABN Kigo Ok UA

two sometimes, or more.
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2YLX FAYH L

Jessick L R2yQd ¢lyd G2 KIF@S (2 O
GNASR G2 3IAGS

O2YLX FAYH X wAy 2yS OFasS L
YS GKS O2YLIX FAyld LINEP OSRIzNB X

Rachel Yeh, | mean ideally, not to complain would be ideal. | mearre twill

always be some circumstances, they should be a lot less than they currently are.
But it would be nice if it felt like it was listened to, and acted upon!

(WorkshopAl)

In Workshop B, when we discussed how these processes might be improvedippats
elaborated on how they felt that organisations ought to welcome feedback so that they
might improve their services in collaboration with disabled people. They discussed how

complaining should be a last resarather than theonly availableoute to raise issues:

G WS atheic@nplaints procedure should be the d¢gatjain it® about this
ySAlLGAGAGEeY AU dK2dZ R 0SS aSSy Ay | LlRaAi.
feedback mechanisms that d@mvolve compliant that aadd be very much

welcomed, could be invited, and could be very knowledgeable and beneficial to the
organisation involved weQe talked about changing the mindset of policymakers

and of peoplX it shouldi®be athem and ufit should be w&e working

together. And where that doesn't happen, that's when a complaint process needs

to be available

David Yes, working together is a big thing. My recent complaintaro [
2NHIFYyAalLGA2Y 8 KI @S 02YS 601X AYy Ylye Yl
of lies, orthe bus company invents a pack of lies, and | know@hdigs because

they contradict the video | made of the incidén@n astonished that they think

it@ okay to lie about something where the video shows that this did or thi®didn

happen. So th& not a constructive response to a complaint or feedback, that's a

real failure.

Jessicalt is, but that could be turned arouXdi KS& O2dzZA R al & adKI y]
for sending us this video footage, @dike to meet you to discuss it further, this

could bea real learning opportunity for ugDavid Yes, that would be perfect,

yehki2 fSINYy FYyR GNB |yR OKIFIy3dS K2¢g 6S R?2
more positive outcome for you and for theBalvid Yep, absolutely]

(WorkshopBl)

The notion of construtove engagement to bring about change ran through the suggestions

that participants made and was contrasted with the complaints procedures that are not able

G2 | OKASOS ad2aiSYAO OKIy3aSd . SAy3a LISNOSADSF
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threatened toblur the line between constructive engagement and complaint, in addition to

the emotional labour it incurred.

However, in additiontio these factors, there was anotherotivation for wanting to engage
constructively with policymakers: participants recaggd that those involved in the delivery
of services and environments that affected disabled people had their own knowledge and
expertise that stemmed from their professional competencies. Their situated knowledge as
powered wheelchair users was distinabifin, and complementary to, the knowledge of the
highway engineers or transport managers. The following exchange demonstrates how
participants, having first identified the need to change minds, acknowledged the validity of
L2t A0eYLF1SNBQ SELISNARSYOSY

James|[The professionals] have got experienc®,jiist they need to maybe look

at that experience differently

Anne Yeh, Ithinkya®S 320G | NBFfte& 3I22R LRAYyl (GKSNB:Z
officerlG NBEAY 3 (12 w2NAlFIYAaS6X RA&enginetrs G& | g1 NByY S
gK2 | Oldzrtfe 32 2dzii I'yR OKSOQtakkiy R 62NJ] 2y
gSttX wfldzAKAY3IEX L gl a FSYFES FyR RA&lIOf SF

them how a dropped kerb should be, whenti¥$ (§KS Sy 3IAYySSNEAX wL8 f
quicklythat you can alienate a lot of people very quickly. Qogivt to be done

really sensitively, because it would be worse to alienate them and then not get any

NBadzZ Ga I G Rdnfesthey khol $heirdsstiftj jast theR Bhow

different stuff than what we know

JamesYep, yep!

Anne We know it from our point of view. And they know it from a different point

2 T OA SWkKowiih& é&hgineering stuff, but they ddknow it from our

LISNB LISOU A @ SBwayr iy RiX2 6L9F (RRRRYW A &S GKSYX &aleée e2dz
on a dropped kerb, is major for us, for them they®awen see the problem. So

we dor2want to patronise them, but we need to find a way of tactfully showing

them.

JamesYeh. We can make it their idea
Anne Yeh, that would be brilliant. Yeh, ti@&the ideal scenario.

JamesYeh, sort of lead the way, and then they can come to their own conclusion!
(WorkshopB2)
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During this interaction, participants drew upon their own situated knowledge to emphasis

the importance of not alienating those who could bring about change. They identified that

to do so would be counteproductive, anccollectivelyidentified a potential solutiorto this:
SylFoftAy3a aSNIBAOS LINE JARSNE dilposeupofithenii KS OK I
6.4.3 Seeking alignmenand a collective front

As suggested by the naronfrontational approach described above, participants discussed

ways in which they as powered wheelchair users might seek alignment with other groups

who have similar ans. Again, the pragmatic aspects of this concern featured strongly in the
discussions between participants: Jessica acknowledged the challenges associated with

seeking alignment between different groups:

Jessical found that there was a lot of politiasviolved witlgnot all of the third

sector organisations, but a lot of them. And a lot of voices were heard, and a lot of
@2A0Sa 6SNBYyQli KSINRX FYyR (KS ¢gSAIKG 27
glrayQia ftglea Sldza 3z aklAndthasvasvedly &> | a Al
difficult to manage.

(WorkshopB1)

However, David highlighted that this was not inevitable, drawing attention to how conflict

between groups who might otherwise have competing goals could be avoided:

David An example of avoid pittingifferent groups against each other is, when

Doug Paulley took his case to the, eventually the Supreme Court, and before that

the Appeal Court, Mumsnet was very supportive of him, aqithé idea that it

was wheelchair users versus buggy owners in sametwar was avoided by

that support and alignment between Mumsnet and his campaign. And that was

very encouraging.

(Workshop B1)
Participants discussed areas of commonality and alignment between the needs of powered
wheelchair users and other membersthe public. They often framed the changes they
sought as being helpful for all: one person described my suggestion of a website to provide
feedback on bus services as somethingthai 2 dzf Ry Qi 2dzad 0S5 dza ST dz
02 S @S NanessVarkshop B2)Later in the same workshop, participants talked about
how if more nondisabled people were aware of the benefits of accessible environments to

all users, they might be achieved sooner:



Tom when our local railway station had a lift [fittéd make it] wheelchair
accessible, although it benefitted the wheelchair users greatly, Joe Public, 90% of
the people that use it, a lot of people use it for their suitcases, and prams, and
pushchairs, walking stick users. Xnghen the lift goes out it'actually a disaster

now! | mean if3 interesting that it was put in for wheelchair users, and if
everybody else had joined in the pressure group it would have been fitted ten
years, fifteen years earlier@tnot until the lift was in everybody realisedtj what

a good idea it was!

JamesYeh, but | think @ the same in most things, most things that benefit us will
benefit the public as well.

Anngy | 042 f dzii St &Xjustsuch § shanelwelzways deenh td be on
our own fighting forsomething that is so, @ our rightbut we are made to feel
that it@ a luxury.

(WorkshopB2)

Participants therefore recognised that the involvement of stbsabled people would have

benefitted their cause, and that despite the benefits of accessibler@mwients to others,

GKFG GKSe& gSNB (22 2FGSy W2y GKSANI 26y Q AY &d:
aligning with other groups could be a productive way of bringing about the change they

sought, it also highlights the societal devaluation of disBbleLJS 2 Lt SQ&a ySSRa | yR

unless they are align with and are strengthened by the voices ofdisabled people.

As well as seeking alignment with rdisabled people, participants saw value in disabled
people themselves having a collective voice in order to influence decision makers. As with
their desire to avoid confrontation discussed above, the way they framisddilring the
workshops suggested primarily working within the system of policymaking to get things

done.
C2NJ SEI YLX Sz G(KS& LINRLR2ASR GKS ARSIF 2F | 4GLNE
an organisation that could serve as a focal pointforcongur G A 2y 2y A0& YSYO0SNE
and utilise their expertise. One person drew a comparison with a-defunct organisation
of disabled drivers:

Tom There used to be an organisation called the Disabled Drivers and Motorists

/[ £ dzo X ¢ KSNB ¢\whhEhew dSo? dhiiuS/ehiclgsSindBhe problems,
FyR GKS@ s2df R 380 O2yadd 6SRX 2y GKAy3IA A1)
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like that
(WorkshopB2)

They felt that an issue taken up by an organisation on behalf of its members would have a
greater impacthan one pursued by them as individuals. One patrticipant explained how they

had asked a usded organisation to take up the most serious issues on their behalf:

David If something goes very badly wrong with transport for me, | noraily

really bad caes | would get [the charity] to raise the complaint on my behalf
because | think that has more clout than coming from an individiiad]

respected in the transport industry, and listened to. But we can still get really crap
responses, even when [thiearity] raises them. Some terrible, terrible situations

are described by a service provider aghsunderstandin@ There's no
misunderstanding on either side. S& iifficult to be heard, even with a respected
organisation behind yau

(WorkshopB1)

However, as Davidoted, even with a respected organisation acting on their behalf, there is

no guarantee that service providers will respond to issues that are raised by disabled people.

Yetthe value of engaging with policymakers as part of a collectivaldhwt be understated
for individuals and how they feel about the process. Even participants with professional
experience of engaging with policymakers found value in portraying themselves as part of a

larger group of disabled people, rather than as aividual. When we talked about how to

YIS a2YS 2F (GKS WKARRSYQ A&dadzsSa 2F RAalof S

people,Anneexplained thatssheg 2 dzft R Gl £ 1 | 0602dzi GKS&AS AaadzSa

despite being otherwise outspoken about accédsey explained that this was because

disclosing certain personal aspects of disablement nietdeel vulnerable:

G ! y: yv8 always been quite sort of vocal on access issues, but | kind of put it,
Fo2dzi YS YR Y& 7TNASYRanwrelvinerableAnttias A0 |
I've got oldeK I've got different ailments going on. A bumpy footpath is agogy
(Workshop B2)

Shedescribed in some detail how the bumps would calisepain, dislodgindnerin her
wheelchair.Shewould then have to sit in a twisted position, inflicting additional pain and

risking injury, untiher PA returned a couple of hours later. gt'ewent on to explain:

G ! y: ¥l all of this because the footpath was a little bit bunipgw that would
meannothing, to anybody [else]. But to m&ithe difference [between] should |

211



go out when ther@ nobody there, should I try to be independent today, or
actually, n going to come back home feeling worse@et £ S| @S AGX ! yR (KI i
very restricting, and you can explain to your friends, your family, but actually to
GKSY AGUa LINPoOl o0fs@li K23S KKPYXYA &282RYKXUG &l
0K2aS LISNE2yFf (GKAy3axX @&2dz R2ydid sglyld G2 KI
(WorkshopB2)
This explanation highlightvalue of being able to raise issues of disablement collectively, as
part of a wider group of disabled people, rather than as an individual. Doing so affords a
RSANBS 2F ly2yeyYAide (G2 AYRAGARdAzZ fa AF (GKSe& yS
interadion between disabling environments and their health or impairmevitich might
make them feel vulnerabland alscexpose them to societal prejudices about disahility
GdzNy GKS fFGGSNI YAIKEG NBAYF2NOS 2NHIyAal A2y A
disablement, rather than acknowledging them as requiring a systemic respGo#iective
action offers the potential to overcome the tension between providing enough detail to
O2y @Se RA aliniidia and IR didieSeri@nces to others, ancheuring that
their privacy is respected. Acting through an organisation to raise these kinds of asgerss
the chanceo de-personalise some of these issues, as well enabling a focus on the shared
experience of disabling barriers amongst disabled pecopies also provides the opportunity
for alignment of interests, not only amongst disabled people with diverse access needs, but

potentially also with other societal groups with whom their needs overlap.

6.5 OngoingRelevance ofhe SocialModel

The pragmatimature of the ideas suggested by participants during the workshops highlights

how they were both conscious of, and responded to, the challenges they knew would be
associated with their situated knowledge being conveyed to and used by service providers. It
Ffa2 RSY2yaidN)GdSa K2g (KSe 6SNB 1SSy (42 Y20S
those with whom they wanted to engage. As during the interviews, participants in

workshops contrasted their desired manner of working with service providers, of

constrctive engagement, with the ineffectual and challenging process of complaining:

Jessicalf | gave feedback to the council, a much better scenario for me and for the

council would be if we could have a friendly constructive discussion about what the

issues are, and what could be done to resolve them. As opposed to me saying

WKFGQa vy 2 (iQths godnkil s&yi BzvERK T ¢S KIF @Sy Qi 320G Y2
with itQand then if | want to take it further | have to then go and take legal
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[action].

(WorkshopAl)
LF I RAA&AFIO0f SR LISNAR2Y A& LISNOSAOSR o6& | &SN
problematic individual, a moaner whose concerns could perhapemasily be ignored or
sidelined. However, just as importantly it frames the issue of disablement itself narrowly, as
relating to the dynamics of an individual rather than as a structural problem of disabling
environments that would require systemic efts to address. The workshop participants
recognised that either of these two framings would impede the changes they sought, and in
light of this, emphasised the structural nature of the barriers they fadéds was true even
when sharing the individudips and tricks that helped them work around these barriers:
they framed the disablement they experienced as a manifestation of structural inequality

that required addressing at a societal level.

This framing aligned with key principles of the social niadéisability, even when this was

not explicitly mentioned, and was also undertakenpayticipants who were unfamiliar with

the social model. It accordsith an understanding of theocial model not as an overarching

grand theory, butasn aidtounde@ 0 F Y RAY 3 GKIF G OFyYy GLINRJARS A
tendencies of modern societies in order to generate policies and practices to facilitate their

S NI} RA QHaries,202E, p.20L Y RSSRY LI NGAOALI yIaQ FNIYAYS
adzLILR2 NI a GKS y20A2y (KOG K3 IREE2AAA26Y Y2 RS D A2
AYGNRRdzZOAY3I O2yiAy3aSyOeé Ayli2z2 (GKS bmWBaSyid Iy
practices through making visible exclusionary barriers and imagining a different future

(Beckett & Campbell, 2019} helps to form a shared collectivity in the face of atice,
SyrofAy3a RAAFIOESR LIS2LX S a2 NBO23IyAaS 2yS
shared values, coming together to dismantle disabling barriers and to build an inclusive and

Sy I 0f Ay FBeckét®@ Coripielf, 2015, p.278)

¢KSAaS aLlsSoda 2F LINIHAOALIYGAQ &aKFNBR ARSY(
workshops, even when the social model itself was not directly refer@iocaliscussed.

Moreover, as participants talked about the changes they desired for society to become more
inclusive, they used phrases suchbagay ideal world (Jessica, Week 2, Workshop 1). As
participants articulated their envisioned future they ptiened it as an alternative to the

a0l Gddza | dz2 T A ghoiizdaNdaking 2idibe v diffe@nt, dzintisabling world in

the fabric of the preseX W@ KA OKB8 KIF & | LINF OGA Ot AYLIZ2NII
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LINE & (Backett & Campbell, 2015, p.28@uch an opening up of the boundaries of
possibility, with the conviction that a better world is possible, is an essential part of the
process bbringing about changéBarton,2001, p.3) For young disabled people, the social
model has been found to hold value as an oppositional device, enabling thenvigion

their preferred future, supportinghe creation ofresistance practices, amoviding afocus

on emancipatory goal(Griffiths, 2019) These workshops suggest that this is the case for the

participants in this study as well.

It was clear that participants attached significant importance to a social model framing of

disablement as a structural process that ragdi concerted political action to address. Yet in

ALIAGS 2F GKAAZ gKIG ad22R 2dzi Ay (GKS @g2NJ] aKzL
need for pragmatism: despite giving examples of confrontational interactions with service

providers, they generallyought to avoid these and preferred to avoid being perceived as
WRAFTFAOdZ 1 Qb ¢KSe& GKSNBF2NB al g GKS ySSR FT2NJ
their underlying political clarity of systematic disablemernhat what needs to change is

society as wholec with the realworld realities of seeking chandgberough engaging with

service providers and policies. This required a particular form of pragmatic and constructive
engagement, recognising the need not to alienate the people they were seekinfjuence

and to engage at different levels and in different places to achieve particular goals, while

remaining true to their values which remain rooted in an understanding of the structural

nature of disabling barriers as articulated by the social motleése pragmatic ways of

engagement were perceived as important by participants in being able to achieve systemic
OKIFy3aSsT N}YGKSNI GKIy aAayYLiteée o6SAy3a Fy AYySTFFSOd

discussed in Chapter 5.

6.6 Discussion

The workshopslescribed in this chapter are a continuation of the process of reflection and
sharing of situated knowledge by participants that began in the first phase of the research.
They enabled the validation of my tentative analysis of the data from the Journdys an
Interviews, but also provided a space for participants to engage in a process of discussion
and ideation around their situated knowledge. They offered the opportunity for participants
to collectively discuss how they envisaged that their knowledge dmeilkcbnveyed to

others, via processes of engagement with service providers and policymakers, in pursuit of

more accessible environments and interactions.
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Furthermore, the workshop conversations provided a space in which participants engaged in
processes gbeer learning, relating both to practical issues such as the sharing of specific
workarounds for particular disabling barriers, and to wider consciousrassg about

disability politics such as the existence of the social model. Indeed, both of thpeeta

were inextricably linked: by sharing workarounds and talking about how they would not be
necessary if society addressed the disabling barriers in the first place, the very process of

practical knowledgesharing was in itself a political act in liwéh the social model.

Whilst core aspects of the social model mattered to many participants, either explicitly or
implicitly in how they talked about the systemic nature of disablement, their approach to
influencing service providers and policymakersidied this with a nuanced sense of

pragmatism. They considered who they would need to talk to and how best to influence

them, in order to make the societal changes that were required happen.NIi A OA LJI y (i 4 Q
pragmatism was influenced by other aspects of théntity and previous experience, such

as their professional or personal experience of engaging with deemsakers.Engaging at

the right levels, and in the right ways, were perceived as key to bringing about effectual

change at a systemic level rather than shouting into the void as a compl&imerlends

support to theconception of the social model ashelpfulW 2.1 & A (G A 2 yfdr disabie& FA OS C
people: it enables theno identify the status quo as both contingent and unacceptable, to
envision an alternative future that requires collective action to bring it into being, and to

locate this need for structural change a societal level.
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Chapter 7.Conclusion
7.1 Introduction

This chapter draws together the findings and contributions made by this research, reflecting
back on the research questions | posed at the beginning of the project, my findings, and the
process ofonducting this research itself. It also considers the limitations of this project, and

makes suggestions for future work that would extend this research.

7.2 Reflections on Research Questions
As discussed in the Introduction and Methattapters this researh was guided by three

research questions. Below, | briefly reflect on each of these.

1 What is the role of digital technologies in supporting powered wheelchair users to
capture and articulate their experiences of mobility and accessibility?

Thisresearchhia aK2 ¢y GKIFG LI26SNBR 6KSSt OKI ANJ dza SN.

are complex and are influenced by a wide range of sp@terial factors and contingencies.

Participants used JourneyCam as a digital tool and go along method of engaging with these

experiences, and to capture representations of them for subsequent review and discussion.

This resulted in a rich set of data and reflections, generated both in situ and post hoc, about

the places they had travelled through and the experiences they hadeWta JourneyCam

RFGF Ff2yS LINPOARSR @AadzZaf |yR aSyaz2Nl WSOAF

experiences, it was the process of using the tool as a part of wider reflective practices that

enabled individuals to elucidate the detail and améing of these experiences and why they

mattered to them. As such, the JourneyCam technology and how it was used to support

conversations around place and mobility provided a resource for participants to articulate

their situated knowledge of socimaterid disablement and how this might be addressed.

This highlights that technologies in this space cannot be regarded in isolation from the wider

processes of explanation and exploration that they permit, emphasising the importance of

designing them in ways &t permit flexibility in using and interpreting the resultant data.

T 2KFG FNB LIS2LX SQa Y20AQFdA2ya o0SKAYR aKIF N
environment, and how might technologies be used to enable such sharing?

Perhaps unsurprisingly giventhefrafd 2 F (G KS NBaSI NOKX LI NIi A OA

for taking part in this project was to contribute to bringing about improvements in access for

powered wheelchair users, and more broadly to improve understandings of disabled

LIS 2 LI $Q& S E céandimdhiliy. Participahts wetelaware that they had a level of
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insight into disabling environments that nafisabled people generally did not share or, in
many cases, appreciate. Through sharing their experiences in the context of this project,
they denonstrated detailed situated knowledge that was rooted in their experiences as
powered wheelchair users. Simply by taking part, therefore, participants helped to highlight
the value associated with their situated knowledge in identifying disabling envirotenaad
making suggestions for improvements. In considering the video and sensor data they
captured, participants especially highlighted the qualities of visual data in helping them to
convey their experiences and situated knowledge to others, though &sirabove, both

the technology and data it generated formed part of wider processes of discussion and
reflection. These social processes are an essential part of using technologies for sharing
experiences: technologies alone are insufficient in conveyangpdex experiences without
the contextualisation and explanation of the data they generate through processes of

discussion and explanation.

1 How can personal experiences of mobility and accessibility be used to inform policy
and service provision?

During te final stage of this project, participants articulated various suggestions for ways in

which their knowledge might be taken forward to decisimakers and service providers,

YR GKSNBoO6& dzaSR (2 AYLNROGS RAAl 60faBdR LIS2 L)X SQa
mobility. Many of their ideas echothe loggli  yRAYy 3 Ol ff o6& (GKS RAAlFOT.
2F Wy20KAYy3 Fo2dzi dza gAGK2dzi dza QY 6KAOK SYLKI

involvement of disabled people in the societal and political proceegsaffect their lives. |

had hoped to explore how this might be achieved in the context of mobility and the built

environment by bringing participants together with decisimakers, but this did not prove

practical within the constraints of this projgbt | 2 6 SGSNE (GKS 6l &8a Ay 6KAC
situated knowledge informed their contributions throughout the project highlights how

important their experiences were in underpinning their insight into the socaderial

barriers they encounteredndalsohow these might be addressedihese experiencesere

also essential to the suggestions they made for working with decis@kers and how they

articulated these ideas. This reinforces the notion that it is imperative for decision makers

and service providers tmvolve disabled people meaningfully throughout processes of

designing, implementing, and evaluating environments.
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7.3 Reflections arounBoweredWheelchairUa S Bdefiences

This research has confirmed that a wide range of closely linked-satigrial fators affect

the experiences of powered wheelchairuse®.§a S OFy 6S WSyl of SNAQ
I 00Saas 2NJ aSNWS a oF NNASNA 2N WRA&LF Ot SNEC
circumstances the same factors damth enable and disable. Theaterial aspects of the

barriers identified by participants in this project reflect lenmning issues identified in prior

work on the geographies of disability. These include physical obstructions to accessing
places or modes of transport such as stgusor quality surfaces, narrow or confined spaces,
and steep inclines. Similarly, the social barriers that participants discussed include negative
attitudes from staff and other members of the public, again reflecting prior work on disabled
LIS 2 LI S Qrices.SThid dSseaRciSilluminates several closely linked aspects of these

barriers, and these contributions and their implications are briefly discussed below.

The first, noted above, is the intrinsic link between social and material barriers to disabled

pe2 LS SQ& Y2o0AfAteyY (GKSeé& | NBE Of 2aSft dnardyygfi SNI & A
them are socidechnical systems that bring with them further complexitiEsr example,

the absence of level boarding on much of the railway network means that wheselgsers

have to rely on manually deployed ramps to access trains. Yet this introduces a reliance on
multiple staff communicating with each other to ensure someone meets the wheelchair user

at both their origin and destination with an appropriate rampaiarking order. It also relies

on staff having the knowledge to deploy the ramp correctly and safely, and on the train,

platform, and station being accessible. Finally, it introduces the dynamic of a human

interaction between the wheelchair user and memlodéistaff that might go well or badly.

This example demonstrates how many barriers are not purely material or purely social, and
speaks to the need for a holistic, system$ & SR F LILINB | OK (2 A YLINE GAY

experiences of mobility and access.

Secondly, particular initiatives or features that are intended to reduce the soterial

barriers faced by disabled people, such as lifts in buildings or ramp assistance on trains, can
sometimes perpetuate disablement. This is often due to poor desigm@lementation,

making them difficult for disabled people to use. An underappreciated aspect of this is that
these features are often brittle and unreliable, with little flexibility for the disabled user or
forms of redundancy if things go wrong. For arste, even when ramp assistance is-pre

booked for train journeys (which itself was viewed as an unfair, inconvenient, and ableist
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imposition that restricted their freedom of action), participants reported frequent failures
where it did not turn up. Simildy, the failure of a single lift can render an entire journey or
building inaccessible. These examples highlight the critical importance of such accessibility
features and services being-far-purpose, reliable and wethaintained, and appropriate to

enaure access for disabled people with dignity and on similar terms tedmeibled people.

A third aspect of these barriers is that accessible environments can become inaccessible at

short notice: many socimaterial barriers are variable, not static, whiaffects powered

GKSSEt OKIF ANJ dzZASNEQ Y20AfAGEDd £F NAIOAfAGE YI& 0O
weather, technical problems such as mechanical faults with lifts or ramps, or social and

AYOUSNI OGA2Yy It A&aadzSa & dzO gative attitude. $horhoficE YS Y0 SN &
changes like these are particularly disabling as they undermine the work disabled people

have done to ensure an accessible journey, and these contingent factors are considerably

harder to work around than unchangingly inacdéBksenvironments. While factors like the

weather cannot be fully addressed, measures can be taken to mitigate their effects, such as
providing accessible shelter. More importantly, steps can be taken in many cases to address

the unpredictable nature of aessibility. Installing multiple lifts in busy places like stations

would provide redundancy in case of failure, while proactive maintenance would improve

reliability. Swift repairgo faulty lifts would reduce the time thaénvironmensarerendered

inaccessible. Good information about shoxtice accessibility changes would help reduce

the labour and frustration of being confronted by a disabling barrier-joiginey.

A final aspect of the enabling and disabling factors highlighted bydakéarch is that there

Ada | O2yaARSNIo6fS 3AFL) 6SG6SSy RA&lIof SR LIS2LX S
and that which is formalised in regulations about accessible environments. Participants

identified many aspects of their experiences asldimg or disabling that they felt were not

reflected in codified descriptions of accessibility, nor recognised by policymakers or the

wider public as being relevant to accessibility. Instead, they felt that accessibility was treated

& | Wi A Gelrattieltiia®beiSgg®iell & the experiences of disabled people.

They identified this as partly due to inaccurate assumptions made bydisadled people

Fo2dzi RA&lIOf SR LIS2L)X SQa tA0Sa IyR ySSRasx gKAO
disabledlJ)S2 LX S YR G(GKS gléa Ay 6KAOK RAAlFIO6T SR LIS2I
the design of environments and services. This highlights a need for derisikers and

a20AS0e a I ¢gK2tS G2 o0SUGUGSNI dzyRSNERlGlryR RAALI O
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In the above respects, this research highlights the complex, contingent, and interactional
nature of the factors theenable and disable access and mobility for powered wheelchair
users. What is very clear is that disabling sanaterial environmentsemain significant

barriers to the everyday mobility of disabled people more than twenty years after the
passage of th®isability Discrimination Act. It remains paramount to identify and remove
these barriers, as advocated by the social model of disability. However, in order to do this, it
is imperative to engage fully with the complexity of these everyday experiences. Thi
AyOfdzZRSa Sy3l3IAay3a gAGK GKS gl e&a GKFG L3R éSNE
at the intersection of the particular socimaterial environments that they travel through,

the technologies that they use for mobility, and their individual corjaditg. This indicates a

need for the social model, with its focus on identifying and tackling disabling societal

barriers, to engage productively with discourses around individual corporeality and

embodiment. This is not to return to an individualised, noadlsed conception of disability,

but to understand why certain socimaterial environments are disabling in particular ways

to specific disabled people who use particular sdeichnical systems for mobility.

Such a focus on these individual experiengesnits an engagement with the considerable
situated knowledge and expertise demonstrated by the participants in this study, which they
had built up over time and was grounded in their experiences as powered wheelchair users.
While these experiences wetkverse, there were many commonalities in the varied barriers
and enablers they experienced. This in turn led to overlapping but distinctive situated
knowledges of mobility and access. This research shows how these knowledges help
powered wheelchair usert® acquire practical skills and expertise in working around the
complex socianaterial barriers they facdn doing so they enable them to exert agency in
situations that would otherwise be disabling. In addition, during this research participants
demonstiated how their situated knowledge went beyond the mistale of everyday
interactions. They had insights into how their everyday experiences reflected broader
processes of disablement at different scales, as well as to what it meant to be a disabled
persa in contemporary Britain. In turn, this situated knowledge enabled them to see not
only how their ownexperiences of mobility and access could be improved, but also how

society itself could be more inclusive towards disabled people. Participants thugiatkn
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the need for decisiommakers to engage meaningfully with their experiences and situated
knowledge, in order to bridge the gap between their experiential understandings of mobility

and access as powered wheelchair users, and those ciisabled pegple.

Yet because their knowledge is situated in their individual embodied experiences of working
around disabling barriers, participants acknowledged that it was hard to convey to others,
particularly nondisabled people and decisianakers. This was fawo linked reasons: first,

that the embodied, experiential nature of this knowledge does not lend itself to being easily
conveyed to others without similar experiences. It is particularsuilled to being conveyed
through the kind of feedback mechanism®st often available to disabled participants, such

as complaints processes as will be discussed below. Secondly, and perhaps because of this,
they experienced difficulties in getting service providers and decisiakers to listen to

these experiences ahtheir situated knowledge. This causes a dilemma, as participants
identified the importance of conveying these experiences to others in order that they would
0SUGSNI dzyRSNREGFYR RA&lFOf SR LIS2L) SQa f A@Sa
Furthermore, although situated knowledge helps powered wheelchair users to exert agency
in disabling environments, its acquisition comes at a significant cost. The situations which
lead to knowledge about how to work around disabling barriers often have negatmects,

in particular the additional physical and emotional labour that is imposed on disabled people
2y | RFAf & 0l &Ai a ininBospilaki&anvirantheénds. Tiiezontéhds 3hat leade Q

G2 GKS&S STFFSOGA I NB | yandpsyttiedBaiianal @isablin¥Thia 2 OA S &
Ay AGaStFT &adza3asSada GKS ySSR F2NI oSUGGSNI glea 0

others. Such ways should be able to convey not only the physical labour involved in working
around disabling barriers, butsa the psychemotional impacts of these barriers, in ways

that do not further the disablement that disalilgoeople already experience.

An important and underecognised aspect of the psyclemotional disablism mentioned

above that is that when disabled pple try to use their situated knowledge to confront and
improve disabling situations they are frequently thwarted. Attempts to bring about change
are not generally welcomed by service providers. Participants often described being forced
through formaliseccomplaint processes, which they found frustrating, themsuming, and
ineffective. They felt that complaints about accessibility or discrimination were not taken
seriously enough, being seen as a minor customer service issue rather than a legal duty, and

often had to be repeatedly chased up and escalated. Even when these resulted in pledges to
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improve a service, they frequently found themselves having to engage repeatedly with the
complaint processes, as lessons were not learned and the promised improtenmever

materialised. Participants shared a collectivelerstanding that not only were the results of
complaining unsatisfactory, but that the very process of complaint itself imposed on them
considerable psychemotional labour, which resulted in nega¢ emotions and in some

cases dissuaded them from complaining at all. They recognised that complaint processes are
ill-suited to sharing their knowledge and expertise, and are not generally a productive way of
raising issues of disablement. Becatlse very process of pursuing a complaint has the

effect of individualising structural issues and problems, the systemic factors that lead to
socioYF GSNAIFEf o6F NNASNE NBYIFIAYSR dzyI RRNSaaSRod
a rich potential resource for iproving the accessibility of environments and services, and

the participants in this study felt that current processes of feedback mean it remains largely
unused by decisiomakers. This highlights the need for better ways of not only engaging

with disableR LIS 2 LI SQa & A ( dzI (wdyRof Hriggidgit intS edaEsBULtived dzi | £ &

conversations with service providers.

7.4 IncorporatingDisabledPS 2 LJExPefiénces iffolicy

During this research, and particularly during the workshops, participants madeya odn

practical suggestions for improving their experiences of mobility and access to the built
environment and public transport. In addition, they proposed that these practical ideas, and

the situated knowledge they possessed as powered wheelchair usargave rise to them,

might be conveyed to decisiemakers and others in a position to implement these ideas in

LIN OGAOS® LYy R2Ay3 a23x (KSe& &a2dAKG G2 AYIl 3A
might be incorporated into policymaking processes ineorit bring about change. The ideas

they suggested were typically rooted in their previous experiences of engaging with

decisionmakers in either professional or personal capacities.

In this process of imagining revised ways of working with decisiakers, it is worth noting

that the workshops themselves provided a forum for participants to collectively articulate a
form of disability politics that was grounded in the social model of disability. They discussed
how a pragmatic, politically astute approatthworking with policymakers was compatible

with core tenets of the social model of disability that locate the sources of disablement, and
the locus for their potential resolution, in structural factoBoth the pragmatic ideas they

suggested, and the poesses they discussed for engaging with decisiakers, reflected
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this socialmodel inspired recognition of the importance of structural factors as both crucial

to their experiences, and crucial to resolving societal disablement.

Participantsdrewupodl KSANJ 1y2¢6f SRIAS 2F WgKIFIG 62N] SRQ
with policymakers, and in making practical proposals for removing $oaterial barriers.

¢tKS® IFTAYSR (2 FT@2AR O2yFTNRylGlGA2YyS 020K G2
because thg recognised that their own situated knowledge was distinct fipbut could
complementg the credentialed expertise of professionals such as planners or engineers
involved in service delivery. They described the need to seek alignment with other groups
who would benefit from the same kind of barriegmoval, aiming to build consensus rather

than engage in zeresum politics, and identified value in raising issues collectively. This, they
noted, would have several benefits, including creating a critical mia8ected people that

would increase pressure for change, and allowing some anonymity in recounting personal

experiences that might otherwise be individualised or medicalised and dismissed

In addition, the workshop discussions enablesbwledgesharirgand peer educationThis
enabledparticipants to consciously link their individual experiences of disablement to those
of other powered wheelchair usevho took part in the research, as they found elements of
commonality between their different experieas The discussion and sharing of common
experiences in this manner can lead to consciousnaising on issues of shared injustice, an
important prerequisite for collective political actiofCampbell & Oliver, 1996)ndeed, it

was notable that the workshop discussions provided some participants with an education in
disability politics, as others explicitly described the importance of the social model to them.
In addition, through their suggestions for how things could be differpatficipants used

the social model of disability as an oppositional deyi®eckett & Campbell, 2015)hey
compaedthe status quoto an imagined alternative in which their views and experiences

informed decisioamakers and led to more accessible and inclustm&ironments

This research therefore has several implications for incorporatingithated knowledge of
disabled people into efforts to improve their experiences of mobility and access. The first is
that knowledgesharing around these experiences should be considered an ongoing process,
rather than a oneoff engagement between disabled peopledanondisabled others. The
workshops continued an idepth process of knowledggharing and reflection that began

on journeys and continued during the subsequent interviews. This involved theeation

of understanding between myself and the participsuihrough detailed discussions of how
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they experienced mobility. These conversations and the reflections they prompted took

L I OS 620GK W2y (KS 32Q a4 6S GNI} @Stf SR KNI
retrospectively around the data that thdyad captured. JourneyCam is therefore more than

simply a tool that can be used by the powered wheelchair user to generate video and GPS

data: an important aspect of its value lies in the process of explaining and learning that the

tool and wider gealong and interview method facilitates. This suggests that those who aim

G2 3FAYy | NAROK dzyRSNEGIFIYRAY3 2F RAA&lIO0f SR LIS
facilitate these ongoing and4depth processes of generating understanding. While it may

be impractcal for decisiormakers to replicate the precise methods used in this study,

especially on a large scale, it is nonetheless imperative for them to consider ways that

RA&lI 0t SR LIS2LJ) $Q&8 SELISNASyOSa | tyréughauktbedzl G SR
processes of planning, design, and delivery of environments and services. This would allow
F2N) 2y3I2Ay3 fSIENYAYI YR FSSRol Ol GKFG A& N
decisionmakers able to clarify issues and address problems early on. Ithatso permit

the possibility for ongoing and longéerm organisational learning and consolidation of

1y26ft SRAS | 62dzii AadaadzSa | FFSOUAYy3a RA&ALFOE SR L
A second implication of this research that was digdemonstated during the workshops

was the value inherent in disabled people being able to more easily share their situated
knowledges with each other. The overlapping nature of these knowledges meant that, while
there were many points of commonality, there waglstonsiderable and productive sharing

of tips and tricks throughout the workshops. This meant not only that they expanded their
individual repertoires of ways of working around disabling barriers, but also that they had

the opportunity to collectively bild on these ideas or even present contrasting views about

them. The workshops also demonstrated the potential for these processes of knowledge

sharing to have a wider political impact through the building of shared consciousness, as
demonstrated when sompatrticipants introduced otars to the social model of disability. It

is important to note that despite all participants having been sufficiently interested in issues
relating to mobility and accessibility to have given up considerable time to take garsin

research, they still careated new knowledge with each other during the workshops. This

speaks to the value of not only engaging with a multiplicity of situated knowledges but also

of bringing these knowledges into dialogue with each offitaraway, 1988; Hding, 1993)

This is highlighted by the way that participants themselves saw value in the discussions that

the workshops enabled, arsliggested ways that these might be continued beyond the end
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of the research such as through a podcast that would bdiffgrent perspectives together.
More broadly, this finding also supports the need for additional, and ongoing, opportunities
for disabled people including powered wheelchair users to share their situated knowledges
with non-disabled people such as decisimakers. Youn{2004)highlights the imporance

of those in positions of powearcknowledginghe partiality of their own perspectives that
would otherwise remain unquestioned, and notes that the bringing of situated knowledges
into dialogue is a way of achieving this. Facilitating ongoing convensabetween disabled
people with experiential knowledge of disabling barriers, and credentialed experts involved
in creating environments and services, would be an important step towards this. It is also a
necessary preequisite in making these environmts and services more inclusive by

tackling the disabling barriers that currently exist.

Given the disabling barriers that participants characterised and the value of their situated
knowledge, as discussed above, a key implication of this research hasheeienportance

2F AyOfdzZRAY3I RAAlFIOfSR LIS2LX SQa @2A0Sa FyR
environments and transport services. This implies a need for organisations involved in key
societal infrastructures, such as the planning systertransport networks, to engage

proactively with disabled people to seek out their experiences and situated knowledge.

This would entail a significant rethink of the current reactive system of planning, which is
underpinned by weak legislation and kttompulsion on developers to prioritise disabled
LIS2 L)X $SQ& SELISNASYOSaod L-imagndglof dewek r¢ldignshpSat |
the heart of planning processes to centre them on disabled pefiplek, 2000; Imrie & Luck,
2014) However, such a development seems unlikely in the context of austerity, during
which the ability of local government to drive change has been weakened, and in light of
recent proposedeforms to the planning systeiMinistry of Housing, Communities and
Local Government, 2@3. While the latter emphasises the importance of reconnecting with
local communities its primary focus is on expediting the approval of developments, in line

with a longterm pattern of weak legislative planning frameworks. It is difficult to see how

o2y a
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Similarly, a proactive engagement with disabled people to utilise their situated knowledge
would mean that service providers would begin by focusing on the experiential concerns and

perspetives of disabled people who use their services. In turn, for example, this would

YSty GKIG GKS NIAfgre AYRdzZAUNE ¢2dzZ R 0S3IAY
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of how the current ramp assistance service is experienced in order to understand how i

could be improved. It would mean acknowledging the impact of ramp assist failures on
RA&LFO6f SR LIS2L)X $Q&8 SELISNASYyOSa 2F GNI @Sttt Ay:=
emotional impact these failures have on their lives. It would also meanaenirsg that

boarding and disembarking from a train is only one part of the wider transport chain, all of
which must be accessible, and which should be considered holistically as an interlinked
system(Wilson,2003p ¢ 2 dzy RSNEGFIYR RAA&lFO0f SR LIS2LX SQa
implies a consideration of how tip-date, accurate, and timg information about access

can be provided, as well as engaging with other actors such as local authorities to ensure

that the wider environs of stations are accessible. The isolated provision of a technical

Waz2f dziA2y Q> &dzOK I &ntfor thebveralexpérigncgiof tRvel®ithey 2 G |
broader societechnical environment and barriers that disabled people experience, will be

doomed to failure.

It is therefore worth reflecting on the role that JourneyCam played in this project as a digital
tool that helped support people to articulate their experiences and facilitate conversations

around them.

7.5 Reflections othe Roject
7.5.1 The success of JourneyCam as tool and method

As noted above, this research used JourneyCam as both a tool and a metleoddging

GAGK LR26SNBR 6KSSt OKI AN dzZaSNBEQ SELISNASYyOSa
approach was built on a recognition thatsitu engagement with particular places and
environments can lead to the elucidation of rich and different types afeustandings about

those places than thinking about them away from those pldBesenbach, 2003; Hein et

al., 2008) It also was based acknowledging that interviews prompted by visual data such

as photos enable people to provide rich pbstc reflectiongdHarper, 2002)especially when

those visual media have been collected or curated by the respondents them¢€Eleek,

1999; Van House, 2008) | Yy R G KIF G WiN}X OSaQ FyR @ARS2a& 3S
used asa way of generating knowledge through processes of reflection, discussion and
understanding Sumartojo & Pink, 2017)

The value and utility of thi I LILINR F OK Ay SELX 2NAy3 (KS O2 YL
and mobility was confirmed by the rich, detailed accounts it offered of powered wheelchair

usergexperiences. Going along with participants gave me a different perspective on my own
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journeys alongside but differently to them. The slow temporal rhythm of waiting for lifts, the

spatial aspect of going much further along a road to access a dropped kertheanasual

disbelief in certain interactions with staff all highlighted to me our differential experiences of

the built environment and public transport. Yet as valuable as thalgogs were, it was

through discussion and explanation around these exgrenes (both in situ during our

journeys together and in subsequent sestiuctured interviews prompted by the

multimedia data they had collected) that rich explanations were generated about the
YSIEyAy3a 2F GKS&S SELISNA Ip@iStheserdiscudsibnsldhat OA LI v (G &

clarifications were sought, and suggestions made about how things might be improved.

An important aspect of this was that the method enabled participants significant flexibility
including the choice of journey on which theyok me, the mode(s) of transport employed,

and what they decided to capture or omit. This enabled them to focus on the issues that
mattered most to them and which they felt were most important to discuss, an important
aspect of engaging specifically witieir situated knowledges as individuals. Moreover, this
approach was also compatible with the politics of some participants, affording them as much
control as possible rather than me making inaccurate assumptions as-disalvied

researcher about what Eft mattered(c.f. Golledge, 1993 and critiques discussed in Chapter
2). The workshops weralso successful in helping to validate my initial understandings of

LI NGAOALN yiaQ SELSNASYyOSa FyR KAIKEAIKGAYI | N
flawed. In particular, however, they were exceedingly productive at enabling the collective
sharng of situated knowledge about the complex experiences of being powered wheelchair

users, as well as ideation about how this knowledge might be conveyed to others.

7.5.2 Challenges and considerations for adapting this research

Despite the success of the metthan this research, there are certain aspects that proved
challenging and which should be considered in any future study adopting such an approach.
The first is that this method was exceedingly tioensuming. Undertaking a gg@ong in

which participants ge a digital tool such as JourneyCam, and then using the data they
capture in subsequent sedentary interviews, is a considerably longer process than either a
go-along or an interview in isolation. Even when fieldwork went according to plan, working
with asingle participant took at least a full day and more commonly two days. Haéggs

themselves involved being outdoors for prolonged periods of time, and were precluded
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under certain weather conditions. Moreover, it is imperative to be mindful and deagi

the needs and individual circumstances of participants: unexpectbdalth or a PA

absence, for example, can lead to shodtice cancellation of this type of work. All of these

aspects can lead to logistical challenges in scheduling and conglticis kind of research.

This has two key implications: first, it highlights the importance of ensuring that activities are

as accessible as possible for disabled people, who are often already often marginalised by

the inaccessibility of existing waysragking their voices heard in civic conversations.

Secondly, it suggests that it may be difficult to organise such a rich, experiential approach of
O2y@SeAy3d RAAlIOfSR LIS2L) SQa aAddz G6§SR (y26f S
other professional dmands on their time. Adapting this method to such contexts and

engaging these people directly will therefore require considerable care.

A second aspect was the difficulties of visualising the sensor data and making it meaningful

to participants. Unlike tb maps, there was limited engagement with accelerometer sensor

data which was perceived as hard to interpret. This was partly an issue of scale: this data

was at the same scale as the entire GPS route of the journey which could be several hours
long. Althaugh broader patterns were visible, such as the relative smoothness of a bus or

tube journey, the bumpiness associated with specific video clips such ones captured while
going over as a kerb were simply too small to be seen in such a visualisation. gessug

the need for more intuitive methods of visualising accelerometer data, which enables users

to make sense of data at different temporal and geographic scales. For example, the ability

to move from data visualisations at the scale of the journey aba@eWGPS trace and macro
patterns in accelerometer data) to those at the scale of and tied to individual clips would

help users see how these data relate to each other.

hyS AYyGSNBadAy3 alLlSOod 2F GKA&a NBaASHENDKQg!I 3
framing: they conceptualised the data itself as demonstrating issues to others, focusing in
particular on how the visual nature of the videos was felt to show issues in ways that a

textual explanation simply could not. This perhaps speaks to theggsirof the visual and in
particular video as a form of proof that someone was present in a particular context, the

Wo SSy  KS NB @uikkifaéhgtaly, 0g9s/already discussed, the discussion

around the data was an important aspect of the success of JourneyCam in providing insights
AyiG2 RAA&FOf SR LIS2 LI Seuid thaérdfdiedzbndideihov] JgugngyiC&R 3 S ®

data might be more clearly foregrounded as a resource for discussion around experiences
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rather than (on its own) evidence of specific barriers. Another aspect of the JourneyCam
data, the qualities and perspectives piieced by the footage, could help in this process:
rather than criticise the shakiness of the footage, participants talked about how it accurately

A ¥ s A

NEFt SOGSR GKSANI I YR GKSANI OKFANDa SELISNASYyOSa

7.5.3 Project limitations

During thisproject | worked with fifteen participants in total and went on-glong journeys

with thirteen of them, while nine took part in at least one workshop. Despite advertising
recruitment nationally, all participants were located in England and most lividger
conurbations or suburbs. They were people who were already engaged with and interested
in the topic of accessibility, and in many cases had either work experience or had been
involved in campaigning around this issue or others that affect disatdeglp. A majority of
participants in this study were relatively affluent and had experience of tertiary education
and/or a professional career. As such, their experiences are not necessarily representative of

those of powered wheelchair users from othercgd backgrounds or geographies.

| do not consider this to be a weakness, as this research was intended to generate an in

RSLIIK dzyRSNRGIFYRAY3 2F LROSNBR 6KSSt OKI ANJ dza S
rather than to be a representative and generalilasample of all powered wheelchair

users. Engaging with situated knowledge is, by definition, to refuse totalising narratives that

g2dzZ R a4SS1 G2 &aLISF| lo2dzi WHffQ LR2ESNBR gKSSH
notable that the findings of thisesearch suggest that, despite some significant differences

AY LINIAOALI YyGaAaQ 3IS23INILIKASE yR az20AFlf o 0113
significantly. In particular, the barriers and enablers of mobility and access they identified,

and the stuated knowledge that they developed around these, showed striking similarities.

This suggests that these aspects of experience are conamamgst wheelchair users,

f SYRAY 3 adzLILR2 NI (2 GKS a20AFf Y2RSf @éa ARSYUGAT

oppression against disabled people.

Finally, given the time and logistical constraints of the PhD, my original aim of working with
decisionrmakers remained unfulfilled. | had hoped to conduct joint workshops that brought

powered wheelchair userstim dialogue with the decision makers, to explore ways in which
RA&lI0f SR LIS2L)X SQa aAaildda 6SR 1y26f SR3IS YAIKEG 06585
the productive nature of the conversations amongst powered wheelchair users during the

workshops that di happen, | believe it would have been very valuable to have taken the
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next step of facilitating similar conversations between them and decision makers as a way of
exploring avenues for mutual understanding and recognition of situated knowledge. Such an
engagement would have also provided the opportunity to explore and gain additional
perspectives on the suggestions made during the workshops by powered wheelchair users

FT2N) WYySEG aidSLAQ 6dAf RAYI 2y GKA& NBASH NDK:

7.6 Future Wok

¢tKAa NBaSIFNOK KFa ARSYGATASR GKIGO RA&lIO6fSR
insight into processes of societal disablement, and how these might be addressed to create
more inclusive and accessible environments. As a critical aspausdfas been to

I Oly26ft SRAS GKS SLIAAGSYAO | dzii K2 (Skully2202)F RA & |
is important to ground considerations for future work in the suggestions for next steps that

participants themselves made during this research.

The suggestions that participants made are summarisddble7 in Chapter 6. These 12
suggestions were clustered into four broad thematic areas. The first was to take the findings
of this research project further, through a report (1), video documentayydr meeting with
policymakers (3). The second was to conduct additional research and create firm policy
LINR L2 &l fa> GKNRddzZAK ONBFGAY3 WARSFEQ LINRPOSAA
see how these might be applicable to improving disathléfl 2 LJf SQ& SELISNASYy OS.
was to become involved in training by educating the next generation of professionals (5),
ONBIFaGAY3a || WLINRFSaaAzylt 3INRdzZIQ 2F 4KSSt OKI
L2t AO@ YLl 1 SNE& (2 10)IFiaally, parkchants matié suggassioBsvhich could

be broadly categorised as empowering disabled people: creating a website for reporting
accessibility barriers (7) or sharing knowledge with each other (8), developing JourneyCam

further as an easy tase tool for capturing experiences (11), and continuing the discussions

from the workshops via other means such as a podcast (12).

Clearly, there are significant degrees of overlap between these themes. Some participants
might find educating professionats being involved in a documentary to be an empowering
experience. Similarly, opportunities to continue sharing their expertise with each other could
generate knowledge that might help to further engage policymakers. Indeed, many

ddz33Sa 0 A2y & OF 2 NBWoOKIEAT Gy SENRdzy R | YR NBf & dzLi2:

situated knowledge and bringing this into conversation with decisnakers. | view this as a
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critical aspect of closing the circle on this research, given that it was an area which had to be

omitted due to logistical considerations.

For this reason, if further funding and time were available, | would prioritise exploring ways

AY 6KAOK RA&IFIOESR LIS2L)X SQa (y2¢fSR3IS YAIAKEG oS
One aspect of this would be bgesidering ways of bringing the existing findings of this

research to decision makers: for example, many of their practical suggestions for addressing

the disabling barriers discussed in Chapter 4 wouddkena meaningful difference to

powered wheelchair BNBA Q SELISNASYy O0Saod |1 26SOSNE L g2df R &
further explore how digitally supported methods such as JourneyCam might be expanded to

engage decisiolY  { SNBR Ay O2y@SNAEIFI GA2ya | NPdzyR RA&AlF Ot S

would inwlve working with both disabled people to further develop digitailypported

methodologiessuch as JourneyCatm capture aspects of situated knowledge, and to

explore workshop methodologies to ensure their voices are brought into conversation with

decision-makers.

7.7 ConcludingRemarks

This thesis highlights the ongoing importance of the social model of disability in providing

both a political and practical focus for the removal of disabling societal barriers. In doing so,

it also offers a shared vision af alternate future. However, the complex embodied and

interactional experiences of mobility and access among powered wheelchair users

highlighted by this research demonstrates that the social model should be regarded as a

pragmatic tool rather than a dogrtia focus. It needs to engage productively with individual

disabled experiences, in all their diversity and complexity. One way of approaching this is to
O2Y0AYyS (GUKS a20Alf Y2RStaQ AyardakKia sAGK (K2a
how feministunderstandings engage with situated knowledges and individual narratives,

and critical disability studies and SWSiChRS Y2y a i N> 4GS K2¢ OSNIFAYy 02R.

inhospitable environments.

This research also highlights the importance of findiagmonalities between these

different disabled experiences, and building upon them through collaboration and co

creation. Not only does this allow for the possibility of envisioning pragmatic solutions to

address disabling barriers which are rooted indigaS R LJS2 L)X SQa aAddz 6SR {1y

also provides a way of building solidarity and shared purpose in line with the social model.
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Appendices
AppendixA: Original projectiocuments
Information Sheet for JourneyCam Users

Newcastle
+ University

Information Sheet for JourneyCam Users

Thank you for your interest in this research, which is being run by Sunil Rodger,
a PhD student at Newcastle University.

What is the research about?

The research explores the experiences of people with neuromuscular conditions
in the built environment (for example, around cities, towns, and villages) and
using public transport. It has four stages:

1) People with neuromuscular conditions will be invited to use mobile-phone
based technology to capture their experiences of the built environment and
public transport.

2) They will then be asked to discuss their experiences, and the data they have
captured, in interviews with the researcher.

3) They will be invited to take part in a small group workshop, to discuss these
experiences with others with neuromuscular conditions and people from
transport and local government organisations.

4) Anonymised data from the journeys and workshops will be used with
partners from transport and local government organisations, to explore ways
that peoples’ experiences may help to improve accessibility.

We would like to ask for your help by going on journeys to collect data on
accessibility, and discussing this with you (Stage 1 and 2). You will also be
invited to take part in the workshops in Stage 3.

What will participation involve?

1) Journeys: You will be accompanied by a researcher on journeys around the
built environment and using public transportation in the North East. During
these journeys, you will be asked to use “JourneyCam”, a mobile-phone based
app for capturing your experiences. It lets you record video, audio, location, and
“bumpiness” information about your journey by pressing a button.

2) Interview: Following these journeys, you will “talk through” them, and the
data you have collected, in an interview with the researcher. This is to
understand your experiences in more detail, and relate it to the data you have
recorded.

JourneyCam activities will take place during autumn 2016, and it is possible that
further journeys may take place during 2017. If you decide to do one journey,
you do not have to do additional journeys later if you do not want to.

3) Workshops: If you wish, you can also take part in a small group workshop
with other people with neuromuscular conditions, and with partners from
Muscular Dystrophy UK or other partner organisations (such as Nexus, the
transport agency for Tyne and Wear). Any personally identifiable information
will be anonymised to protect your privacy during this workshop. The aim of the

S.Rodger (2016) Information Sheet 1 - JourneyCam/Interviews 1
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workshops is to understand common experiences that are shared by different
people, and convey these to partner organisations.

There is no ‘right’ or ‘wrong’ way of doing any activity, or ‘right’ or ‘wrong’
answers to any questions that you might be asked. We want to understand
people’s experiences as fully as possible.

Who can take part?

You are being invited to take part in a journey and interview because you are
living with a neuromuscular condition and have expressed an interest in
accessibility (for example, through involvement in MDUK/Trailblazers events or
campaigns).

How will the data be used?

Different types of research data will be created at different stages of the project.

JourneyCam data includes video, location, and movement data you collect with
JourneyCam, and visualisations of these data such as maps of journeys.

Interview data includes audio recordings and transcripts from interviews.

If you decide to take part in a workshop, the data from that will include audio
recordings and transcripts of workshops, and things that are created during the
workshop, such as maps or timelines of journeys.

All information you provide will be treated confidentially. Audio will be
transcribed (typed up) and anonymised, so anything that might identify you -
such as your name or other personal details - is removed from the transcript
before it is analysed and shared with others in the research team.

Extracts from the transcripts, or data from the workshops/journeys, may be
written up in publications about the research. If this is done, additional care will
be taken to ensure your privacy is protected. For example, someone might be
described as “a man in his twenties living in the North East of England” rather
than specifying their precise age or where they are from.

What are the benefits of taking part?

You have the opportunity to take part in research on the accessibility of the built
environment and public transport. The information you provide will be used to
understand the experiences of people with neuromuscular conditions.

You will also be able to influence the design of technologies that will be used to
document people’s experiences. JourneyCam is an ongoing research project, and
your feedback will help us to create both the tool itself, and visualisations of data
that represent people’s experiences.

Finally, your experiences will feed into an ongoing process of working with
partners (such as Muscular Dystrophy UK and Nexus) who are working to
improve the accessibility of the built environment and public transport.

S.Rodger (2016) Information Sheet 1 - JourneyCam/Interviews 2
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What are the risks of taking part?

We believe there is a low risk to taking part in data gathering with JourneyCam.
You will be accompanied on journeys around the built environment and public
transport by a researcher, so you will not be alone while doing research. This is
to help with safety (for example, to watch for traffic). If others around you are
uncomfortable with your collection of video and other data, the researcher will
explain the research to them and if necessary halt the activity. We will fully
discuss how to carry out the journeys, and plan the activity, before we begin.

Taking part in the interviews and workshops is expected to be very low risk.
However, it may be possible that you become upset by a topic that is discussed,
for example, if you are reminded of a previous distressing experience you have
had on public transport.

It is possible that you may wish to publicly talk about your experiences in this
research, or use the data you have gathered. If you do, the researcher will explain
how data you share like this might identify you. However, the research itself is
designed to respect your privacy and not identify you.

How can | withdraw from the research?

Participation is completely voluntary, and you can withdraw at any time. At the
beginning of each activity, the researcher will provide an overview of the
research and an outline of what will happen in that activity, as well as giving the
opportunity for questions and checking you are happy to continue.

You can stop participating (either temporarily, or entirely) at any stage without
explanation. If you wish to take part in some stages of the research but not
others, that may also be possible. However, we will be unable to withdraw your
data from the research more than 30 days after your participation, as it will
already be included in ongoing analysis.

Questions or comments?

This research project has been approved by the Faculty of Humanities, Arts and
Social Sciences Ethics Committee, Newcastle University. It is supervised by
Professor Janice McLaughlin and Dr John Vines.

If you have any questions or comments about the research, please contact us:

Sunil Rodger Professor Janice McLaughlin Dr John Vines
Open Lab Geography, Politics and Sociology Open Lab
Newcastle University Newcastle University Newcastle University

s.d.rodger@newcastle.acuk janice.mclaughlin@newcastle.ac.uk john.vines@newcastle.ac.uk
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Information Sheet for JourneyCam Workshop Participants

Newcastle
+ University

Information Sheet for JourneyCam Workshop Participants

Thank you for your interest in this research, which is being run by Sunil Rodger,
a PhD student at Newcastle University.

What is the research about?

The research explores the experiences of people with neuromuscular conditions
in the built environment (for example, around cities, towns, and villages) and
using public transport. It has four stages:

1) People with neuromuscular conditions will be invited to use mobile-phone
based technology to capture their experiences of the built environment and
public transport.

2) They will then be asked to discuss their experiences, and the data they have
captured, in interviews with the researcher.

3) They will be invited to take part in a small group workshop, to discuss these
experiences with others with neuromuscular conditions and people from
transport and local government organisations.

4) Anonymised data from the journeys and workshops will be used with
partners from transport and local government organisations, to explore ways
that people’s experiences may help improve to accessibility.

We would like to ask for your help by taking part in a workshop to discuss
data about accessibility (Stage 3).

What will participation involve?

You are invited to take part in a small group workshop with people with
neuromuscular conditions, and with partners from Muscular Dystrophy UK or
other partner organisations (such as Nexus, the regional transport agency in the
North East).

Workshops will take place during summer and autumn 2016, and it is possible
that further workshops may take place during 2017. If you live with a
neuromuscular condition, we will only ask you to take part in one workshop. If
you are a staff member or volunteer at a partner organisation, we may ask you to
take part in more than one workshop.

Data used for discussion during these workshops will be anonymised. The aim of
the workshops is to understand common experiences that are shared by
different people, and convey these to partner organisations.

There is no ‘right’ or ‘wrong’ way of doing any activity, or ‘right’ or ‘wrong’
answers to any questions that you might be asked. We want to understand
people’s experiences as fully as possible.
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