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Abstract

This research aims to explore the abigsed learning experiences of adults wihrning
disabilities A range of environmental, social, and institutional barriers can reduce access to
lifelong learning for this community. Inclusive approachee&oning, includingrts-based
activities, mayreduce barriers to learning opportunitieslowever, the artdased learning
experiences oadults with learning disabilitiesre relatively unexplored. This project seeks to
explore the creative learning experiencesadults with learning disabilitiesnd in doing so,
identify the outcomes of engaging with such learning in adulthood for this community.

The present research utilises a Participatory Action Research (PAR) approach. Seven
adults with learning disabilitiesho attend Purple Patch Arts (a YorksHi@sed charity
providing creative lifelong learning experiencesddults with learning disabilitiéautistic
people) were recruited and trained as-oesearchers for this project. Now known as the
Purple Research Group (PRG}researchers were actively involved in the design,
implementation and dissemination of the research.

This thesis outlines three themed cycles of research, which were chosen in
O2tt 62N iA2Yy 6A0GK GKS twDY Wt S2LX SQF W!I NI a
theme employsa range ofarts-based, ceproduced and adapted research methddsexplore
GKS twDQ& S E-hiSadiedning & ®urplePatch Ris Data were analysed
utilising an adapted approach to thematic analy3ise findings demonstrate the wide
ranging outcomes of engagement with aliased learning foadults with learninglisabilities
and the underlying mechanisms that support these outcomes. These include: the creation of
a safe space, freedom within structure, supporting learners to reach their maximum effort,
G tdZAy3a LI NIGAOALI YiG @2A0S I+ yR @heNdvSretty | LILINE | O
NB a S| xdfekt®risBosicerning their engagement in the project are also presented to
demonstrate the outcomes of involvement in PAR for researchers with and withaurting
disabilities Suggestions for future researchthis field, alongside practical recommendations
for participatory researchers, inclusive learning organisations and the research sector, are

proposed.
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1 Introduction

1.1 Purpose of the research

Lifelong learningLLL)s considered to be a key goal of educat{bemiral, 2009)Despite
this, adults withlearning disabilities may face a multitude of barriers when attempting to
access opportunities for learning in adulthooc@# et al., 2001). Inclusive approaches to
learning, which often utilise creative asbmsed methodsmay supporadults with learning
disabilite® Sy 3F 3ISYSyid AGK € SFENYAYy3I 2L NIdzyAlASa
experiences ohdults with learning disabilitiesho engage with artbased learning, and
therefore the components and outcomes thieseinclusive learning environemts. Adults
with learning disabilitiesire often excluded from doing research, and therefore research
concerning this community may not accurately represent their interests and \(idind,
2008).

The broad purpose of this project is to understand the outcomes of participation in
inclusive creative learning experiences, within the contexhefRurple PatclArts Lifelong
LearningProgramme. Bworking collaboratively with participants who attefrple Patch
Arts, this project seeks to useparticipatory action research (PAR) appro&chinderstand
the experiences of PPA participants. The processpanticipatoryapproach to research in
the present study was therefore considered to be equally important as understanding the

outcomes of artdbased learning foadults with learning disabilities

1.2 Introduction toPurple PatctArts

Purple Patchirts (PPA) are a Yorkshivasedcharitythat aim to provide inclusive creative

learning experiences fadults with learning disabilitiesutistic people and adults with

complex needst K NB dz3 Rurple PE&M NILINE I OKQS> g KAOK O2yaArada
creative artshased methods including music, drama, visual arts, movement and sensory
activities, PPA aim to improve the lives of participants by supporting them to adoctssive

learning opportunities and experiences. This is largely achieved throudlitipeogramme,

whichwas established in 2008 amakes place across 13 groups in Yorkshire. Each group,

which consists of approximately 15 participants and three staff memlagyeogramme

leader, programme artist and programme support), meets once a week at a community

venue from 10ar8pm. TheLLLprogrammes address a new topic of learning each week,

covering areas from personal development and life skills, to history, literature, science and

the arts These weekly sessioatsofeed into the overall theme for the yeawhichguides

the learning contentFor example, K S G KSYS F2 NJ v nudn kH2vLIAGO 38  Cla@ SN
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GAGKAY (GKA&a @Sl NI AyOfdZRSR WyeaidiSNRSa 2F (NI yaLRNI

WYeadSNAR2dza FAOUGAZ2YIE OKIFINI OGSNEQ®
t N2PANI YYS &0GFFF I NBE LINPOARSR gAGK || WaOKSYS
information about the individual topic for the session and providing potential activities.
However, each session is adapted by programme staff to meet the needs and prefemdnc
their group. Therefore, no two PPA programmes are identical on any given Weekver,
all PPA sessions always begin with a wammwhich consists of movement, signing and
singing toa musical medley relating to the yearly therddter the warmiup, the PPA day is
split into threeone-hour sessions, with regular breaks built into the day to allow for
socialising andefreshments The day ends with a caediown (using the same principles as
the warmup) to bring the programme to a close.
tt! Qa I LikdamiRgin@udes five learning/teaching styles which are
incorporated into each session. These are: group activity (any activity considered to be
collaborative); multisensory activity (activities which focus on sight, sound, touch, taste and
smell), game-based learningmaking a game of out of key learning poirfé$io & Dinscore,
2015, physical experience (including movement, mirroring and somatic activities); and
imaginative discover(creative responses to a theme, question or stimulusarning at PPA
is not intended tdead to a specific qualification amsltherefore encouraged but not
expected. Howeveparticipants set individualised goaishicharetracked throughout the
year. Goals ranged from learning about a particulartopig.c L ¢ yiG G2 € SNy Y2 NB
LISy 3dzaiyaeé oz Sy3al IAYyBg@l (&K yi LI NOrdeQgiaDi®yNY 2 B & @A G &
particular skill or attributed.g.a L gl yi G2 FSSt Y2NB O2yFARSydGé0®
mapped throughout the year and participarase celebratedwhenthey reached their
desired goal.
Alongside thd_LLprogramme, PPAelivera range of additional projectshich aim to
supportpeople with learning disabilitieFhey also hava keen interested icapturing the
voices of participants through inclusive approaches to evaluation. This interest resulted in
their recruitment as a partner in the present studshroughout this tlesis PPA is used as a

shorthand to refer to thePPA LLL programme.

1.3 A note on language

In inclusive research concerning and/or involving disabled people, language is particularly
important to ensure thag) everyone is being represented in a way that they feel
comfortable with and b) particutdy in participatory projectst is clear which roles were

fulfilled by the various stakeholders included in the project.

(o
N
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Three key stakeholders were involved in this prajdoe university researadr (UR
the author of this thesis PPAthe community partner in the project) armcb-researchers (a
group ofadults with learning disabilitiewho all attendPPAandwere recruitedand trained
as researchers specifically for this project). The terms UR angsearchers were chosen to
distinguish between these individuals for the purposeegortingin thisthesish ¢ KS -f | 6 St
NBEaSINOKSNEQ |faz2z NBO23yAriasSa (GKS NerftS 2F (GKS
contributors in this project. \Wile attempts have lkeen madeto avoid traditional hierarchical
fIy3dzZ 3S adzOK | &, itidgnskilyleQtatiie termiUR @& alsohae ( 2 N
hierarchical connotations. However, due to the requirements of the thésigas important
to distinguish what the UR and-tesearchers were responsible for. This is an example of
when the nature of doctoral study directly contradicts with the goals of PAR. This and other
examples of the tensions between doctoral research BAdR will be considered amnapter
ten.

Language concerning the identities ofi@searchers in particular must also be
clarified.All co-researchers in tis projectidentified ashavinga learning disabilitytherefore
coNBEa S NOKSNE NS5 RS&aONR o0 SR,whehthidis ieldzbniCé ¢ A G K f
researchers were not asked to disclose any medical diaghoses, but nonetheless, many
members of the group discussed thearieddiagnoses with the UReveral ceresearchers
identified as autistic. This is representative of participartsssPPAprogrammes of whom
approximately50% are autistiddespite the range of diagnoses and identities reported by co
researchersthis thesiswill largely draw on research concerniadults with learning
disabilities since t would beimpossible to include literature spanning all of thetential
diagnoses of PPA participan&imilarly, literature&concerning some diagnoses/identitiesd.
autism)would not be relevant t@ll of the caresearchers involved in theroject It is
AYLRNIOFYG G2 y230S GKFG dzaiay3a G4KS f1 0SSt wiSIN
experiences of participants with additional diagnosése UR recognises that, for example,
autistic people may not identify as haviadearning disabilitand viceversa. To ensure that
co-researchers were represented in a way that they felt comfortable itk UR took their
lead when making decisions around languagecescoeresearchers used the tertearning
disabilitiesto describe themselves throughout the projettiis term has been adopted
throughout the thesis

There has been some debate as to the best way to refer to disabled people. Some
researchers have argued that persfirst language (i.e. person withlearning disability; is
mostappropriate as it places the emphasis on the individual, rather than their diagnosis

(Blaska, 1998 Howevermore recently there has been a move towards identity first
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language when referring tadults with learning disabilitie®espite this, coesearchers used
personfirst language when referring to themselves and othdults with learning disabilities
throughout the project. Thereforan line with using language which was preferred by the co
NBaSINOKSNE Ay (KS LINB &Gty dith @aindmRrdsabilitiedsA & (KSaia NBT
2LIJ2aSR GRA aUt &t NB AlyRdzAE Ga Qo

It is worth noting that some of the language included in this thestp.if references
to previous literature) may be outdated and therefore considered to be offensiaeldts
with learning disabilitiedn lieu of ignoring the existence of this literature and the important
insights it providesegardingthe misconceptions, ableism and discrimination experienced by
adults with learning disabilitieshis literature has been included when relevant. However,
the UR does not condone the use of ableist language. Additionally, since some literature
AyOf dzZRSR Ay (GKAa (KSaira A& FNRY 2dziaARS 2F GKS !V
usedinpla8 2F Wi SINFAYIo RRAOHOAXAGY2NE O2YY2yf e dzaSR A
are otherwise used interchangeably. Finaltysome parts of this thesis, #esearchers usk
the label ofdéarningRA F FA Odzf G A S&a Q &2 yRIVRIYoMbIAEA S55AT K WE S| NY A Y
researchers maidentify as havindearning difficultiesthis term encompasses a range of
different diagnosesincluding dyslexia, dyspraxé@d ADHD A definition of learning

disabilities is provided in sectidhl.1

1.4 Thesisstructure and content

This thesis istructured around three themed cycles of research, which were identified by co
researchers as key aspects of their experiences at PPA, and therefore of inclusive creative
learning. These cycles of research are reported in chapters four, five and spmaithing

chaptersconcern the project as a whol&he structure of this thesis is as follows:

Chapter twais a literature review, whichegins by introducing definitionsf learning
disabilitiesandthe Social Model of Disabilityl his is followed by an exploration of literature
relating tolearning in adulthood antlLLfor adults with learning disabilitiesvhich evaluates
the opportunities and challenges of accessing learning opportunitieadolts with learning
disabilities Inclusive, creative and social approachekich may facilitate learning
experiencedor adults with learning disabilitiesre then explored. Finally, the literature
review considers inclusive approaches to researching the experienegsilté with learmg
disabilities Within this section, the opportunities and challenges of participatory action
research (PAR) are considered. On the basis of this literature review, foredearch

problems arddentified, and overarching aims for the project are outlined.
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Chapter thre introduces the methodological approach employed throughout the project
The application of th@rinciples of PAR to thgresent study, in particulao the ‘Pre-
planningxstage of the projectare outlined. Additionallythe process of setting up a PAR
project, recruitment of ceresearchergthe Purple Research Group; PRG& development of
accessible resources for this project and the process of selecting research thmmes

outlined.

Chaptesfour, five and siaddresghe three cycles of research undertaken by the PRG.
Chapter four (cycleone)O2 y OSSNy & (KS twDQ& SELISNASyOSa 2
of social relationshipsn inclusive learning experienceadhapter five (cycle twdC2 explores

0KS twDQ& SELISNASYyOS  angludiagdt® role Nilarsbaskdya&tivitidd NA S &
within inclusive learning programmeShapter siXcycle three C3 considers the role of

accessibility and support at PPAcluding aspects of access which may impaet co
researcher&experiences of learningzach chapter concludes with recommendatioinat

emerged from each cycle. Howeydistinct conclusions from these cycles will not be

discussed here, since conclusions are drawn from acrodged cycles of research and

presented in chaptereight andeleven.

Chapter seve discusses thprocess of ending a PAR project, including the ethical challenges
associated with endinBARand the approach taken with the present study to mitigate
thesechallengesThis chapter draws on wider literature to contextualise the decisions that

were made concerning the ending of this project.

Chapter eighbutlines thefive overarching outcomes @ngagement with PPAvhich were
present across all three cycles of resear&tditionally, this chapter discusses the five

underlying mechaniss) which supporedthese outcomes foco-researchers.

Chapter nineconsiders the outcomes of engagement with PAR faresgearchersincluding

their experiences of being a researcher, development of skills as a ofshitir involvement

in the research and development of researcher identities. This chapter concludes with a case
didzReé 2F 9ffl Qa LISNER2YylFf NBaSI NOK 22dz2NySeéd

Chapter terR A & O dza & SréflectioksSon PAR @sia ndisabled researchemcluding the
various roles of a participatory researcher working vithresearchers with learning
disabilities These roles are used as lenses through which to examine the opportunities and

challenges of PAR within the context of the present study.
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Finally, chapter eleven offers conclusionstiglg to the three aims set out in chaptemwo.
Conclusions relating to inclusive learning experierfoeadults with learning disabilitiesnd
the PAR approach employed in this study sinared limitations of the study are discussed

andrecommendations for future researcre presented.
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2 Literature Review

2.1 Introduction tolearningdisabilities

The following sections will provide a definitiohlearning disabilitiedn keeping with the
participatory approach of this project, the definitions provided are based on the writings and
experiences opeople with learning disabilitiesnd the organisations that support them.

While a medical definition may be useful in order to understand the characteristics of a
particular diagnosis, the present study considedsilts with learning disabilitie® be the

experts in relation to their own experience ofetbe diagnoses, and therefore the best placed
to define them.However,there is very little literaturgoroduced directly byeople with

learning disabilitiegoncerning their experiencex learning disabilitiesThis may béue to

the restrictive formats of academic literature, which largely require written publications,
something whichadults with learning disabilitiemay findchallenging¥encap, n.d. There

are, however, a limited number of resources which have been produced in collaboration with
adultswith learning disabilitieswhich will be included in the definition below, alongside the

writings of organisations who aim to supp@&ople with learning disabilities

2.1.1 Learningdisabilities
Approximately 1.5 million people in the UK hadearning disabilityMencap, n.g. This
equates to 2.16% of adults in the UK. The definitba learning disabili produced by
Mencap(n.d), a charity foipeople with learning disabilitiestates:
I £SINYyAYy3I RAAlIOATAGE A& I NBRdAzOSR AydStt SOGdz
whichaffects someone for their wholie. People with a learning disability tend to take longer
to learn and may need support to develop nelills, understand complicated information and
interact with other people
The experiences of individuals wehearning disabilityary considerably. Mencap have
collaborated withadults with learning disabilitie® produce videos which explain their
personal experience of havirglearning disabilitp Ly G KSANJ gARS2 (Alf SR
5AaloAftAdleQs 2yS FTRdzZ G adlFidSaz a[ SENYyAy3d RAaA
G2 tSINYy GKAy3Ia FANRG GAYS | y®entady,2@9aASSR GAY
a4S02YyR I Rdzf (GRA-GRFOAA fOAMOS NyaA i3 € AFSE 2y 3 O2y RAGA::
OFyy20( ¢2N)] 2dzal KMencapS21a).l & Fyeo2Re St asSé
Despite thisAdults with learning disabilitiemay face a number of societal
challengesPeople with learning disabilitiesten face social stigma and may feel socially
excluded(Scior & Werner, 2015). Additionalbglults with learning disabilitiemay have

lower selfesteem and seléfficacy beliefs than other adults (Harrison, 2003). Common
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barriers, such as finances, communication and support may prepaoyle with learning
disabilitiesfrom accessin@ctivities and opportunitieghat are commonly associated with the
development of friendships and improved quality of INgilsonet al.,2017). Indeed,
researchsuggests that over half of disabled people report feeling lonely, rising to 77% for
adults age 184 (Sense, 2017people with learning disabilitieaay therefore need support

to access everyday activities and experienedsch positivelyimpact their lives.

2.1.2 Social Model of Disability
It is important to note that definitions and perceptions of disabilitythis projectare
influencedby the model of disability adoptedithin the researchThe present study aligns
with the Social Model of Disabilitywhichwas developed as an alternative to tMedical
Model of Disabilityn the late 1970s and 808(iver & Sapey, 1983TheMedical Model of
DisabilitylINR LJI2 4 Sa GKIF G RA&FOAT AGE Awhichdusttbe NBadzZ G 2F |y
addressedi 2 G KI G GKS AYRADARdzZ f ddrky, 1990y Onirdsp y Wy 2 N | € f
the Social Model of Disability)NR LJ2 8 Sa GKIFG RAaloAfAdGe A& | &a20Al f
failure to reduce the barriers faced by individuals with an impairn{@tiver & Sapey, 1983
TheMedical Model of Disabilittherefore places the responsibility for inclusion on the
disabled personwhereas theSocial Model of Disability) N2 LJ2 8 Sa GKI G Aa az20ASdeqQa
responsibility tareduce the barriers faced by disabled people.
A common example whidlustratesthe difference betweernhese key models of
disability is that of avheelchair user encountering a flight of stairsilerying to access a
building. TheMedical Model of DisabilityJNR LI2 aSa GKF G Ad A& Ay GKS AYRAC
which means they are not able to access the building by using the stairs. In contrast, the
Social Model of Disabiliflaces the responsibility on society to provide accessible methods
of accessing the building.g.by providing a ramp).
Physicdlenvironmental barriers (such as inaccessible plaspacesandtransport)
are perhapne of themost obviousd I NNA SNE (2 RAalo6f SR LIS2LX SQa Ay Of
Additional barriers includattitudinal barriers such agliscriminationand biaslty I NJA 2 1t
Redmond et al., 20)9economic and cultural barriers (Oliver, 2004), bastier
communication Chew et al., 200%nd organisational barrierg.g.disabling policies and
practices;Ahmad, 2012 Perhaps most relevant to the present study are the barriers faced
by disabled people when accessing learning opportunities, particularlyuithadd. The
following section wilprovide anoverview the key barriers to learning faceddmults with

learning disabilities
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2.1.3 Barriers to learning

Access to educatiois considered to be a right of disabled people (United Nation¥6)20

While mostadults have access to some form of learning opportunity, this is not always the

case foradults with learning disabilitie@Nind, 2007)A range of barriers may preveatults

with learning disabilitiefrom accessing learning experiencese tablel).

Tablel: Barriers to learning faced lagults with learning disabilities

Types of barrierto learning

Impact of this barrier opeople with learning disabilities

Physicakenvironmental
barriers

A lack of physical access or accessible transport may pradeits with
learning disabilite® Sy 31 3SY Sy ({(Copestak& et &l. 2014))
The Departmenbf Healthand Social Can@001) notes that access to
transport may supporadults with learning disabilitie®® access a wider
range of leisure opportunities and opportunities for education and(p.
78).

Financial barriers

Financial barriers may restrict®B5 & S NOKSN&E Q I O0S §
opportunities due to the cost of engagement with learning programmes
transport and suppor{Copestake et al., 2014)

Organisationdinstitutional
barriers

Inflexible approaches to learning within organisations and learning
institutions may reduce opportunities for learning fadults with learning
disabilities(Ahmad, 2012Mittler, 2012). For example, inflexible learning
organisations mageliverlearningviaformats, stylesandresources that
are inaccessible tpeople with learning disabilitieg\dditionally, inflexible
timings for learning may also become a barraand people with learning
disabilitiesmay need additional time to access learning opportunities
(Ahmad, 2012).

Attitudinal barriers

Attitudinal barriers may reduce opportunities for learning &fults with
learning disabilitiesPeople with learning disabilitieray have their
capabilities underestimated and may therefore not receive adequate
supportor encouragemento access learninghgmad, 2012 Learners
with learning disabilitiesnay also feel discouragem underestimate their
own capabilities through sefftigma Ali et al.,2012)

Lack of support

Adults with learning disabilitie®ay require support to access learning
opportunities. A lack of support available faults with learning
disabilitiesmay therefore hindeadults with learning disabilitée Q
engagement with learninglordan et al., 2022

Communicatio

Adults with learning disabilitiesiay find it challenging to communicate
their needs and preferences to otheiGHew et al., 2009 particularly if
those supporting then are unaware of how they can adapt their
communication to support the learner (Mencap, n.@herefore,
communication may be a barrier to engaginigh learning experiences
and asking for support when needed

Exclusion from adult
learning environments

Adults with learning disabilitiesiay have limited opportunities for
learning due to challengés accessing and participating in environments
where learning in adulthood usually takes place, such as higher educa
institutions and employment (Bjérnsdottir & Traustadottir, 2010r
example, he workplace is acknowledged as a place where learning
opportunities are commonly accessezld.through professional
development and training; Demirel, 2009). However, ghB%of adults
with learningdisabilitiesin England are in paid employmefiNHS Digital,
2022) Thereforea lack of access tearning environmentsnayexclude
adults with learning disabilitiesom learning opportunities
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Past negative experiences| Previous negative experiences witlhaccessibleducational environments
may result in anxiety around learning, poor sedteem and sel§tigma
thus becoming a barrier to learning in adulthoddli(et al., 201h

The importance of learning in adulthood has been emphasispdewious research,
which identifies a range of benefits, including: fostering a sense of identity (Hammond, 2004),
positive impact on wellbeing and sense of self (Manninen et al., 28&hd)increased social
connectiongSchuller, 201)f With over 15 million people diagnosed with learning disability
in the UK encap, n.d it is vital for these individuals to have access to inclusive
opportunities for learningInclusive learning attempts to remove barriers facedbylts
with learning disabilitiesvhen accessing education. The following sections will discuss
literature investigating inclusive learning and the educational approaches which seek to

remove barriers to learning fadults with learning disabilities

2.2 Inclusive approaches to learning

In line with theSocial Model of Disabilitynclusive learningJNR LJ12 8 S&a GKI G AG A& a2 OA!
responsibility to ensuréhat learning is accessible and inclusive. Responsibilitnéusive

learning therefordieswith educators, facilitators and the education system aghale

(Tomlinson, 1997However, there are multiple understandings of what is meant by the term

WAy Of dza A, @ théréSoreNdfak obrdtidutes inclusive learniiind, 2014).

Variations m the ways in which these terms are considerediarpacted by a range of

factors, including: geographical location and cultural differences concetimngays in

whichdisabilityand inclusion are conceivd@inscow & César, 200Bpdriguez Herrero et al.,

2020), thesite of learning€.g.within a classroom)and thespecificcommunitiesthat

learning aims to include(g.a focus on inclusive learning for all marginalised communities

and/or specific communities such as disabbeibple Mittler, 2012).The present study aligns

with disability oriented inclusive learning, which aims to promote the active participation of

RA&lFIo6ft SR £ SIFNYSNE (KNPRdzZ3K dan@tieidmbvial®ba@edzd ( ¢ | LILINE | C
experiencedvy disabled people (Nind, 20b4p.525). Disabilityoriented inclusive learning is

therefore not only about makingdaptatiors to preexisting environments to support diverse

learners, butis also concerned wittransforming the approaches, perceptions, values and

ethics that underpin learning.

2.2.1 Learning irchildhood versus adulthood
Previous literature concerningclusive learning opportunities fareople with learning

disabilitieshas commonly focused dormal education settingssuch asnclusivelearning
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within schoolsandtherefore mainlyconcerrs children(Mittler, 2012; McLeskey & Waldron,
2011; Nind, 201#; Slee, 2011 This literature provides an indication of the componeatsl
key consideratiogaof inclusive learningnvironments including the importance of the
approach of the teacher/facilitatoMcLeskey & Waldron, 20)1he size of the groujwith
smaller group sizes best suited to more inclusive learamgronments Iverson et al., 2005
and issues of exclusion (Slee, 20H)wever, there is very little comparable research
concerningadults with learning disabilities

It is commonly recognised thatlalts and children approach learning differently
(Collins, 2004 W ! VAR NJR U Learning Theofy dollogbsal by Knowles1(984) as an
alternative to pedagogyAndragogyuggests that adult learners have distinct characteristics
from child learnersn relation to their motivations, experiences and learning preferenbtres.
particular, Knowles (1984) suggests that adult learners aredgelfted, draw on their
previouslived experiences, iad aremotivatedto learn bypracticaland applicabldearning
experiencesAdult learners may therefore be more interested in understanding why
something is being learned than childredalins, 2004)Additionally, Knowles (1984)
suggests that involving adult learners in the design of learning experiences is a key principle
of andragogy.

w2 RNN3IdzST | SNNBENR S Ffd ouvnunv y20S8s &K
02 YLJz & 2 NBE S R @ien the difieyedcesthetideerTleaninay in adulthood versus
childhood, previous literature exploririgclusive learning environmentaay not accurately
represent theexperiencesand needf adults with learning disabilitieResearch regarding
the inclusive learning experiences of adult learners is therefore crucial in order to fully
understand their experiences, and the outcomes of learning forabimsmunity. The smaller
number of studiegxploring inclusive learning environments for adults may be due to limited
learning opportunities available to this populatiaas a consequence tie barriers to
learning discussed in secti@nl.3and the focus on learning in childhood discussed above
Nonetheless, a small number of stadihave investigated the development of learning
opportunities foradults with learning disabilitie§ hese arenainly concerned with
developing a specific (often practical) skillset with learnsueh as thémprovementof
travel skills to support engagement with leisure activities and employnignawn et al,
2011) andto reduce anxietyelating tonurses Nashpatel., 2022)

Previous research has also investigated opportunities for incliesaraing
programmes witim Higher Educatio(HE). Bjornsdoétti(2017) reflected on the process of
establishinga two-year parttime programme at the University of Icelanshich aimed to

developemployability skill§or people with learning disabilitidaterested in working in
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schoolsor in roles relating teseltadvocacyAn inclusiveenvironmentwas facilitatedthrough

a flexible, collaborative and adaptable approach to learning, which involved learners,
academics and faculty staff. Additionally, a more recent account by Rodriguez Herrero et al.
(2020) outlines thé>romentor Programmat Universidad Autbnoma de Madrid two-year
programmewhich ains to support the personal development and employability skills of
adults with learning disabilitie§ocus groups with four firgtear studentgevealed that
engagement withthe Promentor Programmsupported theirprofessional development
increasedselfesteemand social inclusio(Rodriguez Herrero et al., 202Q@ourses within HE
settings are traditionally inaccessibleadults with learning disabilitiedue to the required
qualifications to attend. Theggrogrammesgherefore demonstrate the potential for
inaccessible environments and experiences to be adapted so that they are accessible to
adults with learning disabilitieglowever, inclusive learning in l#Bvironments often

focuses on employability skilld/hile employmentmaybe a keygoalof learningfor some
adultswith learningdisabilities employmentmay not be a goaland/or a possibilityfor some
adultswith learningdisabilities Further research concerning the impact of learning
programmes which focus oh¢ development of a broad skillg&howledge across a range of
areas would therefore be beneficial.

Moreover, inclusive learning experiences fadults with learning disabilitiesre often
short-term opportunities (Bjornsdétti, 2016; Brown et al., 20Ngshpatel., 2022Rodriguez
Herrero et al., 2020)The temporary nature of courses which aim to develop employability
skills may be appropriatsince the longerm goal of these learning opportunitiesto
support learners to access employmeHRbwever,it is important to considehow the
longevity of inclusive learning opportunities may impact the experiences of learners.
Decisions concernirttpe length of learningprogrammesare often imposed by organisations
or HE institutios andittle is known about the experiences adlults with learning disabilities
who are forced to cease their engagement with learning due to fiestricted opportunities.
The longterm inclusive learning experiencesaafults with learning disabilitiesnd the long
term outcomes of inclusive learning in adulthqgdlderefore remain relatively unexplored

In contrast to timerestricted opportunities for learningd,LLaims to support
A Y RA @A Bodeinde %o dév@op their knowledge, skills, and attitudes throughout their
t A T S lifalongléearrondProject 1978, p.1). The premise behind LLL is that learning is not
only restricted to childhood and/or to formal educational settings, but rather takes place
I ONRaa |y Ay RA Qarietdaf for@a, vdcadtidn& and sodla ldathikg |
opportunities (Billett, 2010; Field & Leicester, 3DPrevious research has identifiedaage

of positive outcomes of LLL, including improved-esteem, sekefficacy and sense of
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purpose (Hammond, 2004), an increase in social connections and community engagement
(Laal & Salamati, 2@ and overall improved quality of life (Preston & Hammond, 2003;
Hammond, 2004)LLL may therefore be particularly beneficial&dults with learning
disabilitiesto support their personal development and inclusion in the local commuiig.

role of LLL in the lives aflults with learning disabilitiespecifically will now be discussed.

2.2.2 Lifelong learnindor adults with learning disabilities
Despite the fact that LLLiiscluded in Article 24 of the Convention on the Rights of Persons
with DisabilitieqUnited Nations, 2016}he challenges faced lgdividuals with learning
disabilitiesmean that they may not be able to access the same learning opportunities as
other adults.To ensure thatdults with learning disabilitielsave the opportunity for LLL, and
the positive outcomes associated with this, programmes which are specifically designed to
provide learning opportunities faxdults with learning disabilitiesnay be particularly
beneficial, and in some cases, may be one of the few learning opportunities accessible to
these individuals.

With these challenges in mind, it is important to consider the elements of successful
LLL fopeople with learning disabilitiedn her paper concerning LLL for people with profound
and multiple learning difficulties, Nind (2007) suggests that the principles of LLL for these
individuals may not be so different to those of LLL for any other individual. The principles of
effective ILL, as outlined by Collins et @010) are: start with the learnee(g.through
learnerled teaching)foster good communicatiordevelopmotivation for learningsupport
emotional engagementith learninganddevelopgood working relationshipsAhile many of
GKSAS LINAYOALX S& 20SNIFLI gAGK Yy2gfSaQ omdpyn
between the principles of Andragogy and LLLafiwlts with learning disabilitiegppears to
be the emphasis on LLL as a social endeavour, which requires the development of trusting
relationships between the facilitator and the learner (Collins et al., 2010). It may therefore be
particularly important to consider the impact of the led@mg community on the inclusive
learning experiaces ofadults with learning disabilities

Additionally,the methods and mediums used in learning activitiesaidults with
learning disabilitiesnay require someadaptation Traditional methods of teaching usually
require the learner to have skills in reading and writing (Harrison, 2003). Howe\stulis
with learning disabilitiesnay find these skills challenging (Abedin, 2010), inclusive LLL
learning forpeople with learning disabilitiemay requirea variety of educational approaches
and the useof alternative mediums, such as creative arts-basedapproaches to support

diverse learnersThe following sections will introduce inclusive approaches to learning, with a
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particular focus on social and creative approacteelearning,such aGommunities of

Practice Active Learning andArts-based learning.

2.2.3 Communities of Practice

Theconceptof Communitiesof Practice(CoP)wasfirst developedby LaveandWenger

(199) to describecontextspecific,interactiveand sociallyco-constructedlearning.Wenger
TraynerandWengerTraynerdefine CoPasd 3 NXRotlpkdilewho sharea concernor a

passiorfor somethingthey do andlearnhowto do it better asthey interactNB 3 dzf(2018f & ¢
p.2). Thisapproachto creatingand sharingknowledgehasbeenappliedto arangeof

contexts,but perhapsmostcommonlyto learningwithin organisationsand corporate
settings(Roberts 2006 Wengeret al., 2002). While CoPdevelopnaturallyandtherefore

cannotbe specifically O NB khéy sn&yBecultivatedthroughthe designof environments

where collaborativeapproachego learningcanthrive (Wengeret al., 2002).CoPare

commonlyrecognisedo consistof three key elements:Domain,Communityand Practice.

(1) Domain- Refersto a sharedareaof interest, whichguidescommunityY S Y6 S NA Q
learningandskilldevelopmentMembershipto a CoPthereforeimpliesa
O2YYAGYSYlG (2 GKS R2YIFIAYI | yWRng&FREMNBFT2NB | aKl|
& WengerTrayner 2015, p.1) relatingo a specifictopic, area,problemor identity.

(2) Community¢ Individualsseltidentify asmembersof the communitybasedon their
interestin the domain,describedabove(Wengeret al.,2002. Membersof the
communitycollaborate encourageand supporteachother, co-produceandshare
learning,experiencesandideas.Relationshipslevelopedwithin CoR whichsupport
peerlearningopportunities,foster a senseof belongingto the CoPthroughregular

interactionswith eachother (Wenger,2011).

(3) Practicec Refersto the practicaland appliednature of learningwithin CoP.
Communitiesdevelopshared resourcestools, methods,experiencesnd stories
within the domain,which contribute to the co-creationof sustainedknowledge
(Wenger,199). Membersof a CoPmaytherefore be consideredaspractitioners

(Wenger,2011)

Sincemuchof the literature concerningCoPis concernedwith organisationabndcorporate
environments(Roberts,2006;Wengeret al., 2002, where adultswith learningdisabilitiesare

commonlyexcludedthere islimited researchconcerningCoPinvolvingadultswith learning
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disabilities Additionally,previousresearchwhich hasinvestigatedCoPwithin inclusive
educationhasrecruitedstaff members teachersand/or parents,asopposedto directly
involvinglearnerswith learningdisabilities(Cress2008,Mortier, 2020). Thereistherefore
limited researchwhich capturesthe voicesof CoPinvolvingadultswith learningdisabilities
Featuresof CoPoutlined aboveoverlapwith the principlesof inclusivelearning.For
instance,Cd® mayreducebarriersto learningby providinga culture of support,developing
relationshipsandthe variedapproachedo practicewithin the domain.However,it is
important to considerhow CoPmay be experiencedy communitieswho mayhave
previouslybeenlabelledby societyasincompetentin relation to learning.In particular,adults
with learningdisabilitiesmay havepreviouslybeenexcludedirom CoPdueto sociallydefined
competenceFurtherresearchis neededto explorethe potential for CoPto facilitateinclusive

learningexperiencedor adultswith learningdisabilities

2.2.4 Active learning approaches

Active learning is an educational approaghich proposes that individuals learn better when
they are actively involved in exreating knowledge and the learning experience, as opposed
to passive approaches to learnirfgetress, 2008 Learnersretherefore encouraged to
activelyparticipatein meaningfulactivities, including group discussions, probieaiving and
handson/interactive activities€.g.experiments, role playing and experiential activities).
Collaboration with other learners also contributes to a more enhansedialearning

experiene (Prince, 2004 Previous research suggests that active learning may be more likely
to promote LLL. and support engagement with learning conteStefanou et al., 201R Active
learning is ofterconsidered in relation to learning in the classrdéasture theatre (Prince,
2013). However, the principles of active learning also apply to leamiadulthood As

Collins (200¥notes in relation toAdult Learning Theoryt 1 KS £ S+ N/ SNJ aK2dz R 0
Ay @2t @SR (pIA83] FRlrdNDOAtA &ctive learning techniquesanged

according to their complexitgnd required timecommitment.
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Active Learning Techniques

; mpl
Experiential Leaming Gomplex

(site visits) Forum Theater

Jigsaw Discussion Inquiry Leaming

Role playing

Active Review Sessions
(Games or Simulations)

Hands-on Technology

Interactive Lecture

Case Studies

Brainstorming
Peer Review

Group Evaluations

Informal Groups

Large-Group Discussiol Think-Pair-Share

Writing

(Minute Paper) Self-Assessment

R Pause for reflection
Simple

Figurel: Active Learning Techniques (O'Neal & Pitgi@ver,2016

Thereis limited literature concerning the impact of active learning techniques on the learning
experiences ofidults with learning disabilitie$lowever WdainplexCactive learning
techniques(seefigure 1) may be considered as more inclusawed accessible tadults with
learning disabilitiessince they integrate multipldlexibleapproaches to learningnd do not

rely on skills such as writing and verbal communication, waditiits with learning disabilities
may find challengin¢Abedin, 201Q)Thisisnotz al & GKI 4 WaAYLX SQ (G§SOKYAIl dzS
place in inclusive learning environmantowever, these learning techniques may require
adaptationin order to reduce barriers relating to inflexible learning formats and stytes (f
exampleby utilising artsbased approaches, as discussed in se@iarb.], or by using

multiple methods of communicationhn particular, research concerning experiential learning,
role-playing and gamdased learning suggests that these active learning techniques may
reduce barriers to learning fadults with learning disabilitieF able2 briefly introduces each

of these learning techniques in turn asdnsiders theaiapplicationwith learners with

learning disabilities
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Table2: CompleXActiveLearning techniques and their application wiHults with learning disabilities

Active Description of technique Application withadults with learning disabilities

learning

technique

Experiential| Experiential learning theory Experiential learning may provide opportunities

Learning suggests that the best way to | for people with learning disabilitie® learn to
learn is through direct navigate the challenges of practical life skills ar
SELISNASYyOS 6 Y2/ social interactions, through applied experiences
(1984) cycle of experiential and reflection on these scenarioBrown et al.
learning proposes four stages tq (2011) developed an experientased learning
f SINYAY3IY 6m0 | programme foradults with learning disabilities
SELISNASYOSé = (| designed to support the development of travel
engagement with reaorld skills. This learning programme utilised game
experies/ OS& T OH O &| based learning to support participants to learn
20aSNBI GA2y ¢ |newtravel routes, and therefe increase access
learner reflects on these to activities and opportunities for LLL. Similarly,
SELISNASYyOSaT 0] replicating reatworld environments through
O2y OSLIidz £ AT I G| virtual experiential learning has been used to
learners form new ideas based | support the development of practical skills (e.qg.
on these experiences and grocery shopping and road safety) wabults
NBFft SOGA2ya | y|withlearning disabilitie§De Oliveira Malaquias &
SELISNAYSydl A 21 Malaquis 2016Standen & Brown, 2005; Stande

et al., 2001)
Role Role playing is an active learnin| Role playing may provide opportunities fadults
playing technigue which allows learners with learning disabilitieso practice skills and

to simulate realworld scenarios
and social interactions (Abdoola
et al., 2017)Learners may take
on a specific role or act out a
particular situation within in a
safe environment (McGahee et
al., 2021). Role playing may
therefore support the
development of communication
skills, understanding of real
62NI R a0Syl NR 2|
point of view (Chan, 2012).

experiences within a safe environmeMcGahee
et al. (202) developedole-playing activities
designed to provide opportunities for students t
discuss their accommodation optign®sulting in
the development of selddvocacy skills.
Additionally, Lancia (202%uggestghat role-
playing exercises may support the developmen
of social skills in adults who find social situation

challenging.
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Game
based

learning

Gamebased learning (also
referred to as gamification or
YaSNAR2dza 3l YSa
learning technique which refers
to the incorporation of game
mechanics into learning
activities, to enhance
engagement with learning
content (Pho & Dinscore, 2015)
Exanples of gamebased
learning activities include quizzg
(Down, 2008), digital games
aFyo6Aay )Judrdetf o
playing (Corti, 2006).

Gamebased learning may suppaatults with
learningR A & I 0 éndageinanSvitiDand
motivation for learning (Standen al., 20®),
alongside improving retention of information/
the development of skills (Brown et al., 2013).
Learning is supported via immedidtedback to
learners whichmay be used to check
understanding otontent (Boyleet al., 2016)
Gamebased learning may also be considered t
be a flexible and inclusive approach since gam
canbe repeated multiple times (Corti, 2006) an
Oy 68 SELISNARSYOSR
(Boyleet al., 2016).

I d

2.2.4.1 Thematic learning

Theactive learning techniquediscussediboveare often consideredvithin the context of

traditional learning environments (such as school or HE settang$iherefore often relate

to the learning of individual subjects. However, this fails to recognise approaches to learning

which are not subjeespecific, andvhichinstead combine multiple disciplines and activities
f SFNyAy3a ¥

0 K NR dz3 KbasBdiikkSSYYS: G A O

f SENYAYyIQd ¢KSYIFGAO

topics €.g.ocean life) as opposed to learning based on a singular sulgjecgfience or

English). This approach to learniingrefore supports learners to make connections between

different types ofknowledgeby drawing ormultiple disciplinesand variedactivities, which

a dzLJLJ2 NI

f SIENYSNBEQ O2¢f | 62 Nkils(XeyXB, 2002.Y Ydzy A OF G A2y |

Thematic learningnay facilitate inclusive learning by supporting engagement with

complex topics, by using a range of hawmhsactivities and subjects to supr learners to

explore a theme in different ways and from different perspectig®édhead, 2001 1n

particular, sensory and arsased activities combined with thematic learning may provide a

range of accessible and creative approaches to learning, which supports diversedéarne

engage with a range of topic€¢rradi et al., 2022 Artsbased learning will now be

introduced followed by a discussion about the anssedlearningexperiences oadults with

learning disabilities

y
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2.2.5 Creativeexperiences o&dults with learning Disabilities
Previous research exploring the impact of the arts in the livgeople with learning
disabilitieshas done so largely through the lensasfs-based interventions, whitaimto
address the symptoms and challenges experienced by individuals with these diagnoses
Common artsbased therapies employed witeople with learning disabilitigaclude music
therapy Pavlicevic et gl2014; Warner, 2005drama therapyJennings et al., 200%nd art
therapy Ereilich & Shechtman, 201Backett et al., 20175tudies such as theseiggest that
therapeuticengagement with the artsan have positive outcomes for participants,
particularly in areas that maripdividuals with learning dabilitiesmay find challenging, such
as communicationsocial interaction and the development of social relationshiprei(ich &
Shechtman, 200), and developing confidence and sekteem Pavlicevic et al., 2014)hese
studies position the arts in the lives adlults with learning disabilitiess a medium through
whichthe W R S Fof disabled 2oplenay be addressedHowever, in line with th&ocial
Model of Disabilitythe arts may also be used to adapt meisting opportunities for self
development and personal growth (suchldd.opportunities) so that they are accessible to
adults with learning disabilities

Despite utilising many of the art forms listed above, and often having similar goals to
that of artsbased therapies, creative arts programmes have received significantly less
research attention. Whilst artbased therapies may be considered to focus amphocess of
engagement with the arts, creative arts programmes tend to be concerned with the
outcomes produced by participants (Hall, 2012). Hall (2012) states that this focus on the
outcomes of participation can be especially valuablepfeople with leaning disabilitieswho
may not ordinarily be valued for the things they prodioeate

Clover (200) suggests that communiigased arts programmes could be considered
02 0SS WOKSNI LISdziAOQ RdzS (G2 GKS LR2aAGAGS 2dzi 0
research suggests that participation in creative arts organisations can provide opportunities
for emotional expression, connection with others and a sense of belonging (Hall, 2012).
Similarly, when discussing the outcomes of a commdnétyed arts ppgramme, Richards et
al. (2019) state that participants witearning disabilitiesised the arts to express thoughts
and feelings as well as to respond to the world round them. Finally report for Arts
Council England, Jermyn (2004) reports that socially excluded individuals participating in arts
organisations may benefit from increased sedteem and confidence, improved mental and
physical wellbeing, a greater sense of control amghership, and skills development,
including creative and arsased skills as well as skills for employment. These studies

demonstrate the potential for arts organisations to provide participants with opportunities
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for inclusivelearning and personal development. Creative arts education programmes may
therefore be especially important fadults with learning disabilitiesho may struggle to
access other opportunities fanclusivelearning in adulthood (@art et al., 2001)The

opportunity for the arts to support inclusive learning will now be discussed.

2.2.5.1 Arts-based learning
YSNyF OovHnnu0 adGFG8a aF NI Yre 0SS GKS YSkya 2N 32
may take place in the arts, (i.e., the development of skills relating to a specifiriar}, or
through the arts, whereby the arts act as a medium through witearning, new experiences
and the development of skills across a wide range of topics may take place. Additionally,
creative and artdbased activities may support the development of core creativity skills, such
I & a-géhihd8dyiess, imagination, probles2 f Ay 3 | YR OdzZNA2aAGe&é¢ 69 RdzOlF GA
p.5). The development afpecific skills in artbased subjects can be beneficial &atults with
learning disabilitieand is indeed a key aim for many organisations in the UK. However, the
present study focuses primarily on the opportunity for the arts to mediate learning in a
variety of areas and to support the overall personal developmentoits with learning
disabilities
Adult educators have utilised a range of artistic mediums, including music, drama,
dance, poetry, theatre, photography and visual arts, as a useful medium for learning due to
their adaptable and accessible nature (Clover,@bse, 1997). In particular, creative arts
activities may provid@eople with learning disabilitiesith flexible ways to learn that do not
NEfe 2y GNIRAGAZ2YyILIffe WFHOFIRSYAOQ aiAatta adzOK I a N
strengths of the learner. Artbased learning may therefe support varied learning outcomes
(Abedin, 2010), such as: enhanced social experiences and improved interactions with others
(Ho, 20103JindalSnape & Vettraino, 2007), opportunities for expression and critical
reflection (Brigham, 2011) and improved motivation for learning (Abedin, 2010). Previous
research suggests that the arts yfacilitate more interactive learning environmesntwhich
encourage learners to develop their analytical and interpretive gKlheadwick & Stannett,
2000) Additionally, ais-based learning often results in the production of something (i.e., the
artistic creations of learners). This can be shared with others, thus providing a platform for
420ALfte SEOfdZRSR AYRAGARdzZ f& G2 alchklandOdz | 6S G KSA
knowledge with others (Rose, 1997, p.3). For this reason, arts education programmes have
also been used as a form of satfvocacy, whereby participants challenge common
assumptions associated witbarning disabilitieshrough the arts, thus becoing educators

in their own right (Hall, 2012; Richards et al., 2019).
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There are, howeveseverallimitations to previous research exploring these creative
learning experiences. Firstlike literature concerning inclusive learnintpe majority of
research exploring the outcomes of arts education has involved children and young people
(Abedin, 2010Burtonet al, 2000;Masonet al.,2004;Sahasrabudhe, 200@&nd therefore
tends to focus on artbased learning in formal environments, such as the classr@urign
et al, 2000;Hutchens & Pankratz, 2008ahasrabudhe, 2006Thearts-basedexperienceof
adult learners, in particulamdults with learning disabilitiehave received significantly less
research attention. Further research which captures the experiencaduwts with learning
disabilitieswho attend creative arts education programmes is therefore required to ensure
that programmes are meeting the needs of the individuals who attend them.

Additionally, the majority of research exploring the outcomes of participation in the
arts appears to be almost exclusively positive. Despite this, disabled adults have been found
to be less involved with the arts (DCMS18Pand may face numerous barriers to
participation in artsbased learning programmes, including transport, cost and physical and
emotional accessibility (Gratton, 2019; Mencap, n.d). Evaluations ebassd learning
programmes, which actively involaglults with learning disabilitiesave been recommended
as a way to address these challenges and gain meaningful feedback, which captures both
positive experiences and outcomes, as well as areas for improvement (Gratton, 2019).

However research exploring the outcomes afts-based learningor people with
learning disabilitiess rarelyled byor informed bypeople with learning disabiliti@\bedin,
2010 Sjoqvistet al, 202). Researchnvestigatingthe impactof creativeandinclusive
learningexperiencesnaytherefore not be in the bestinterestsof this population,sinceit is
ordinarilydesignedpwnedandimplementedby non-disabledresearcherswith limited
experienceof the challengedacedby adultswith learningdisabilities Inclusiveresearch
exploringthe impactof arts-basedlearningexperiencegor adultswith learningdisabilities
maytherefore helpto ensurethat researchs a) askingquestionswhichareimportant to and
for the benefit of peoplewith learningdisabilities b) accuratelycapturingthe views and
learningexperience®f theseindividuals andc) providingfurther insightinto the outcomes
of theselearningexperiencesn the livesof adultswith learningdisabilitiesandthe
mechanismsvhichsupporteffectiveinclusivel LL

Thefollowing sectionintroducesinclusiveapproachedo researchjncluding
ParticipatoryAction Researclfthe chosenapproachfor the presentstudy),whichadvocate

for the directinclusionof peoplewith learningdisabilitiesin all stagesof research.
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2.3 Inclusive approaches to research and evaluation

LyOf dzaA @S NB&ASINDK Aada Iy 2@0SNI NDKAy3I G§SN¥ 6KAOK

F LILINR F OKS&a GKIFIG GNXRAGAZ2YLIEE@ KIFE@S 6SSy GSNXSR

S

Wi

(Johnson & Walmsley, 2083 LJdmMn 0 ® ¢ @ LIAOFffes GKS GSNY WAYyOf dza A |

learning disabilityesearch (Nind, 2014a), however, it may also be used with any individual or

O2YYdzyAllé 6K2 aYlFé& 20KSNBA I Sohsd &ivaldsey, | & &ddzoeSOi

2003 p.10). The main aim of inclusive research approaches edstribute the balance of
power, so that rather than being considered as subjectgvhich to conduct researcipeople
with learning disabilitieare actively involved in all aspects of the research process
(Walmsley, 2004). Johnsamd Walmsley2003, p.64) provide a useful account of the core
values of inclusive research approaches in relation to researchpeihle with learning

disabilities

9 The research problem must be one that is owned (metessarily initiated) by
disabled people

9 It should further the interest of disabled people; ndisabled people should be on
the side ofpeople with learning disabilities

9 It should be collaborative people with learning disabilitieshould be involved in the
process of doing the research

1 People with learning disabilitieould be able to exert some control over process
and outcomes

1 The research question, process and reports must be accessible to people with

learning disabilities

Nind (2014) expands these criteria further by suggesting that research approaches that are
SyO2YLJ} aaSR o6& (KS f I 0 Sdparcilatintdvardgink 3S NB a S+ NOK
RSY2ONI GAT I GA2Yy 27T 1ik&d BHith & bl.NIDR) sugydtdhéts 3 ¢ 0 LI
inclusiveapproaches to researdre based on key principles of shared power, respect,
flexibility, trust, relationships anthutual respect.

Inclusive research emerged in the laté"2fentury and has been closely linked to the
Social Model of Disabilitynclusive research followsimilarprinciplesto the Social Model of
Disability by arguing that research should be conducted in collaboration with disabled
people, to ensure that their views and experiences are considered when shaping séciety
keygoal of inclusive research is therefore to facilitateinclusive and adaptable research

process, which addresses the needs of disabled people (Walmsley, 2004).

acé

a N
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Inclusive research has been described and implemented in various ways since its
emergence. The language used to describe inclusive research approaches in particular, is
2F0SYy dzaSR AYUSNOKIy3ISIofed C2N) SElydds GKS
WSYIFYyOALI G2NBQ INB 2F0Sy O2yFdziSR | yR dzZASR A
can result in difficulties defining and differentiating inclusive research approaches,
particularly for researchers who hope to conduct inclusive researdtile\iclusive
approaches have key elements in common (see Joh&séfalmsley 2003) each approach
RAFFSNR aftAakdte Ay AdGa FLIWIXAOFGA2Yy S AyOf dzRA
the research design itself. Figurgo demonstrates the differences between three inclusive
research approaches identified by Swartz and Nyamnjoh (2018, p.4). Participatory and
emancipatory research are commonly used in research pethple with learning disabilities
but have some key differences. The central afrParticipatory Research (PR) is to promote
AyOtdzaAzy | yR Ol LWidaNB KS wg2A084Q yR SELISN
I OKAS@SR GKNRdzAK I O2f I 62 NI ( Ap2oPle with leaining y OS Q
disabilitieg and the researcher (Chappell, 2000). Participants are often recruited as co
researchers and work together with the researcher to address a research problem which
affects disabled people (Cocks & Cockram, 1995).

On the other hand, emancipatory research puts disabled people firmly in control of
GGKS LINROS&aa |yR GKS NBa&2 dzNIbBndch & Walmsky 20831 NOK S
p.63). Disabled scholars have argued that research concerning disabled people should be
initiated and under the control of disabled people, to ensure that it is truly in their best
interests (Oliver, 1992). Researchers utilising an emancipatory appnoastitherefore
relinquish control of the research and ensure the research process and design is under the
complete control of disabled people (Swartz & Nyamnjoh, 2018). For this reason,
emancipatory research has been closely linked toSbeial Model of 3abilityand the
RA&lI 0f SR LIS 2 LufhiSBsonas: Welthsleg, Y i 6

The language used to describe the roles of the individuals involved in inclusive
research approaches also differs considerably. For example, individuals recruited as
O2ftftl 02N i2NR KIF@S 0SSy NBETFSNNBé208, Ay NBaSlh
WSELISNIAQ 06Yy 2 ENFSHIS H NOBKES NiEnn ndva & GRNINK2 3 | dzy .
to describe particular roles in the research is important, as it plays a role irgtéiénreader
how much control an individual has (Walmsley, 2004). As academic language is inherently
KASNI NOKAOFE 6S®3d GKS WNBaSINOKSNR KFa Y2NB
pay attention to the titles wallocateto individuals in research and to ensure that these

accurately represent their role in the research.
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Variable Interactive Participatory Emancipatory

Knowledge A commitment to applied knowledge and the co-construction of
knowledge
Learning A commitment to mutual and sustainable learning, self-reflection
and the empowerment of research participants
Inclusion and  Slight inclusion; Modest inclusion;  Complete inclusion
power shared power on shared power (or partnership on
researcher’s terms participants’ terms);
researcher
relinquishes power
Research Research agenda is Research agenda Participants choose
agenda predetermined is developed research agenda,
through enlist services of
consultation researcher
Research Research is already  Joint planning of Design is initiated
design designed when design by participants
research commences
Dissemination Dissemination is Dissemination is Participants decide
decided by a shared what is done with the
researcher responsibility research findings.
Authorship Retained authorship  Joint authorship Relinquished
authorship
Ownership Research is mine Research is ours Research is theirs
Figure2.d/ 2 YL NAy 3 FyR O2y N} adAy3a AyiSNIOGABSE LI NGAOALNI G2NE YR SYIyO

2.3.1 Levels of participation

£ 2y3aARS GINARIFIGA2y A Ay ftFy3dad 38y LISNOSLIiA2ya 2F
widely and are frequently disputed amongst researchers (Nind, 2014a). This has resulted in a

variety of approaches to the implementation of inclusive researdiyding variation in the

level and type of collaboration wittmarginalised communitie$One of the earliest models of

OAGAT SY LI NLIAOALI GA2Y Aa ! NYVadSATHixndodel F RRSNJ 2F LI N
proposes eight approaches to citizen pagation in social programes, with each approach

(or the extent of participation) represented by a step on a ladder (from the lowest level of

participation at the bottom of the ladder, to the highest at the top). Arnsidia69)argues

that an awareness of these levels of participation allows for a greater understanding of the

demand for citizen participation in social programmes. However, some have argued that the

model does not provide sufficient information about these appitegin practice (Collg&

Ison, 2006). Additionally, the model does not specify any particular population with which

these approaches haveanbe used.
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8 [ ] Citizen Control | B
7 Delegated Power > Citizen Power
6 Partnership _J
5 Placation )
4 Consultation > Tokenism
3 Informing _J
2 Therapy
Nonparticipation
1 Manipulation

Figure3® ! NYaiGSAyQa f+FRRSNI 2F LI NIGAOALIGAZ2Y Omdc o

Through a detailed review of inclusive research literature, Bigby and Frawley (2015) identified
three approaches to inclusion in research, specifically for projects invgleogle with

learning disabilitiesThese approachese advisory, leading and controlling and collaborative

group (see figurd). Despite all being labelled as inclusive research, these approaches differ

quite substantially in the level and type of involvement from the population concerned,
demonstrating the various roles thatdividuals with learning disabilitie@nd nondisabled
researchersimay fulfil within an inclusive research project. It is also worth considering that

0KS RSTAYAGAZ2Y 2FRMWAYONIIRIIISY RBE S | NPKOK ¥ By R
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a disabled researcher.

Advisory

Leading and controlling (people led)

Collaborative group

Paradigm to which

Char:

those included

eristics of

Extent of inclusion

Role of people
with intellectual
disability in
inmitiation of
inclusion

Leadership
Control

Purpose/
beneficiaries of
inclusion

Adm of research

Positivistic or social
construchonist

People with intellectual
disability experienced
in either the particular

1ssue or as self-advocates

Overarching rescarch
priorities, or part of
whole of a specific project

Reactive involvement,
initiated by government,

academics or organizations

Covernment, organization
or academic

Covernment, organization
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advocacy
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People with intellectual disability,

individually or collectively

Advocacy/immediate social change
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have lived experience of the
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Proactive involvement sole or joint

initiation
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between academics and people with
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New knowledge for social change

endeavour new knowledge for
social change
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Common methods ory action research, surveys, Adapted methods such as collective

trial of questions, review s, workshops interviews, focus groups, iterative

of materials analysis
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There may be several reasons for the lack of consistency surrounding how researchers
label, describe and implement inclusive research approaches. Firstly, as Walmsley (2004,
adlrisSar GGKSNB Aa y2 2yS NRAIskae gl & G2 I LILINE
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research itself (Nind, 2014a). This results in a lack consistency in the way in which vulnerable
people are involved in inclusive research (Walmsley, 2004). Additionally, there is a lack of
clarity in the reporting of inclusive research. Mange@archers have commented on the

exclusion of important information in inclusive research papers, including a lack of detalil
about who did what and how (Bailey al., 2015; Liddiard et al., 2018; Walmsley, 2004). The

lack of explicit information concernirige roles, relationships, skills and resources required

to carry out inclusive research poses challenges for researchers who hope to employ inclusive
research approaches, particularly those who are new to these approaches ixidthilsive

research is intended to be adaptable, greater detail is needed in the reporting of these

projects in order to share best practice and encourage the inclusiorddfiduals with
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learning disabilitiesn research. With this in mind, the present study seeks to provide-an in
depth account of the process of setting up, designing and implementing an inclusive research
project, starting with a detailed introdtion to participatory action research (PAR); the

inclusive approach chosen for this project.

2.3.2 ParticipatoryAction Research
Participatory action research (PAR; sometimes referred to as participatory or action research)
is an inclusive approach tqualitative enquiry, which emphasises the importance of real
action and social change, through collaboration with a community that has identified a
common needand or problem (Selener, 199 Stalker(1998 suggests that PAR challenges
the narrative of the researcher as an expert gabple with learning disabilitiess the object
on which research is undertakeimdeedWright (2021 )states thatthose with lived
experience are the mostnowledgeableand therefore in the best position to tackle social
injusticeand work towards meaningful solutions PARmembers of the community are
therefore recruited as coesearchers and actively involved in all stages of the research
including research question design, data collection, analysis and research dissemination
(Gratton, 2019)The focus of PAR aarction/social changaims to directly address systemic
injustices (such as the lackldfLopportunities foradults with learning disabiliti@shat are
identified by the community(Selener, 1992)or this reasorRAR approaches are commonly
linked with sefadvocacy organisationsy R RA &l 6f SR LIS2LJ SQa 2NHI yA
influence local and national changeitoprove the quality of life of disabled peoplkseg for
example, the work of Mencap/jly Life My Choicand LD England

Alongside the focus on social changwes structure of PAR oneof the key features
that distinguishes it from other inclusive research approaches. PAR is based on a cyclical
process of planning, action and review (Kindon et al., 2007). In the planning phase the
researcher works together with a particular community andgopulation to establish aims
andquestions(Kelly, 2005). The action phase attempts to create social change by working
towards these goals. Finally, the review phase establishes whether this action has been
successful in addressing the needs of the comityusmd reflects on the process so far (Kelly,
2005). This process repeats as many times as necessary.

Agrowing body of literature utilisePAR approaches to collaborate witlults with
learning disabilitiege.g.Garcialriarte et al., 2009De Castro et al., 203; Pettican et al.,
2023 Rickson et al., 20)4These studies have demonstratea hotential foradults with
learning disabilitieso fill the role of ceresearchers and to actively influence the design,
delivery and dissemination of resear¢dhARhasbeen used in in a number of different

contexts and settinganost notably in the fields of health (Kelly, 2005; McFerren & Hunt,
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2008) education (Dymond, 2001; Seaét,al, 2014)and social scienc@enndt & Brunner,
2020).There are fewer examples where PAR have been applied in arts research involving
disabled people. The majority of these studiescernarts-based therapies, where
participatory and PAR approaches have been used to explore the outcomes of arts
interventions €.g.McFerren et al., 208; Rickson et al., 2014; Warner, 2005). The use of PAR
approaches in this field may be due to the collaborative nature of arts therapies, which lend
themselves to a collaborative research approach. Despite the snmaifeber of PAR projects

in the arts, researchers have argued that the adaptable and flexible nature of the arts and
PAR makes them wedliited €o-researchers with varied needs can be supported to access
both the arts and PARCIover, 200; Nind, 2008).

2.3.2.1 Opportunities and challenges of PAR

The opportunities associated with PAR are commonly recognised in wider literature. PAR
challenges traditional hierarchies and power imbalances that are often present in research,
through the involvement of communities who are ordinarily excluded from nedea

(Pettican, 2022Smith, 2022 By collaborating with experts by experience (suchdgts

with learning disabilitiesresearch is considered to be more meaningful, impactful
representative of the voices afdults with learning disabilitie@Vright, 202). Since a key
feature of PAR is social change, PAR also presents an opportunity to facilitatertorigcal

and national change, which benefits the community involved in the research.

Alongside the benefits of gaining meaningful feedback from participants, research
suggests that directly involviragdults with learning disabilitieis the process of research can
be a learningpersonal developmenbdpportunity in itself (Mttler, 2012; Nind, 2014b; White
& Morgan, 2012). Billett (2010) states that informal LLL occurs when our roles change. In
becoming direct contributors to researchnd researchers in their own righadults with
learning disabilitie®ccupy a different role in life, allowing for the development of research
specific skills (e.g. in data collection and analysis) as well as personal and professional
development (Nind, 2014blReflecting on her experiences as a researcher widarning
disabilityz. 2 K A (i Svhafivie gotifidra doiagthis researchisO 2 y U R GeyfitySare
A1 Afta eoodnydiferenttyingsadgettingalotmore| vy 2 ¢ f SNER Sudd
Morgan, 2012, p.103). It seems, therefotieat the direct involvement opeople with
learning disabilitieén the evaluation of creative inclusive education programmes may
inadvertently provide a learning opportunity in itself (fadults with learning disabilitiedbut
perhaps also founiversityresearchersas they learn teollaborate with members of the

community).
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However, there are numerous challersge PAR approachegirstly people with
learning disabilitiebave been historically marginalised and had their voeaduded from
conversations which conern the@liver & Sapey, 19833This community have therefore
been excluded from actively contributing to reseattdstorically Despite the growing body
of literature which collaborates withdults with learning disabilitiet® explore their
experiences, research processes and practices remain largely inaccessithligtsavith
learning disabilitieand may therefore requiradaptation Due to the requirements of
flexibility, adaptationand collaboration, PAR is often a timmensuming approac{Cook,

2012)

Working in collaboration with communities who are considered to be vulnerable may
also present challenges. Ethical considerations in B&éh (as issues around informed
consent, confidentiality antlalancing powe) must be carefully considered to ensure a
balance between the empowerment and protection ofiesearchers. A full exploration of
the ethical considerations examined in the present study are included in se&tidh
Additionally, accessing communitie$o are ordinarily excluded from researofay be
challenging.Communityorganizations are often the gatekeepers of marginalized
communitiesand may therefore make important decisions concerning who participates in
research(Williams, 2@9). Williams (2Q.9) notes that this may be problematic, as
organisations may withhold invitations to engage with research, without consulting the
community. However, groups supportiaglults with learning disabilitieslsohold valuable
community-specific knowledge, which is crucial for meaningful research collaborations.
Research based on partnerships between community groups and URs may therefore form the
basis of effective PAR projects

Previous research concerning how to implement PAR projectsadithis with
learning disabilitieprovides useful guidance on how to address some of these challenges,
while enhancing the opportunities of PAR (Ni@€17; Nind, 2014b; Northway, 2000b
Reflections on PAR projects which highlight the experiences-@searchers with learning
disabilitiesmay therefore be particularly important when considering best practice in relation
to PARBeighton et al., 2017&tJohn et al., 2018/Vhite & Morgan, 2012)Alongside
FOF RSYAO f A i Sevdlopedizidin® ARMilioge@s withinic@m@unity settings
highlight key learnings from inclusive research within a range of contdktiR, 2022; Pain et
al., 2019)However, there are few toolkits which spec#lly focus ofinclude reference to
PAR withadults with learning disabilitieg\dditionally, as previously notedyuidance

regarding the implementations of PAR often lacks transparency regarding the roles and
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responsibilities of those involved in PAR, and how specifically metmadiprocesses were
adapted to meet the needs of emsearchers (Smith et.aR022).

To facilitate the active involvement of gesearchers with diverse need®ARmay
utiliseinclusive, adaptable and creative methods. Previous PAR projects have used methods
such asnterviews (Rickson et al., 2014), focus groups Castro et al., 202Buyaltoet al,,

2016), research journals (Rickson et al., 20343 artsbased methodgAldridge, 2007,

Liddiard et al., 2018; Rickson et al., 2014hile a goal of PAR in this context is that the
research process should be accessibladalts with learning disabilitiestilising a

participatory approach to research does not in itself guarantee that the research is accessible
or inclusive. Indeed, many traditional research processes, methods and outputs are
inaccessible tadults with learning disabilitie@nd requireadaptationin order forco-

researchers with learning disabilities fully engage with them. One way that PAR projects

have adapted reearch methods to be more accessible to individuals with diverse needs is by
utilising creative, artbased methodgAldridge, 2007; Liddiard et al., 2018; Rickson et al.,
2014) The following sectiawill consider creative methodologies and their use within PAR

with adults with learning disabilities

2.3.2.2 Creative methodologies

Arts-based methods have been described as "any social research or human inquiry that
adapts the tenets of the creative arts as a part of the methodology [...] the arts may be used
during data collection, analysis, interpretation and/or dissemination" (3dh&eavy, 24,
pp.1-2). Artsbased methods are frequently used to suppadults with learning disabilities

to engage with research and/or to share their views on a range of toRickgon et al.,

2014). Research utilising arisased methods frequently combines multiple methods,
including a combination of arisased and traditional qualitative methods, such as interviews,
focus groups and questionnaires. For example, Richards et al. (2019) used artgyraployo
poetry, drama, film making and sculpture to challemggativeperceptions of adults with
disabilities. Additionally, Rickson et al. (2014) combimedi$ groups, interviews, video
diaries, song writing and research diafis explore the experiences of youpgople with
learning disabilitiesvho attended a musictherapyprogramme.The present study draws on a
range of artsbased qualitativeandadapted methods to increase the accessibility and

inclusivity of the research proceskhe following sections will briefly introdutleree

L While research diaries are not specifically an-adsed method, they provide an opportunity to
utilise many of the methods discussed abogey( by providing a space fphotography, drawing,
storytelling, poetry and other visual arts), while providing a space for reflections on the research
process.
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examples of creative methodologies which have been used in researcipedfiie with

learning disabilitiesind tha have influenced the approach in the present study.

2.3.2.2.1 Photovoice

t K2302@02A0S Aa + LI NOAOALI G2NE NBaSINOK adNT
individual worlds, by providing participants with cameras to capture key moments in their

daily lives (Wang & Burris, 1994). Wang (1982187189) identifies nine steps for utilising

this visual method:

Select a target audience

Recruit participants

Educate participants about the photovoice method
Gain informed consent

Brainstorm the project focus with participants
Distribute cameras

Provide time for participants to take photographs

Meet with participants to talk about their pictures

© ©o N o g N

Plan how to share this information with the target audience

While discussions based on these photos can provide further context about participants
experiences, this method does not rely on verbal communication, as participants are able to
show rather than tell their experiences (Aldridge, 2007). Although traditionally used in
healthcare settings, this approach has now been used to explore theierpes ofpeople

with learning disabilitietn number of different contexts, including the experiences of

mothers withlearning disabilitie$Booth & Booth, 2003) and the esgences ofdults with
learning disabilitiesvho attend a respite programme in Australia (Seed, 2016).a/ntng

approach specifically uses photography, the same concept could be applied to other forms of

art, such as drawings (e.g. Rickson et al., 2014) and film making (Hakak & Holmes, 2017)

2.3.2.2.2 Draw, write, tell

Draw, write, tell is a participatory research method which asks participants to draw pictures
and write words in response to a theme or particular questiingel et al.,2015).Draw,

write, tell is traditionally used to gain an insight into the lives and experiences of young
children, for whom writing and/or verbal communication may be challenghmgéllet al,.

2015). This method appears to particularly useful when the topic area is sensitive and may

be difficult to verbalise (e.g. the experiences of orphadgina & Nieuwenhuis, 2010t the
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time of writing,there are limited examples dlfe application of this technique in research
with people with learning disabilitiesHowever, apeople with learning disabilitiemayfind
written and verbal communicatioohallengingMencap, n.d), draw, write, tell may provide a
more accessible method of sharing their experiences with an interviewer. Although not
described as draw, write, tell, Rickson et al (20hdprporateda similar techniquénto their
exploration of the experiences of youpgople wth learning disabilitiesttending a music
GKSNJI LI LINPINIYYSd  2dzy3d LIS2LX SaQ RNIgAydIa Ay NB3
(what is good, bad, hard and easy about coming to music?) provided an insight into their
experiences and aided communication between the youngppeand the music therapists.
This demonstrates the potential for drawiased methods to provide an insight into the
subjective experiences people with learning disabilitieparticularly for thosevho

communicate norverbally.

2.3.2.2.3 Storytelling
Storytelling and life stories have previously been used wadthlts with learning disabilitiet®
capture their experiences (Atkinson, 2004; Atkinson & Walmsley, 1999; Booth & Booth,
Mppc O ! G1AYya2Y o6vHnnn0d RSAONAROSE fATFTS adGd2NARASa | a
NEGASG GKSANI tAGS&éE 6LIPc pdpv @ vieweNasia formonf NS a2y > G KA
seltadvocacy and is often designed to challenge assumptions surrounding disabled people
(Nind, 2008). Nind (2008) acknowledges the challemgftscommunication in storytelling
methods. However, as with any textual information, there are ways to adapt narrative
methods so that they are more accessible. For example, by utilising pictures and symbols
(such as the Picture Exchange Communicatistesy) and by usingimplifiedlanguage.
An example of an adaptablerrative method is story completion. This qualitative
method aims to capture rich data from participants in response to a hypothetical situation
0. Nldzy SiG FfdZ HamMpOoOd tFNIAOALI yiGa I NE LINRPOBARSR ¢
story) and & asked to complete the story. Due to the hypothetical nature of the stories, this
YSGK2R Aa adZAGSR FT2NJ SELX 2NAyYy 3 (egrwidreh OA LI y i 4 Q LISNX
participants may not feel comfortable directly revealing their own experiencasnpleted
stories may also be used as the basis for a semi structured interview on the same topic (see
Gravett, 2019)Story stems may also be accompanied by pictures and/or symbols to improve

the accessibility of this method.
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2.4  Theresearchproblem(s)

The literature review above has introduced the community that this project aims to
collaborate with and the barriers thadults with learning disabilitieface when accessing
opportunities forLLL Literature relating to inclusive approaches to learnilegnonstrate a
range of approacheand learning techniquesvhich may facilitate access to learning
experiences foadults with learning disabilitie$However, several problems relating to the
learning experiences @fdults with learning disabilitieemain The present study seeks to

addresghesefour keyresearchproblems:

Problem oneDespite the fact that LLis a key goal of the education systébemirel, 2009
and a human rightynited Nations, 206), adults with learning disabilitielsave access to
fewer opportunities for learning than their netdisabled peers and often face a multitude of
barriers when attempting to accet& Lopportunities. Inclusive approaches to learning seek
to remove barriers to learning, while supporting a range of positive outcomgseigple with
learning disabilitiesHowever, research concerning inclusive learning experiences are child
centric, asthere is limited literature concerning the learning experienceadflts with
learning disabilitiegi.e., beyad the formal education systemfurther investigation of the
inclusive learning experiencesadults with learning disabilitiesnd the impacbf these
experiences in their lives is needed in order to a) identify ways of removing barriers to
learningfor this community b) consider what constitutes best practice in relatiorLtdfor
adults with learning disabilitiemnd c) facilitate additional inclusive and accessible learning

opportunities foradults with learning disabilitieso support their quality of life.

Problem two: Relating to problem one, there is limited research which explores the arts

based learning experiencesadults with learning disabilitiesncluding the outcomes of
engagement with artdbased learning programmes. While previous literature suggests that

the arts may support inclusive learnim@drradi et al., 2022 previous literature exploring the
impact of the arts in the lives of disabled people often focuses on therapeutic interventions

as opposed to artbased learning. Research focusing on-adsed interventions makes a
valuable contribution to our understanding of the potential for the arts to support various
FaLsSoida 2F Yy AYRAQGARdZ t Qa f A FTdishade®Rlen®igpS NE NB
isneeded to support our understanding of how the arts may be used to facilitate inclusive
opportunities foradults with learning disabilitiegAdditionally, it is crucial fdrLL

programmes such as PPA to have a clear understanding of the impact of their services so that

a) they can ensure that programmes meet the needs of their service users and b) the
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outcomes of engagement with the programme can be evidenced to funders to support their

continued operation.

Problemthree: People with learning disabilitidsave historically had their voices excluded
from conversations which concern them (Nind, 20Qliver & Sapey, 1983thus contributing
to the social exclusion of disabled peopléhile research involvingeople with learning
disabilitieshas continued to growadults with learning disabilitieare often excluded from
doingresearch (Nind, 2008&;ester & Nusbaum, 20L8Additional esearchwhich actively
collaborates withadults with learning disabilitieas ceresearcherss therefore required to
ensure hat research is furthering the interests of and accurately representing the

experiences ohdults with learning disabilities

Problemfour: Despite the growing body of literature which seeks to invalgelts with

learning disabilitiegn researchi Lorito et al., 2018; Smith et al., 2022; St John et al., 2018;
Pettican et al., 2022 there is a lack of transparent reportinghaw this is achieved (Liddiard

et al., 2018) Additionally, details concerning key stages of the research process, including
analysis and the dissemination of research are often omitRekearchers and organisations
supportingadults with learninglisabilities(such as PPA) who hope to actively involve
participants in inclusive approaches to research and evaluation, may therefore feel unsure as

to where to start.

This project sought to address the issues relating to the inaccessibility of learning
opportunities foradults with learning disabilitie@s described aboveltilising a PAR

approach. The aims of the study are described below.

2.4.1 Aims of this project
Through exploration of previous literature and the identification of the four key problems

outlined above, the following overarching aims of the project were established:
Aimone: To identify the outcomes of participation in the PPIAprogramme

Aimtwo: To work collaboratively withdults with learning disabilitiesitilising a PAR

approachto explore and capture their experiences of inclusive-adsed learnig

Aimthree: To explore the outcomes of engagement in PAR from the perspective of co

researchers and the nedisabled researcher

In keepingwith the PAR approach in this project, the specific research questions,

methodologies and direction of the studyeve decided collaboratively with epesearchers.
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Detailsfor each cycle of the project are outlinéulthe planning and action section$

chapters four, five and six.
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3 Methodology

In line with the goals of PAR outlined abovacle cycle in the present stydhad its own
research questions, methods and approach to analyses, which were decided collaboratively
with co-researchers.Thismethodology sectiotherefore introducesthe overarching
methodologicabpproach to this projectFirstly,the process of setting up th PARbroject

0 (i K Splawridly&ag® is outlinel, followed bythe recruitment of ceresearchers and the
overallapproach to analysighis section draws on wider literatute highlight the key
considerations and questions when establishing a PAR project and to contextualise the
decisions that were made within tharoject While the present study sought to identify the
outcomes of engagement with artsased learning foadults with learning disabilitieshe
process of how coesearchers were involved in the research throlykRwas considered to
be an equally important aspect of the present stubye to the lack of transparency and
detail in previous research concerning the process of setting up a PAR project, the

methodology section of this thesis is deliberately detailed.

3.1 Setting up a PAR project
In line with aimtwo of this project {0 work collaboratively witladults with learning
disabilities utilising a PAR approach to explore and capture their experiences of inclusive
arts-based learniny the first stage of this study was to establisRARapproach to the
research Researchers have often discussed the lack of transparency in the recording of PAR
projects involving disabled people (Liddiard et al., 2018; Walmsley, 2004). As such, there is
limited guidance available regarding how to set up a PAR projectagiitis with learning
disabilities
When considering how to set up the present study, the UR drew franed
resources. Firstly, Kelly (2005) provides a useful overview of the steps required to set up a
PAR project in the context of healthcare. Vélsbme2 ¥ (G KS aGSLJA 2dzift AYSR Ay YS
are not directly relevant to the present study, they nonetheless provide a useful framework
T2NJ aSGGAY3T dzLlJ | t!w LINR2SOG® ! RRAGAZYIft&s Ay (F
Herr and Anderson (2005) st that there is no right way to approach an action research

project. Nevertheless, they provide guidelines as to how to approach dpaoticipatory

2¢ KNRdz3K2dzi GKA& R20dzyYSyid GKS LINRPOSaa 2F aSitildAay3a dzl) 4K
LI FyyAy3aQ adl3Se ¢KAa adGF3S 2F (KS Lay@a®ofi Ay Of dzZRSR |
the project, when ceresearchers became equal partners in the project and therefore influenced the

design and dissemination of the researdthis terminology was chosen in order to distinguish this

adlr3sS 2F GKS NBaSIHNDODK TNRY aiihe Segithirf deatlycygledQ a il 3Saz g KA (
research(described in section 3.4.6).
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research from start to finish, including practical examples from previous projects which
provide the reader with a toolkit of ideas and approaches to apply to their own resdadR.
toolkits (such adPain et al.2019) also provide a useful overview of the key stages and
guestions when establishing a PAR projscich as who, what, where, when and how PAR
should be establishedfinally, theURobserved the writings of other PAR researchers within
the arts (e.g. Hense, 2015; McFerren & Hunt, 2008; Rickson et al., 2014) paying particular
attention to the process of setting up PAR projects within this field.
Based orthese resources, the UR identified five Ke)K I & S & 208t [{iyKySA y4A.INB
stage of the projectwhich require attention when setting up the project: Identifying a
problem; finding a community partmgresources and logistics; formalising the relationship
with the community partner and ethics. For the purpose of this thesis, these components will
be discussed in the rough order in which they took place. However, it is worth noting that
these componerd were not necessarily considered in the order they are listed, nor were
they addressed in a strictly linear fashi@etting up a PAR project is notoriously messy, and
4 &4dzO0KX GKS LINRPOSaa 2F aSiGGAy3 dzZch 6 KA& LINR2
component impacting its counterparts (Co@009. Additionally the Covidl9 pandemic
(discussed in sectioB 1.5 required the UR to revisit these phases multiple tirreeadapt

the project to operate during the national lockdown.

3.1.1 Identifying a problem
A common question in PAR research is, should a community approach the researcher with a
problem, or is it possible for a researcher to identify a problem and subsequently approach a
community?While it may not be necessary for PAR to be initiated by the community, the
problems identified by the researcher should be confirmed by the commuiutynson&
Walmsley 2003. This can be challenging, particularly when working with vulnerable
populations, who may be difficult to access. One method of confirming problems is therefore
to observe the issues that have already been highligingatevious literatureby a
community and/or community representative.

Four keyresearchproblems were identified through the literature review for this
project (see sectiod.4). The present study sought to address these problems by working in
partnership with PPA (a charity providiogeative learning experiences fadults with
learning disabilitiesand PPA participantsh&seproblems werdnitially confirmed byPPA
staff (including the CEO and programmes manager), who had already expressed an interest in
capturing theexperience®f their service usergirough meaningful feedback &PA In this
instance, the steps of identifying a problem and finding a community partner took place

almost simultaneously.



52

Having identified these problems and confirmed them with community
representativesthree overarching aims were established (see section 2.1). These aims were
developed to establish broader goals for the project and to meet the requirements of the
initial ethical review (which requirtkthe inclusion of project aimsésearch questior)s
However, the specifiesearch questionfor each cycle and decisions concerning the
direction of the research were made during the planning stage of each cycle, in cdiiabora

with PPA patrticipants who were recruited and traineccagsesearchers

3.1.2 Finding a community partner

Community partnerganplay an important role in PAR projects, particularly when working

with communities who areonsidered to be vulnerabl€ommunity organisations maact as
gatekeepergo researchand therefore have the power to grant or deny access to community
members(Emmel et al., 200AWilliams, 201R Additionally, community partners can provide
expertise in relation to the specific community, particularly when the researcher is an

W2dzi AARSND 6APSd y20 I YSYOSNI 2F GKS dF NBS
already known to théJRas they had previously approached the universitth aninterest in

working with a doctoral researcher to evaluateir programme by capturing the participant

voice. They therefore seemed to be an ideal partner for the project.

Hamberger and Ambuel (2000) state that establishing a partnership with a

o02YYd

O2YYdzyAdle LI NIYSNI Ay@2t@Sa al O2YLX SE LIN2OSaa

LISNE2YlFf FyR Odz GdzN} £ RAFFSNBYyOSaé¢ 6 LIPHC L D
for researchers collaborating with community partners, including to discuss the scope and

limitations of the project and its outcomes early on, to identify common goals and design the

project to be mutually beneficial. Following the advice of Hamberger anddasb Q& o H AN N 0

recommendations, the first step in establishing the partnership with PPA was to arrange an
initial meeting The aim of this meeting was to ensure that the aims of the project aligned
with those of PPA and to agree on mutually acceptable goalsURa¢so used this meeting

as a chance to introduce PPA to the concept of PAR as a research appritadly. PPA were
unsure of thigoroposedapproach mainly due to concerns around ha@my data collected

from this projectwould be received by funde

The majority of the discussiorentredaroundPAR which *staff member was understandably

not familiar with It became clear to me during the meeting that the kind of evaluation PPA

gSNBE SELISOGAY3I YAIAKG O02YS 2dzi 2F GKA& LINRB2SOi
guestions that funding bodies have traditionally asked for full programme evalsatiased on

statistics and therefore this is what PPATRK S& 6 YiSRkYSSRSR® wX86 hysS
realisations | had in this meeting is the very different positions that we are approaching this

project from(UR- diary reflections after initial meeting with PPA)
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This demonstrates the importance atknowledging the different perspectives with which
different stakeholders (including community organisations, researchersadualis with
learning disabilitiesmay approach a project. Having honestversations witlPPA early on

in the project(e.g.to explain that this project would not result in a traditional evaluation of
the PPA, but rather, provide the opportunity fordepth collaborative exploration of

LI NI A OA LN yiaQ afowedbisnd dsyuSsDidr expettations &nd priorities in the

project and to establismutually agreeable goals:

After adiscussion aboyparticipatory approaches to researeimd the opportunity for PPA
attendees to be researchers and evaluate their own experiertstsif member*was full of
encouragement and seemed eager to continue conversations and collaborate on the project
(UR- diary reflections after initial meeting with PPA)

Shortly after this initial meeting?PA agreed to collaborate on thesearchb | G dzNJ £ f @ = t t
main questions towards the beginning of the project revolved around the practicalities of

how the project would work, including logistical and practical considerations relating to the
delivery of theresearch The following sections discusses the logistics considered when

setting up the project and the resources required to support this.

3.1.3 Logisticsand resources

An important aspect of setting up a PAR project is to consider the logistics involved with the

project and the resources required. Due to the different perspectives and experiences with
whichtheURF Yy R tt! | LIINRIF OKSR G(GKA&a LINB2SOlzZ | Wiz
consider the practicalities of the project. Kelly (2005) states that it is first useful to consider
preSEAAGAY I NB&2dzNDS A Ihline with thid, ame lbgisica GeCisiolsds R A & LJ
such as the consideration of wheaed whenresearch meetings would take place, were

initially agreed upon by considering where PPA andiRalready had access tResearch

meetings were planned to occur once a month, at either the PPA office, or &irikersity

of Leeds, depending on the needs and preferences of participatimgsamrchersResearch

sessions were planned to take place on a day which did not clash with PPA programmes

attended by ceresearchers, to ensure that their involvement with the project did not impact

their ability to atend PPA. Additional logistics which were considered incléided

3 The Coviell9 pandemic resulted in a complete overhaul of these considerations, alongside the design
of the project itself. These logistical considerations have been included here to demonstrate the
practical aspects of a PAR project that may need to beidened by the UR and partner organisations.
However, they have not been fully explained, as some (e.g. traxe8 no longer relevant to the

present study after it moved online. This further demonstrates the-lio@arity of the process of
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1 Recruitment How would ceresearchers be recruited? What resources would be
required for this? Do resources explaining the research proceaduilts with
learning disabilitiegxist or do they need to be created?

I Travelc How would ceresearchers travel to and from research sessions? Would
travel expenses be provided, and if so, by whom?

1 Research session resourag¥/hat resources would be required to run research
sessions and who would provide these?y(arts resources)

1 Support within research sessiogsvould PPA provide support in research sessions or
would this be provided by the UR alone? Wouleresearchers be required to
provide their own support? (when applicable)

1 Contactc how would the UR contact emsearchers? Would contact concerning the

research occur through PPA or directly from the UR?

Negotiating the logistics of this project involved a series of meetings between the UR and
PPA. In particular, PPA were involved with the process of checking resources developed by
the UR to ensure that these were accessible to PPA participants. Negptiatinogistical

and practical considerations in the project also supportedfdrealisationof the

relationship between the UR and PPA, which is discussed further below.

3.1.4 Formalising relationship with community partner

Formalising the relationship with a community partner is an important component of PAR
(Smith et al., 2022)Community partnergan provide valuable expertise and knowledge
which can support the process of PAR (Pettican et al., 2022). The development and
formalization of the relationships between the UR and PPA was therefore crucial for
successful collaboratiomn the present study, this process involved the negotiation of specific
aspects of the collaborative relationship and of the project itself. Through regular meetings
with PPA, the terms of access to participants and to PPA programmes were agreed. For
exampe, it was agreed that thefRwould be able to recruit PPA paipants and attend PPA
programmes, but that research sessions should take place outside of the programmes.
Additionally, roles, responsibilities and expectations of PPA staff)JReo-researchersaind

parentd support workers were discussed and agreed upgamette et al. (2019) highlight the

setting up this PAR, as having addressed many ofjtiestions outlinegbove, the Covid9 pandemic
forced the UR and PPA to reconsider many aspects of their collaborative relationship and the logistics
involved with running the project. Section 3.1.5 explores the impact of the d@vmwhndemic on this
project, and the logigcal considerations of setting up an online PAR project further.
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importance of all stakeholders understanding the research goals and a shared vision in order
to facilitate ethical participatory research. It was therefamgportant to ensure that
everyone involved in the project understood the project, their role within it and what they

were responsible for.

PPA agreed to:

9 Have regular meetings with the WRd provide general support throughout the
project

91 Provide support and guidance on the accessibility of resoyatuced for the
project, to ensure they were pitched correctly for the individuals involved

1 Supportthe recruitment of ceresearchers by circulating the recruitment materials
described in sectio3.3

1 Be present foresearch meetings to support the UR when required (it is worth noting
at this stage that this did not occur due to the Cetftlpandemic, the impact of
which will be discussed further below)

1 Have responsibility for the welfare of cesearchersd.g.by responding to

safeguardinfyvelfare concerns aisedby the UR, when applicable)

The UR agreed to:
1 Organise regular meetings with PPA throughout the project to update them on the
progress of the research
1 Share the research questions and methodologies chosen by the group, particularly if
thisinvolved the recruitment of other PPA participants
9 wWSLERNI +Fyé ¢StFINB 2N &l FS3dz2 NRAy3I O2y OSSN

1 Share the resulisecommendations from the project with PPA

PPA representatives (namely the CEO and programmes manager) were involved at all
stages of the project setup, which allowed td&to gain regular feedback from them about
the project. In their guide to community collaboration, Hamberger and Ambuel (2000) state
that gaining feedback is an important part of the collaborative process, as it allows the
NE&SIFNOKSNI (12 BEAWOKHADGSEl D LWANLT B ©LIgwking t OA y 3
surrounding the projegtsuch as the creation of recruitment anesearch training materials,
firmly established the relationship as collaborative early on and demonstrated thaifhe
was receptive to their ideas and suggestions.

Perhaps the most important element of any community partnership is @most
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knowing the community (Pinto et al., 2008uilding trust is a continuous process avals

therefore ongoing in the present study. However, one waylirbegan to establish trust

was by visiting PPA programmes. These programme visits were important as they allowed the

URto experience PPA firsthand and to gain a better understanding of the structure of PPA

programmes. Hamberger and Ambuel (2000) state LISY RAy 3 GAYS Ay GKS

LINEFSaaArzylf NBfFGA2YyaKALAE OLIDPHCT badthesK A &
visits provided an opportunitfor the URto meet and interact with participants, staff and
parentd support workers, and begin building relationships with these individuals. The
development of trust also allogd for open and honest discussions, including addressing
potentially uncomfortable topics, such as conflict of inter&¥ten collaborating with any
organisation there is always a risk of conflict of interest. As the present study idvolve

inviting PPA participants to share their experiencewaispossible that caesearchers may
reveal aspects of their involvemeint PPAhat they deenedto be negative or requiring
improvement. Discussing this with PPA staff early on resulted in an open conversation about
their expectations of the findings of this project, including how they would feel about and/or
react to negative findingdt was reassuring to hear that PPA were open to recommendations
for improvementand honest feedbaclRecommendationghat coresearchers shadewith

PPA at each stage of the project are included as the final section of each cycle of research in
this document(sections4.4, 5.4and6.4).

3.1.5 Thelmpact of Coviel9

On the239 March 2020, roughly five months into the pptanning stage of the project, the
UK entered a period of national lockdown due to the Caicpandemic. This resulted in the
temporary closure of PPA programmes (which were moved onkxeyvith many research
projects during this time periodhe pandemic had a significant impact on tesearchand
requiredthe project to be redesigned to operate under the new restrictiofikulak, et al.,
2023). TheUR revisied several of the steps involved with setting up a PAR project outlined
above. In particulatthe pandemimqresented new logistical challengesich as wheand

how to run researclsessions using an online platforidditionally,new resources were
required for the project to ruronline, such as digital recruitment resourgeghich explained
research and the role of e@searchers in the projecthis presented a number of challenges
to the accessibility of the project, since activities were now required to be accessible while

operating online.

I O dzt ¢
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However,some of the logistical problems that were originally considered, such as
space for research sessions and transport to and from sessions were no longer applicable
since the project was moved onlinéhe online setting of the project therefore also removed
some barriers to participation in the research. Section 3.3 introduces the online recruitment
and research training materials produced for the project. Furthermore, section 3.4 outlines
the overallprocedure for the research, including how theopact operated during the

national lockdown.

3.1.6 Ethics
As the ceresearchers in the present study were considered to be vulnerable, a full ethical
review was requiredappendix A)In the first instance, an ethical review was conducted
based on the original pr€ovid19 projectdesign. This version of the project revolved around
in-person meetings, with research activities undertaken at the PPA @fifidéhe University
of Leeds. However, once it became clear that Ga®idestrictions would render this first
version of the project impossible, an ethical amendment outlining the current version of
project was submitted and approvédthics referenceFAHC1978). This initial review and
amendment covered setting up the project, recruitment and the planning stage of ayele
A ungue aspect of PAR is that an ethical review is required in order to access and recruit
vulnerable peopleHowever, this review did not include specific details about the study,
includingresearch questiosand data collection methods, as these are decided in
collaboration with ceresearchersAs Northway (2006) notes, ethics within PAR projects is
therefore an ongoing process. This was certainly true for the present study, which required
two additional ethical amendments for subsequent cycles of the pr@edaecisionsvere
collaborativelymade about each cycl&thical amendments (when required) were submitte
after the planning stage of eadycle andncluded theco-NB a S | NMbddesriskaich
guestions and methoddlowever, after discussions with the ethics committee it was agreed
that, since the caesearchers were researchers in their own right, collaborative decisions
concerning the design of future cyclidet only involved ceresearchers (i.e., did not recruit
other PPA participants) would not require an ethical amendment.

5dzS (2 GKS O02tftF02NX0ABS ylFida2NE 2F t! wX
procedures which are challenged in this project. For exangpienymity and confidentiality
are traditional hallmarks for good ethical research. However, in PAR it is important to
consider the ethicalmplicationsof not acknowledging ceesearcher§ontributions, versus
protecting the identity of vulnerable people. In the present studyresearchers were
informed that their identity would be protected, unless they request to be named in the

thesis. Given that in good academic practice it is imgnurto acknowledge those who have
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contributed to a piece of work, egesearchers are fully within their right to request to be
named in the project. PAR is therefore slightly unusual, in that individuals who would
ordinarily be automatically treated anonymously are given a choice as ttheher not they
wish to remain anonymous or be credited for their contributiolmsthe present study, co
researchers were provided with an information sheet during cycle three (see apd@ndix
which explained their options concerning being named in aede outputs and the

implications of this. Goesearchers were given the choice of whether to be acknowledged by
their real name, to be acknowledged using a pseudonym, or to remain anonymous. All co
researchers opted to be acknowledged using their real @amthis thesis, and in all other
research outputsDespitethis, some details provided by €esearchers, such as locations,
people and organisations have been anonymised to retain their privacy. Data that has been
anonymised are included esterisks ad replaced with a description of the conterd..if
co-researchers shared their home address during a quoted passage, this is depicted as *home
address*) Similarly, figures showing tesearcher§social media handléprofile pictures

have been edited to cover this information to retdheir privacy online Additionally, all ce

NEa&SINOKSNE 6SNB FalSR (2 WOKSO1Q GUKSANI NBaSI NOK

whether or not they wanted it to be included in the thesis. Therefore, all work ecehy ce
researchers included in this thesis is done so with permission from tiesearcher.

The process of gaining informed consent when working p&bple with learning
disabilitiesis also a contentious issue. In some studies which involve vulnerable populations,
informed consent is provided by the individual alone (Rickson et al., 2014; White & Morgan,
2012) whereas in others it is also provided by a legal guardian or carer (Ca&é&tarphy,

2007). Whik a key ethical consideration in the present study was ensuring that co
researchers were both able to fully understand their involvement in research and able to
provide informed consent, an equally important ethical consideration ieapecting the co
NBEASHENDKSNAQ NRAIKG (2 LINRPGOARS AYyT2NX¥SR O02yasSyi
do so. Indeed, the Mental Capacity Act (2005) states pleaple with learning disabilities

should be able to provide consent for themselves, providing they understand the implications
of their involvement in research. In the present study participants were encouraged to ask for
support from a pareritsupport worker to provide consent, if eded However, consent was

only required from the indidiual. Previous research has suggested that to support the
process of providing consent, information should be provided in multiple formats,

information sheets and consent forms should be adapted and additional time for gaining
consent should be considerd@ameron & Murphy, 200. In line with this, the present study

developed accessible resources, using multiple methods of communication, which explained

T 2
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the research process, to ensure that@searchers understood what would be involved (see
section3.3). Additionally, an accessible information vid@ppendix Cand online consent
form (appendix E)vere created utilising easy read language and pictures/symbols, to ensure
that the process of giving consent was as accessible as possible

Severakthical considerations specific to a PAR approach ats@reviewed.
Particular attention was paid to the distribution of power in the research. Although PAR
specifically aims to rdistribute power, theURis still usually in a position of power, as an
individual with skills and experience of research. The present study addressed this by
teaching ceresearchers the skills they required to do research, through the reséastér
videos as well as activities and discussions throughout the cycles. By providing co
researchers with these skills and experiences, the present studsddorgradually
redistribute power to ceresearchers, as they bame less dependent on thgRto conduct

research and make decisi@nSupport and representation are further important

O2y&aARSNI GA2yad 2 fyvyatsSe ownnnd adrisSa a¢KSN
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ethical challenge in PAR research is therefore to find ways to suppogsearchers, whil as

much as possible, rdistributing the balance of power so that they are representing

themselves, rather than being represented by ratinabled peopled.g.the URor parents)

In the present study, accessible resouromg (interactive videos) were created to support

f
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activities and make decisions independently.

Since research sessions wereptanned to take place online, the presence of PPA
staff in online meetings and the impact their presence may have on the project was
reconsidered. The opportunities of having staff present in online sessions included adlditio
support provisiondr coresearchers from individuals who were familiar with them and their
needs and preferences. Additionally, since the UR was unknown to thesearchers, having
I GNHZAGSR AYRAGARdAzrE FYyR I WFFYATAIFIN Tl OSQ
This was particularly important as maaglults with learning disabilitigisave had negative
experiences with, often unfamiliar, nesisabled peopl€Scior and Werner, 2018nhd may
therefore feel nervous when meeting new nalisabled peopleHowever, the challenges of
including staff in research meetings included the time commitment involved with their
attendance, alongside the potential that the presence of staff may influence edat
researcherghose to share about their experiences. Discussing these opportunities and
challenges early on meant that the UR and PPA staff were able to establish boundaries that

protected and supported coesearchers while reducing any influence that PPA may have on

L.
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sessions during each cycle, so thatresearchers had opportunities to share their research
and recommendations. Ceesearchers were introduced to the UR via éneone meetings
(discussed further in sectidh4.2 and were given the option for a PPA staff member to
attend this meeting. PPA staff were not included as members of the Facebook group created
for this project to retain the privacy of both PPA staff andesearchers.

While this project aimed to involvedults with learning disabilitieis all aspects of
the study, including decisions around data collection methods, analysis and dissemination,
there were inevitably points in the project where thiRwas responsible for representing-co
researchersd.g.when writing up the thesis). The nature of doctoral research in particular
presenteda number of challenges in retaining a participatory approaenticularly during
the concluding stages of the project, whereresearcters were not afforded thsame level
of control in the projec(see chapter 7)it is also important to consider that different stages
of participatory research may highlight different ethical considerations. For example, the
dissemination stage of research may highlight conflicts between the goals of PAR (hamely
that research outputshould be accessible @esearchers) and the inaccessibility of
traditional research outputsyassi et al. (2016) suggest that taking preliminary results back to
participants for feedback is good pras to avoid misrepresentatiomarticularly during the
write-up phase, where coesearchers may not be actively involved in the praj€cevious
research withadults with learning disabilitidsas approached this by creatiegsy read
storiesk 62dzi 'y AYRADARdZ f Q& S kelsddmiderSty héciitisiy R LINB & Sy i A
line with their perception of their own experiences (Rickson et al., 20d4f)e present
study, theURadopted this process of receiving feedback frorrresearchers, to ensurinat
coresearcher€experiences and opinionsvere accurately represented. However, the ethical
issue of the thesis as an inaccessible output still remaifbid. was addressed in cycle three
of the project, where caesearchers suggested the creation of an accessible output in the
form of a research comic (see secti®3.3.4.

The nature of participatory research means that ethical considerations such as
respect, inclusion and collaboration with the community are core valigsh underpin the
research process. Howeveth&al inquiryis an ongoing process and requires constant
consideration Snce eacttycleof research involve different questions, approaches and
topics ethical considerations outlined in this section werevisitedregularly.Additionally,

PAR researchers may need to reconsider the ethical consideratiting pfoject as ceo
researchers become more experienced in research. For examplesrasearchers beg to

adopt the identity of a researcher, the UR may need to reconsider the distribution of power
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and control to reflect this, particularly with regards to decision making around the research

process

3.2 ThePurple Research Group

A total of nine ceresearchers were initially recruited for the present study (4 male, 5 female).

Two coresearchers left the project in the first few weeks of cycle duoe to reasons relating

to the pandemic. Thigesultedin a team of seven emesearchers (3 male, 4 female). The

small sample size in the present study was chosen to enable to collectiomlepin

information, while catering to the individual needs ofdd&S & S NOKSNE | YR Sy & dzN
view were heardPrevious literature has commented on a lack of transparency when it

comes to documenting the process of setting up a PAR project (Liddiard et at. S206itl8 et

al., 2022 and as suchhere is limitelg NA 0 6 Sy 3IdzA RSt Ay Sa -a G2 GKS
researchers. However, previous PAR projects have recruited a similar number of participants
(e.g. Hense, 2015: 11 participaniBettican et al., 2022 participants). All caesearchers

were adults over the age of 18 (X=33.25; SD=11.10) who atdPBA. Four of the thirteen

PPA programme locations were represented byesearchers. All ecesearchers identified
ashavingalearning disabiliy. Ceresearchers also shared a range of additional diagnoses

with the URHowever, ceresearchers were not specifically asked to disclose any information
regarding their diagnosis/diagnoses. Thisisihy S A GK tt ! Q& | LILINRI OKZX
are not required to report their diagnoses unless it is crucial for the organisation to be aware

of (i.e., for health and safety). Instead,-m@searchers were asked throughout the project

about their accessea®ds in relation to differenactivities (br example, Tracey asked for

research documents to be printed in largext). Two ceresearchers were accompanied to

virtual research sessions by a carer/parent who supported their involvement in the project.

These individuals were also able to provide the dgrarent perspective in the project and

became valued members of the research team. The research team therefore consisted of

seven disabled coesearchers, two carers and théRP ¢ KS y I YS Wt dzN1LJX S wSa
was suggested by a @esearcher at the beginning of the project to represent the research
GSIFMAGG I ANBF G Yy I Y SPradey, C). Yhibugtelud thés Ahésks, the G H é

group will therefore be referred to as the Purple Research Group (henceforthPRG) W O 2

NB & S| M&eK M@ dBcussed collectively.
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3.3 RecruitmentMaterials

3.3.1 Researcliastervideos
Strnadova et al. (2016) state that in order fagople with learning disabilitie® fulfil the role
of a researcher, they first need to have a good understanding of research peseess
methodologes However, there are limited previous examples of research trainingdatts
with learning disabilitiegparticularlyfor online use Two research training programmes
designed specifically fadults with learning disabilitiesave previously beedevelopedby
the University of Limerick (Salmon & Carey, 2013)faid DS2NHSQa | yYAGDBSNEAGE [ 2y}
(TuffreyWijne et al, 2020) Both of these training programmes were delivered in persegr
the course ofl1 weeks an@® weeksrespectively. These research training programmes
covered topics such as: What is research and why do we do it?; introductions to methods,
such as questionnaires and interviews; data analysis and eMasy PAR projecinvolving
people with learning disabilitieeport that research skills were developed throughout the
project, with learning about research incorporatedthin the project itself (c.Burkeet al,
2003;De Castro et al., 2@ White & Morgan, 2012 However, these studies oftanclude
limited specific information about howo-researchers with learning disabilitiesarned about
research There is therefore limited available guidance when developing research training for
coresearchers with learning disabilities

In the present study, five interactive animated vidéos LINB a4 Sy G SR & WOKI LJi SNE
research storyvere developed The videos follow the story ohaadultwith a learning
disability, as she becomes a researcl@dworks through the research procesédeos were
chosen as the basis of these recruitment materials as they utilise multiple methods of
communication(iincluding imagesanimations, audi@nd written text) and were therefore
considered to be a more accessible way to communicate informaidditionally, since the
Covid19 pandemic resulted in a series of national lockdowns, it was not possible for research
training to be delivered uperson. Videos were therefore produced to share important
information with prospective coesearchers concaing research and the role of a
researcher, while maintaining the potential for interactivity. Additionally, asesearchers
completed these videos before deciding whet to participate in the project, research taster
videos were crucial to ensure that-tesearchers had the information they needed to make
an informed decision about their participation in the study.

A challenge of producing research training foiresearchers is not knowing which

methods and analytical techniques would be utilisadditionally, research taster videos

4More information about the research training videos is available upon reqiésase send your
request tomlkirby@hotmail.co.uk
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were designed with the time constraintg doctoral research in mind.he research training
videos therefore aimed to provide a general introduction to research and research skills,
rather than a comprehensive training programme forfregsearchersin line with previous
research regarding the development of reseancining foradults with learning disabilities
(Salmon & Carey, 2013uffreyWijneet al,, 2020) videosaddressed questions such aghat

is research®ho does researchand what research is f&tKey ethical concepts in research
such as conserand withdrawalere also introducd. Eachvideo®hapteQackled a

different stage of research, including developiegearch questionscollecting data,

analysing data and sharing results. Previous research trainiraglfdts with learning
disabilitieshas alsgrovided practical opportunities faro-researchers to develop their
research skillgButler et al., 20127 uffrey-Wijne et al.,2020White & Morgan, 2012).
Throughout the research taster videos-researchersvere invited to complete artbased

and practicalesearch activities, which includ®pportunities to practice collecting data
(through completing a research journal and conductnacticeinterviews).These activities
were designed to provide participants with a taster of what being a researcher is like.
Activities included in thesadeos weredesignedo a) be in linewith the style of activities
usually undertaken at PPA, b) be completed in the home with potentially limited resources,
and c)effectivelycommunicate important aspects of the research procesg.fonsent, data
collection and analysisforesearcher® dzy RSNA G yRAY 3 2 WereteStédd NB & S|
through a research quias well as scenaribasedactivitieswhere ceresearchers were asked
to choose what they would do next. These activitlse designed to encourageo-
researchergo engage with important concepts, such as consent. The information videos
were created using the website PowToon and were subsequently downloaded and displayed
on thePurple PatcliResearchwebpage(a dedicated pagéor this projec). Research training
continued throughout the project, as eesearches encountered new stages of research,
methods and analytical approaches. Therefavhile the research training vidsgrovided
co-researchers wittan overview of the research processuchof their learning about

research was acquired through practical experience during the pragsatescribed in each

cycle of research in this thesis.

3.3.2 Information video

An animated information video was created in place of a traditional informaticaet
(appendixC). The purpose of the information video was to provide participants letfstical
and practicalnformation about the project and what it involdein a fun and accessible way,
that could be accessed from their homes. The information video was created using the

website PowToon and was subsequently downloaded and displayed d?utipde Patch
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research page.

3.3.3 Informationsheet

An information bookle{see appendi®) was created and distributed to parents of potential
participants via email (on request). The purpose of the information booklet was to inform
parents of the aims of the research and provide further information about what the study

would involve, so they wie able to discuss the project with their son/daughter.

3.3.4 Consent video

An animated consent videguide (appendixC) was created to support participants to

complete the consent form. The videoldressedvhat consent is and why it is important, as

well as practical guidance to assistresearcherso complete the consent form, including
screenshots of each page, with example responses. The consent video was created using the
website PowToonThe videavas subsequently downloaded and displayed onPeple

Patchresearch pagéor potential coresearchers to access.

3.3.5 Consenform

An online consent form was created using Online SureysendixE). An online form was
usedasparticipants were not able to complete a consent form in person, due to PPA
programmes closinguring the pandemicThe consent form colleett demographic and
contact information and astd co-researcherdo indicatewhetherthey agree with seven
written statements. As all participantgere over the age of 18, consent was only required
from the individual. However, participants were encouraged to ask for support from a
parent/ guardian to complete the consent form, if required. Additionally, the form was
written in an easy read format and included pictures and symbols to ensure it was as
accessible as possible. The form was opened on 10/07/20@0eamained open until
20/10/2020.

3.4 Procedurgpre-cycle planning)

3.4.1 Recruitment

PPA fulfilled the role of a gatekeeper in order to recruiresearchersPPAparticipants were
first informed about the project through a phone call from PPA staff in May Zl0#6.initial
phone call was designed to inform participants about the project, to answer any questions
they had and to identify any potential barriers to participation so that suitablaptatiors
could be made to the project. Initial barriers identified included issues with accessing

appropriate devicese(g.laptop or tablet). For one participant the lack of a device initially
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prevented their participation, howevethey were eventually able to source a laptop with the
help of PPA and joined the project at later dad&interesting outcome of moving the
project online was the reduction of other barriers, including transport and financial barriers.
Indeed, if the project had run in person as intended, many of theesearchers recruited for
the present study would not hee been able to participate due to the logistics of commuting
to meetings at the PPA office in Leeds. Thigests that online methods may be beneficial
for reducing common barrient® researchfaced byadults with learning disabilities
Participants who expressed an interest in the project during this first phone call
received a follomup phone call from PPA staff in July, inviting them to watch and complete
the activities in the research taster videtwshelp them to decide if they would like to
participate in the projec{see3.3.1). Theresearch taster videos were also circulated on A
social media platformdarticipants who were interested in becoming aresearcher in the
present study were invited to watch an information video to learn more about the project.
This video was designed to be an accessible variation of a traditional information sheet.
Having vatched the video, participants were invited to complete the online consent form,

using the consent video as a guide to help them, if required.

3.4.2 Oneto-one meetings

Oneto-one preliminary meetings were arranged with allresearchers who consented to
participate in the project during August 2028x meetings were conducted using Zoom, and
one meeting was conducted over the phone. The afrthese meetings was to get to know
each ceresearcher, including their interestexperiences of resear@nd any personal or
communicative needs thRneeded to be aware of. Understanding the-researchers

needs and interests was crucial to designing initial activities which were accessible and fun.
For example, the initial meeting with John shared that he found typing challenging due to
limited movemant in his hands. ThBRwas therefore able to arrange phone calls with John
to discuss the researalihen needed Additionally, oneto-one meetings revealed €o
researchers had a broad range of ap@sed interests. This led to the decision to provide
different methods of accessing the same activity (e.g.RR&Worlds activitydescribel in
section3.4.7was provided as both andsual artshasedactivity and a story writing activity).
TheURalso encouraged coesearchers to ask any initial questions they had about the
research anao-researchers were informed the about the next steps in the project. Namely
that they would be invited to join a Facebook group where they could introduce themselves
to other coresearchers, and that following this they would be contacted regarding the first
research activity, which would help the group to choose their resetiremes for the year.

TheURalso used these meetings as an opportunity to find out how each individual felt about
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being a researcher, including how confident the felt about undertaking research, why they
had decided to sign up for the project, and any skills that they were hoping to learn/improve
through the research process. TO®took notes about the content of each meeting, and
took a photograph of each e@searcher indicating how confident they felt about
undertaking research on a virtual scale. This exercise was intended to be an accessible base
line measure of the individuals O2 Y FARSY OS> LINRA 2 NJ (-eseamf&@S NI | { Ay 3 |
who indicated they were at the top of this virtual scale (held their hand high in the air) felt
confident about undertaking research, and those who indicated they were at the bottom of
the scde (held their hand lower) felt less confident about undertaking research. The
researcher also confirmed how confident each individual felt verbally and/or by providing
options to nonverbal ceresearchersConsent was obtained from each individual at the start
of the meeting and prior to taking the photograph.

Table3 details the range of skills eesearchers reported they hoped to improve
through participation in this project, how confident they reported feeling about undertaking
the research (includg a photograph demonstrating this, if consent has been provided), and

the reasons they provided for signing up to the project



Table3: Coresearche@notivations for participation in the project and their setfnfidence in conducting research

experiences as part of

other research projects

Co Reason(s) for signing up Skills to improve Confidence in Photograph indicating confidence
researcher conducting
research
Tracey 1 To use their experiencg 9§ Improve writing Low
to help and share ideag { Helping others
1 Knowledge of the
researchpublishing
process
John f aLT L OFy | f Learninghow to Medium Oneto-one meeting was undertaken on the phone
to talk ¢ with publish . :
201 R26YS | therefore it was not possu‘fle t(i capture a photograp
talk to someone 2F W2KyQad NBASINOK O2y¥
outside of your
SYGBANRBYYSYI
1 Has shared his
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Ella f aLQY AydS 1 Confidence skills Medium
aboutPurple 1 Speech
Patck 1 Cutting (using
1 Wants to share the scissors)
experience oPPA
with other people
Leanne 1 aDA@®S YS 1 None stated Medium

something to do
dzy At 6SQ
YV2NXI f €




6¢

Liam

T aL glyid G2
know about PPA to a
load of different
LIS2 LI S¢

1 Experience in
leaderships roles in
other organisations
(e.g.membership of
boards)

1 How to collaborate
and bring research
together

Medium

Charlie

9 Likes being around ney
people

None stated

Medium




7C

1 Likes talking to
people, looking for
things and finding
things out

Helping other
people

Helping to organise
things

Just above the

medium




3.4.3 PRG Facebook group

A Facebook group was set up formasearchers to join in August 2020. Previous PAR projects
have utilised online platforms, including Facebook, to connect disabledsaarchers and
provide a space for discussion, decision making and sharing exper{&mdiard et al.,

2018). Thé?’RGacebook group formed the basis of our virtual research community,
connecting alkevenco-researchers, the UR and invited parents and catépan the

creation of the PRG Facebook groupresearchers were asked to-coeate group

guidelines for the page and for the project as a whole to ensure everyone felt comfortable
and safe. These were:

Be kind to each other

Be supportive and encourage each other
Listen to each other

Work as a team

Give each other a chance to speak

=A =4 =4 =8 =9

Throughout the project, coesearchers were encouraged to interact, share their ideas, make
decisions together and share their work in this virtual spacexeSearchers also used the

Facebook group to share news and achievements, new ideas for the reseattto support

SI OK 2 i K S Nifuess5gpandY). Thedng@ictive features of Facebook groups (such

as polls, reactions, emoijis and gifs) were also used as an accessible tool to-gain co
researchergperspectives on a topic and to obtain-ossds NOKSNBR Q | @F At F 0Af A G2
sessions. The group was also used by the UR to share important information, such as links to

research meetings and important dates.



\, Q1.What do you think about purple
N patch?
‘2. How do you rate the staff?
Q3. Would it help if you know someone

or had a buddy to support?

Q4. If you didn't attend purple patch
how may friend's would yqu have?
Q5. Do you meet up with aniipeople
frompurp... See more

oo You and 1 other 2 comments Seen by everyone
O Love O Comment
‘ 1 think these are great_

What about my ones from yesterday it was in the zoom
chat do you remember and what i said as well and on
the pictures i sent you Melissa Leedsuniversity

Figure5: Acoresearcher shares their ideas for research questions in cycle or

. Love it! @

Like - Reply - 21 w

Well done
Like - Reply - 21w

. Thank you 22 @

Like - Reply - 21w

. Good job

Like - Reply - 21w

. I'm still doing mine | will show mine soon x

Like - Reply - 21w

@ T

Like - Reply - 21w

. Melissa Leedsuniversity Admin
Great job!

Like - Reply - 21w

. mrilliam have you seen mine yet x

Figure6: CoNB a S NOKSNAR &aK2 6

G§KSANI &dz

The Facebook group served as a useful log of the activities and decisions that were made

throughout the project, as well as capturing the progress made by researchers as they

became more confident using online platforms. For example, one researcher who had
LINEGA2dzat & O2YYdzyAOlI GSR SEOQOf dzar @St
AYRSLISYRSyiGfte IyR AYyGdSNI Ol gA

LJ2 a

& OKNRdzZZK KSNJ L

0K 20KSNE Ay

0 K
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parent, as can be seenfigure?7.

I
Good okay See You Soon on Thursday 17 th December.
S&J
Love - Reply - 32 w Qs 2
@ =

This message all S's own work! 25
Love - Reply - 32 w O'—

Figure7: Sam posts independently on the Facebook group for the first time

3.4.4 Researchmeetings
All research meetings for the present study took plaoénedue to COVIEL9 pandemic.
Accessibly was a key consideration when settinguline research sessiongllam et al.
(2021) note the risks of digital exclusion associated with online methdftiile online
research sessions were unavoidable, it was important to select the right platidmaugh
consultation with PPA, Zoom was chosen as the most appropriate platform for research
meetings A key reason for this was that Zoom was used as the platforHérprogrammes
throughout the pandemic, and e@searchers therefore already had some experience with
Zoom.Previous research suggests that Zoomnaccessible platform for online
collaboration (Danielst al, 2019) and was therefore@mmonplatform for PAR during the
Covid19 pandemicPe Castro et al., 203; Pettican et al., 2023).

To support digital inclusion, PPA provided practical and logistical support to ensure
co-researchers were able to access research sessiogdy providing iPads to individuals
who did not have access to a device and by coachingssarchers through the process of
accessing Zoom over the phone). ThersonalY SSG A Yy 2 yNHIKBQ ! wQa dzy A @S NJ
accountwas used for the duration of the project. In line with previ®sRconducted on
Zoom byDeCastro et al. (203), coresearchers were supported to access the virtual space,
by ensuring the virtual room was accessible via the same link each week and did not require a
password to enter. For safeguarding purposes and to ensure that the virtual room was only
accessed pthose within the research team, ¢esearchers entered a virtual waiting room
before being manually added into the meeting room by the UR.

Coresearchers attended research meetings in two smaller grofijpgpproximately
two-four co-researchersaccording to their availability. Smaller Zoom groups enabled all co
researchers to contribute to meetings, discuss topics wiabh otherand for theURto

support individual ceesearchers to undertake activities when needed. Research sessions
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took place every other week andostly lasted for one houwith the occasional longer

meeting during the data collection stag@s to a maximum of two hoursh-between

meetings, ceresearchers often opted to completalditional research taske.Qg.writing

stories about the research theme), as well as sharing their work on the Facebook group, and
interacting witheach otheronline.However, not all coesearchers engaged with research
activities outside of meetings. It was therefore important that key research activities took
place during the. INP2 2 &fidial feetings, where the UR could support thekrange of
accessible resources were also providettiveloped for the group to aid their involvement

in the project.These will now be introduced in turn.

3.4.4.1 Research packs

Allcoresearcherseceived a research pack, which was posted to their preferred address. The
pack included a research journal, which was intendedtaresearcherdo document their
experiences of the project, complete activities in and make notes from meetings, should they
wish to. Research journals were A4 and contained blank pages to ensuitestearchers

were able to write, draw or stick things in, depending on their preferences. Using blank
journals meant thato-researchers were not limited by lined pages, whiply that writing

is essential. The research packs also included some essential stationary items, such as pens,
pencils, erasers and highlightexad a plastic folder to keep work together. Each co

researcher was also provided with a lanyard for them to wear during grouproalitings,

which distinguished them as a researcher. These lanyards were intended to help the group to
feelunified in their new role as researchers, particularly as meetings were not able to take

place in person.

3.4.4.2 Easy readiterature

Throughout the project the PRG were presented wiisy readrersions of relevant literature

to support their understanding of different topics, contextualise their ideas and support them
to make decisions concerning research questions and methodol(zgesxample in

appendixF). Easy readr easyto-read materials adapt information using simplified language,
images, symbols, colouasmdlayout to make it easier to read and understand (Nomura,
2010).Easy readiocuments have previously been used to supalttilts with learning
disabilite2 dzy RS N& (i | yaRt lopic3,sughtas sexredigauddarbutt et al., 2010)
whatto do if you have coronavirusdencap, 2022) and building the right support (NHS
England, 2015).
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In the present studyeasy readrersions okeyliterature were created by the UR. This
was necessary as very little published literature is accessiladutis with learning
disabilities thus excluding them from engaging with previous research that is relevant to the
project. The UR used thieprevious experience of creatirgpsy readlocuments in previous
research and through their role as a support worker tdaemat journal articles which were
relevant to thepresent study The UR also utilised guidance provided by CHAR@E) (
concerning how tgroduce easy read documentEhe UR first familiarised themselves with
relevant previous literature, before noting down the most important points concerning the
research aims, methods and findings. These points were presented in simplified language
alongside a corresponding image iain sought to capture the content of the tex@o
researchers were often asked to provide feedback on resources and information, to ensure
that these materials were accessible to them, and to otldults with learning disabilis
These adapted research papers therefore became an important resource and were used to

support the planning stage of each cycle of research in the project.

3.4.5 Communicatingdeas andreferences

Throughout the research, members of the PRG used multiple methods of communication to
share their views and opinions. Sixmesearchers predominantly communicated verbally,
with support from alternative methods of communication, such as: signing (Makatdn

British Sign Languagesymbolsgestures €.g.thumbs up/down), typing in the chabn the
Facebook grougemojisandvideos Samwas supported to communicate in research sessions
by her parent/ carer, Janinewho became a core member of the research group. Additionally,
Charliepredominantly communicated via eye gaze, with support from his support wdrker
Eye gaze is a form of naerbal communication which involves using eye movements to
communicate Those who use eygaze may also use a device such as a tablet, which
supports the user to make chas and share their views by controlling a mouse with their
eye movementg¢Najafi, 2008)Caresearchers were asked how they prefer to communicate
and share their ideas during their initial ot@-one sessionsThis was to ensure that the UR
was sharing information in ways that were accessible and engaging for all members of the
group.

The UR also utilised tools on Zoom sucthasscreesharing the whiteboard andhe
chat function to facilitate multiple methods of communication with-cesearcherskor
example, the UR shared documents and images via Zoom (seelsyaseaditerature or co
researchers' artwork) so that all @esearchers could engage with and respond to these

documents simultaneously. Similar tools have been used in previous ¢tAiReith adults
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with learning disabilitie®n Zoom to facilitate interaction and communicatidde(Castro et
al., 203)

As much as possible,-tesearchers were askednd encouraged to askpenended
guestions to ensure there were opportunities for them to openly share their views and
opinions.For example, during each cycle;N&S & S| NOKSNE ¢6SNBE | 41 SR WoKI (G 6
find out about peopléarts andvariety/ accessibility and support @urple PatcK Q ® -h LISy
ended questions such as these supported the group to share their interests without influence
from the URHowever, depending on the topic being discussed, the UR also provided options
for coresearchers to choose between, to support tr@upto make decisions concerning
the direction of the research. This was particularly important during the early stages of the
project when ceresearchers weréess familiawith research processes, methodologieglan
practices.

While choosing from a list of options may be considered as a less flexibl®may
researchers to share their personal views, the PRG consigeeedetermined optionsas a
more accessible way wupportadults with learninglisabilitiesto share their preferences
Here Leanne suggests using options as part of aefidictive questionnaire about

accessibility at PPA aycle three

UR: do you think, should we ask on the questionnaire how people get there?

Leanneyeah

URs2Y K2¢g R2 @&2dz 380G GKSNBX 21F& FyR GKSYyZ gKIG {(AYF
Leannewe could do some options: a car, bus or a taxi

3.4.6 Cycles ofesearch

PAR consists of three key phases of planning, action and review. In the present study, these
LKFasa INB LINBaSyd ONR&aa (KS LINR2SOG Fa | gKz2f S5
figure 8). The present study consisted of three main cycezch corresponding ta chosen

theme (discussed further in secti@4.7). The number of cycles in a PAR project varies and is
usually flexible depending on the neeasd goal®f the project(Kelly, 200% In the present

study cycles of research were mapped to the three terms at PPA, to provide a clear structure
for coresearchersEach cycle therefore lasted between-12 weeksIn keepingwith

previous research which outlines the frameworkP#RKelly, 2005; Pettican, 2092each

cycle in the project consisted of a planningtian and review phasdiowever, as Garcia

Iriarte et al. (2009p.14) y 2 G S (i floB iatS eatiothel £hd gererate a cyclical
process of praxis (action and reflection§ithin the context of the present study, each stage

involved thefollowing:
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Planning:Looking at previous literature linked to the theme (presented ireasy read

format), choosing research questions, choosing appropriate methods

Action: Completing an ethical review (when required), collecting data based on the chosen
methods, group discussions about the theme, and (from cycle 2 onwards) implementation of

feedbackrecommendations with PPA&.g.feedback meetings with PPA staff)

Review:Data analysis and discussion about findings, reflection on next steps for the research
(e.g.what have we found out? What is still unknownRPgedback and recommendations
made by the group for PPA and/or other organisatians fed back and/or implementeit

improve or enhance their services.

A timeline presented ieasy readormat outlining the dates of each cycle and the stages of
the research was provided to @esearchersHowever, as will be discussed later in this

thesis, activities often took longer than anticipated.

(Pre)planning 1. Identifyind confirming a problem within the community
2. Establishing relationship with community partner
3. Resources and logistics
4. Ethics
5. Adaptationof project (pointswo andthree) due to Covidl9
Action Cycle 1 Cycle 2 Cycle 3
Planning Action  Planning Action  Planning Action
Review ! I Review ! I Review !
Review 1 UR analysiddentification of Cocreation of
overarching outcomes and accessible output
mechanisms
9 Data validation (with PRG and externdl ﬁ
res.eamher) . Planning Action
1 Write-up of thesis
Review

Figure8: Outline of the structure of the project
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3.4.7 Selectingesearchthemes

Ly GKAA& LINR2SOG:zZ SIOK wOoeotsSQ ¢la Faara3adySR | GKSY

several reasons. Firstly, because gwmsfor this projectwere broad, having a theme for
each cycle allowed the group to narrow down which specific area of their experience they

were most interested in and ensured that research meetings and activities were organised

YR F20dzaSR® ! RRA (A 2y icd the &tiictuliefofPPA, Rifich hageF Wi KSYSaQ

theme for the year, and subsequent themes for each weekefitrogrammeCaoresearchers

stated thattheyenjoyedK I @Ay 3 | GKSYS (2 ¢2N)] G2JdhdiL GKAY]

CJ, and so it was decided that the research would be organised into three cgaldswith

its own theme.
The next stage of the project was to select the themes. To dodtvsssearchers

were invited to completean activity which was designed &id reflection orthe different

components of their PPA experience. This actiiurple Patch 2 NJ) deribibed elements

of creative methodssuch as draw, write teland storytelling For this activity researchers

were asked to imagine that PPA was its own world, and consider what that wiiriéde

looked like, and soundd like, as well who would be there, dnwhat kinds of things they

would be able to do thereCoresearchersvere given the choice of physically creating their

world using arts and crafts materials or writing a story about their PPA world. These options

were provided to allow researchers to select their preferredfarin, as well as to account

for variations in writing ability. An interactive video was created using Powtoon showing the

UR creating her own PPA world as an exanptaesearchersvere also given a list of

prompts to help them, adh those who chose to write a story were given the following story

A0SYY ahyOS dzLl2y | GAYS O P&pPaténhoine tbther @ & i S NA 2 dza

purple people Thepurple peopleK R Y y& | RSy G dz2NBasx FyR GKAAa Aa
Fivecoresearchers completed this activity. Ooeresearcher opted to create a PPA

world (see figure9), and fourco-researchers chose to write a stafsee appendixs). This was

a little unexpected, asincemany members of the PRG found writing challenging, the UR

anticipated thatmost of the group would opt to do the activity that required the least

writing. This was an early example within the project of the PRG challenging misconceptions

surroundingpeople with learning disabilitiegnd their desire to participate in tasks which

may challenge theniThis example also served as important learning for the UR regarding the

Y

KT

g 2

i K

AYLENIFYOS 2F NBTFESOGAYy3 2y 2yS8Qa 26y | aadzyLiA2ys

to avoid unintendedly limiting coesearcher§experiences.
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Figure9: Charlie'®Purple Patcirts world

The content of theoNB & S | MAIEsSW&v&ied, and eacko-researcher approached

the activity slightly differently. A similarity across the responses to this activity wasdhat

researchers viewed thelurple Patctworlds through the lens of th€ovid19 pandemic. As

a result, manyo-researchers commented on the impact of the pandemic on their

attendance atPurple Patchand cited aspects of the experience that they missed, including

aSSAYy3 FNASYR& YR Tl YAf & -Ela)nothehgiable ta el y 3 SO

their homes and their feelings arguR ¥ 2 NOS R LIS NA i Rarch 2 Fig plirpiet NI y G Ay

virus called Covid9 arrived, whichmakes you sad and miserable and staik 2 Y' S §

Leanne} YR FGGSYRAY3 tt! Ay LISieBanditwoddaBsobg 2 NI R 4 3

FoftS G2 GNI @St OoKIMNB. 6S6 gg2dzZ R tA1S (G2 3A2¢
Analyses of thesBurple Patchvorlds were conducted by the PRG across two

meetingsCorSa S| NOKSNA 6SNBE akK2gy SIFOK 20KSNDa NBa

ARSYGATeEe aLlsoia 2F SHOK 20KSNRa ¢2NI Ra (KI

analytical technique is similar to those used in previous PAR projects (e.g. Steverdggn, 20

Ly { G§S@Sy a2y Qraseaichensmare askie@ tdliighligtd@ underline parts of an

interview transcript which they deemed to be important or interestifityis was followed up

by a group discussion about their analyses. Du€dwid19 restrictions it was not possible

forcoNSa S NOKSN&a G2 YSSU yR LKe&aAOrtte Fyy2al

that co-researchers found most importatit y § SNBEaGAy 3 FNRBY SIFOK 20KS]

as a group via Zoom, and responses were logged in a world cloud using Menti Meter. Figure

10shows the word cloud that was produced from these meetings. Larger words were
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mentioned by multiple peoplee(g. W T NRA SY Ra Q 4 | & coYeSeariher)§oS R 0 &
researchers were supported to identify three research themes for the group, using the word
cloud to guide them. A discussion about potential themes was initiated on the Facebook
group, with ceresearchers commenting their suggestiofistee overarching themes were

identified, and each assigned to a cycle:

1 Cycleone: People (Social Connections). This themas based around exploring social

TAODS

connections at PPA, and encompasse®NBS & S NOKSNEQ RAAaAO0dzaaizya

family, staff and helping others at PPA. This theme also explored how social
connections at PPA impacted the-researcher§social experiences outside of the
programme.

1 Cycletwo: Arts and variety (Programme Content). This theme was based around the
programme content at PPA. In particular this theme addresseathresearcher®
RA&d0OdzaaAizya NBIFNRAYyI GKS WOINASGeQ 27
variety of artforms used, activities, and the different views and strengths of
participants.

1 Cyclethree: Accessibility and Support (Programme Accessibility). This final theme
explored accessibility and supportRtrple Patchand the aspects of the programme

that contribute to creating an accessible learning environment.

earm
I

accessibility
friends arts

FigurelO: Word cloud produced by the PRG
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3.5 Analysis

3.5.1 Types oflata
As with many PAR projects, the present study utilised a range of methods (including self
report, onling, qualitativeand creative methods) resulting in the collectioreation of a

broad range of data. The main types of data included in the prestedty aré:

1 Transcripts of research sessions dindl interviews

1 Poems and stories written by the PRG in response to a predetermined theme
and/or question
Questionnaire responses from the PRG
Visual data created in response to a predetermined theme and/or question,
including artistic responses, drawings and photographs

9 Data from digital interactions with emesearchers, such as posts and

comments from the PRG Facebook group, and transcripts of voice notes

Data were collected to support thte w Dufdderstanding and reflections of their experiences

of artsbased learning at PPA. Transcripts of research sessions therefore provided a valuable
insight into the ceresearcher€experiences and perspectives and were also used to inform
understanding of other data types. For example, since data were usually collected and/or

created during these research sessions, transcripts provided contextual informatiash

aided the analysis of visual and akigsed data in paicular. However, transcripts of research

sessions also provided a detailed overview of thtNdB & S| NOKSNAR Q Sy 3 I3SYSy{
project, including the decisiemaking processes, how data were collected and analysed

throughout the study, and the etesearclerteflections on their experiences as

researchers. Previous literature has commented on the lack of transparency in PAR projects,
particularly in relation to the roles of e@searchers (including what @esearchers did and

how they did it;Smith et al, 2029. As the present study also aimsexplore and share the
coresearchergexperiences of PAR, transcripts which captitfee process of designing and

delivering research collaboratively wittlults with learning disabilitiesere also considered

Fa RFEGF Ay (GKSYaSt@gSad ¢KSNBTF2NBX RdzS G2 GKS
present study, the approach to analysis of these data depended on the data type, when and

how the data were collected, and the research qi@stoeing addressed. Approaches to

5 Examples of these data are included throughout this thesis. Additional examples are available on
request.
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analysis wilbe discussed further in the following section.

3.5.2 Approaches t@nalysis

Two broad approaches to analysis can be observed in this project. The first, collaborative
analysis, refers to analyses completed collectively by the(P&Ehose included in cycles
one, two and three). The second approach is UR analysis. This analysis was completed
independently by the UR after all cycles of research were complete. The following sections
provide additional information about each apprdato analysis, the types of data that were
analysed via each approach, and the specific analytichhigues utilised (including who did
what, and anyadaptatiors that were made to these techniques for the purpose of this

project).

3.5.2.1 Collaborativeanalysis
In keeping with the participatory nature of this project asearchers analysed the data
collected in eacluycle ofresearcB 2 Ay if @ Ay | LINRPOSaa 2F WO2ff ! 062NT
utilising adaptive approaches to data analysis to ensure that all members of the group could
contribute to this important stage of the projed®eople with learning disabilitiese often
excluded from the data analysis stage of research (Rickson et al., 2014; Stevenson, 2014). As
such, there is a lack of guidance aablié for involvingpeople with learning disabilitieis the
data analysis stage. The present study therefore drew influence from the small number of
PAR projects wheradults with learning disabilitiesere actively involved in collaborative
analysis.
Previous examples of adaptive analytical techniques in PAR projects include asking
coresearchers to highlight or underline parts of an interview transcript which they deemed
G2 0S AYLRNIIYyG 2N AYGSNBadAy3d 6{ec@Syazys HnamnoLd
researchers were also encouraged to make notes about why they had highlighted particular
words or phrases. This was followed up by a group discussion about their anAlystdser
way in which previous research has adapted an analytical approach theuieeds of
individuals with learning disabilities by asking coesearchers to search for textual data
which fits predetermined themesRickson et al. (2014) asked@searchers to cut up
SYGNASa FTNRY GKSANI 26y YR 20KSNHEGhem®&a Sl NOK RAF N3
cardboardboxes, whichrepresentedwhat was'g§oodQBadQHardand Wasyabout
attending the musi¢herapygroup they were evaluating. @esearchers were then
supported to look at the contents of each box and sort thesties into further subthemes.
Similarlyi 2 wA Ol a2y SWiliam$(19MEsupbartitdiddeddkes tanalyse
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interview transcripts based on pdetermined themesThemes were assigned to individual
co-researchers who wergesponsibldor cutting and pasting quotations from interview

0N} yAONRLIia AylG2 GKSYS WwaSOlAaAz2yaQd 2AftfAlYa
thematic content analysis.

An example of an analytical approach which has been used in PAR projects with non
textual data is photo elicitation. This technique is usually undertaken as part of photovoice, a
method whereby ceresearchers take photographs which capture their experispnasually
in line with a particular theme (Aldridge, 2007). Photo elicitation techniques involve
interviewing the participant about the content of their photographs, thus gaining an insight
into their individual worlds (Aldridge, 2007). Participants miap andertake sorting activities
with their photographs, for example by organising photographs into particular themes or
identifying photographs which are their favouriteost important to them (Aldridge, 2007,

Booth & Booth, 2003). This type of analysis also has the potential to be applied to other
forms of art, such as drawings and paintings (e.g. the analyses of drawn diary entries in
Rickson et al., 2014).

The present study utilised an adaptive form of thematic analysis to collaboratively
explore the data across all three cycles of research. This qualitative analytical approach,
based on the principles of thematic analysis (Braun & Clarke, 2006), invelhesting
codes and themes at different levels of abstraction, in an accessible way which does not rely
on prior knowledge of analytical techniques. Data analysed in this way included artwork,
stories, poems and posters produced in research sessions alerigierviews with ce
researchers. For the members of the PRG, the present study was their first experience of
undertaking research, and therefore of being involved in the analysis of data. In the present
study, explaining the process of analysis andsteps involved was a lengthy process, and
co-researchers initially found the idea of picking out recurring and/or important themes in
the data challenging. For example, initially the group approached the task by listing every
feature on a piece of work, tlaer than searching for recurring interesting ideas. For the first
cycle of analysis there was therefore a process of trial and error, with the UR providing
guidance to caesearchers on what to look for in the data, and how to identify important
features.For example, by asking-tesearchers to consider what the most important feature
of a poster, sentence or story was or by asking them to sum up their work in just a few words.

Despite this, caesearchers provided insightful and unique perspectives endidta
and identified themesThe PRG conducted their analyses in two groups over several weeks in
each cycle. Analysis sessions were undertaken solely online in cycles one and two, and online

and in person in cycle three. The specific techniques utilised to support adaptive andlysis w
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be described in further detail in the analysis section of each cycle. HoweverAtpligides

an overview of the collaborative analytical process undertaken in each cycle, alongside the

perceived level of involvement from @B & S NOKSNARZ o6l aSR 2y . A306& | yR
approaches to the inclusion pkople with learning disabilitiés research. As emsearchers

gained more experience and therefore confidence with analysis, the group took more

ownership over the process and their level of participattherefore increased.

Tabled: Analytical process and level of involvement frortesearchers in the analysis stage of each cycle of the
project

Analytical process Level of
participation based
on Bighy and

CN} gt SeQa

approaches to

inclusion

Cycle 1 1 Coresearchers identified importafinteresting aspects | Advisory

2F SIFOK 20KSNDa ideatifichtian ob K

initial codes. The UR wrote these down on pibstotes.

The UR organised these codes into themes.

CoNB &SI NOKSNE WOKSO1SRQ

organising their work into four categories.

Cycle 2 1 Coresearchers identified importafinteresting aspects | Collaborativegroup
2T SIFIOK 20KSNIRDa 62N]z 6K
initial codes. The UR wrote these down on pibstotes.

I Coresearchers organised these codes into themes in
online research sessionsith support fromthe UR

1 Coresearchers named and wrote descriptions of the
groups.

Cycle 3 1 Coresearchers identified importahinteresting aspects | Leading and
of each otherwork, which led to the identification of
initial codes

1 Coresearchers organised these codes into themes (wi
minimal support fromUR)

1 Coresearchers mapped themes out physically using a
large piece of paper to indicate relationships between
ideas

1 Coresearchers discussed these themes at a higher ley
of abstraction, making attempts to understand the
underlying relationships, feelings, experiences and
processes which informed their interpretation of the da|

Analysis

=a —a

Analysis

Analysis controlling

3.5.2.2 University Researchanalysis

The second approach to analysis in gresent study was UR analysis. Participatory
approaches to research should aim to involve disabled people in all stages of the research
(Johnson & Walmsley, 20p3However, as Nind (2008) notes;tasearchers are often

excluded from data analysis in participatory projects. Atkinson (2004) suggests that in order
for adults with learning disabilitie® be actively involved in analysis, time, space, support

and practice are all required. In the present study, the time constraints of doctoral research
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meant that ceresearchers were not able to revisit all of the data produced in the present
study. For example, while the PRG were actively involved in the analysis of all data produced
within research sessions, transcripts of the research sessions thesasgére not analysed
by the group. It was, however, important for these transcripts to be analyagthey
included important discussions which contextualised theNdB & S NOK SNBE Q S E LIS NA ¢
alongside insights into the process of conducting resleéas discussed in section 3.5.1)
Dueto the time constraints of the project (and timeonsuming nature of PAR; Byrne
et al, 2009 Cook, 201pthe PRG chose to focus their research on three themes. These
themes were selected as the PRG considered them to be the most important aspects of their
experiences at PPA. However, during the yleag period of data collection, the PRG
discussed a muchider range of experiences, outcomes and characteristics of PPA than
those the group chose to focus on. While these additional aspects were not directly
investigated during one dhelit KNBS O& O0f Sa 2F NBaSIkNOKZ GKS@&
experience®f inclusivearts-based learning at PPA. Additionathanscripts of research
meetings provided important insights into the process of designing and delivering PAR with
adults with learning disabilitieg herefore, analysis of research sessions by the UR was
included in order to ensure thatthe @5 & S+ NOKSNE Q @I NASR SELISNRASY
PAR) were represented. This was a conflicting decision, as the present study attempted to
actively involveco-researchers at all stages of the study, includiatp analysis. This is one of
several examples where the requirements of the thesis and/or of doctoral research directly
conflicted with the values of participatory research, forcing td&to make decisions which
felt uncomfortable and at odds with the aims of the project (discussed further in section
10.1.9).
The UR conducted two thematic analyses of these transcripts, following the principles
of Braun and Clarke (2006)was important to keep the analyses undertaken by the PRG
intact to avoid reanalysing datand underminingi KS t wD Q& Ay @2t @SYSyd A\
Therefore, oty data that had not previously been analysed through the process of
02ttt 02N GADS Fylfeara 2dzit AYSR 0620S 41 a Ay
The first thematic analysis conducted by the UR sought to address researoh&im
by idertifying the outcomes of participation iRPAhat had not previously been identified by
the PRG through collaborative analysis. All transcripts from across the three cycles of
research (57 transcripts in total) were included in this analysis. These included transcripts of
research sessions affithal interviews conducted in cycle three. After a process of
familiarisation with the data, transcripts were analysed for recurring ideas relating to the

outcomes of engagement with PPA. Initial codes were used to identify recurring ideas in the
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data. At this stage, any codes that had been previously identified by the PRG were excluded
from the analysis to avoid ranalysing previously coded content. Remaining codes were
collated into themes and reviewed against the data set. In some instancey; ientified
themes were closely relatedtopi@ EA aG Ay 3 GKSYS&E ARSYUGATFTASR (KNRdJIAK
FylLfedara yR 6SNBE GKSNBEF2NBE AyOfdzZRSR |a LI NI 2F
resulted in the identification of a group of codesatihg to ownershipand prideof creative
outputsd ¢ KSaS O2RSa ¢6SNB Of2asSteée NBf wiichRasi2z (KS (KS®
identified by the PRG through collaborative analysis in cycle Tive theme8wnership and
achievemen® ¢l & GKSNBF2NB Ay AifkdEZRSR 21 (kS | IRFIAYISA 2W. S A yad
a KI NRA y(@Gpwherg dzdes were not included as part of fmeisting themes, related
codes were grouped together to form new themes. These themes were ¢bmpared to
the original data set tomsure they accurately represented the data. New themes generated
through this approach include#[ ST Ny Ay 3 A GKZ FTNRY HWR WKKNRHOSA K (KS
NEalLl2yaaoaAt A {@8)whidh wasinOi&ladsas man df theiréfléctbns and
recommendations section in cycle three.
The combined analyses of the UR and the RB® all three cycles of research
resulted in the formulation of 5 togevel categories concerning tlwrerachingoutcomes of
engagement with the PPA for ¢esearchers (discusseddhapter 8. Finally, toplevel
themes were integrated to formulate a substantive theory, which extends beyond identifying
the outcomes of participation in the PPA programme, to identifying the underlying
mechanisms that support these outcomes. These 5 mechanismssatesded further in

section8.1

It was important for analyses undertaken by the tdBe validated by the PRG, to
ensure they accurately represented their experiences. This was achieved by presenting the
results ofthe analysis back to the group in an accessible/creative format. The metaphor of a
PurplePatch 2 A2y Q g 4 dambifedrésalts glaiidlydes cordéctd by the
UR, alongsidanalysesonducted collaboratively by the group in cycles one, two and three
(seechapter 8for further discussion about thBPA Potiop TheLJ2 6 A 2y Qa WAYINBRASYy (14aQ
included the themes generated from the three cycles of research, alongside the mechanisms
identified by the URhrough their independent analysés / 2 YO AYAYy3d (GKS&S WAYINBRA
providesan impression of the cblB & S| NOKSNEQ SELISNASYyO0Sa i tt! o ¢K
2F Sy3aF3SYSyid ¢AGK GKS tt! gSNB RSaONAROGSR Fa (GKS
symbolised thatthe ctNB & S NODKSNE Q S E PSSNBNSHamBBEWNSE e OAYV ARG 2 W
Wccessibility an®zLILI2 NI Q G tt ! AYGSNF OO 6A0GK GKS dzy RSNI @A

programme, resulting in outcomes across five key areas. The UR created a visual
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NB LINE & Sy i IPurglePgiich 22F0 Ai2KySQ>W 6 KA OK Ay Of dZRSR a&vYo 2t
Canva. An image of this visual aid was shavigid the coresearches with the PRGacebook

group. Co-researchers were asked to share their feedback on how accuridelyotion

depicted their experiencg to ensure the codes and themes identified accurately reflected

their experiences at PPACoresearchers provided positive feedback regarding the validity of
GKAa O2yOSLIidz t A&l (A2 WB2 D leigaiilpiidloSeNkag y O S &
reactions), Facebook comments (see figlit® and during a group discussion on Zoduming

the concluding stage of the projefdee section 7.2.2.1)

Speechless! That is SO what we
Purple Researchers are all about!
Thank you, Melissa! @@

Janine n Sam

Love Reply 4h O

. here here

Love Reply 3h O

Figurell: Screenshots @o-NB & S I ND K S NAi & ANaRIP&dh A220yA R yiio2

The second thematic analysis conducted by the UR sdogtddress research aithree, by

identifying the outcomes of engagement in PAR from the perspective-tdsgarchersCo

researchers shared their reflections on their involvement in the project in all three cycles of
research. Since data relating to this aim had not previously been analysed by the group, all
transcripts of research sessions were included in this anadisisgside data from digital

interactions with ceresearchersd.g.¢ N} OSe@ Qa NB Tt SOlA2ya 2y 0SAYy-:
sent via a voice note) and transcripts of RR® & FAY It AYUGSNBASGEA FNRY
the same process of thematic analysutlined abovefive top-levelthemes relating to the
co-researcher§experiences as researchers were identified. As with the previous analysis,

results were shared with the PRG to assess the extent to which the identified themes
representedthe clNB & S NOKSNE Q S E-lei®aidhSs/cOnfiriaed thatthe | wod / 2
themes ickntified by the UR accurately represented their experiences during a group session

in the concluding phase of the project.
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3.5.3 Datavalidation
The nature of PAR meant that some data were validated by the PRG through the process of
collaborative research. For example, since data validation was built into the collaborative
analysis process (see secti®®.3, data collected by the group in cycles one, two and three
of the researctwere not validated by an external research@dditionally, analyses
conducted by the URnd PRGwhich identified the overall outcomes of engagement in the
PPA programme, alongside the underlying mechanisms that cotedtto these outcomes
werevalidated by the PRGA I Sy 3 IS YRuléPaeh 8 K A 8 KQ RSAONAROSR | 02¢
To avoid undermining the work of the of the PRG, only data that had not previously
been analysed by the group were selected for data validation with an external researcher.
Data which met these criteria concerned thev D Q& S E LIS-N3e&ch@<Sikthel & 02
project. While the PRG were involved in checking the themes identified by the UR to ensure
they accurately represented their experiences agsesearchers, they were not involved in
the analyses of these data due to the time constraints of the project
Co-researchers discussed their engagement with PAR and the outcomes of their
engagement in the research throughout the projetitese reflections weréherefore
intertwined with data relating to other research questiar@@onsequently, itvas not possible
to extractthesedatapertaining to outcomes of engagement with PfaRdata validation
Instead, a sample selection wénscripts from cycle three of the project, which focused on
thet w Dré€lléctions on being a researcheere shared with a externalresearcher who was
not associated with the projecThese extracts included the¢aB 8 S NOKSNBEQ FAYIf AydS
transcripts and irperson research dayanscript which included a session reflecting on the
t w Drédiin the project.
The external researcher conducted their own independent analysis of the sample
data, following the principles of thematic analysis outlined by Braun and C20ké)( The
UR and external researcher compared their respective analyses of the data, which confirmed
that mostcodes identified by the external researcher matched those identified by the UR.
Where the external researei had not identified codes, these wedéscussedand the
external researcher agreed that they accurately reflected the datsaepancies in coding
were dten due to theexternalresearcher not having access to data from across the study,
and therefore only having a snapshot of tberesearcher€experiences from the final stages
of the project
An interesting outcome of the data validation process was the identification of codes
specifically relating to my role in the project. In particular, the exten®B & S N K S NI &

perception of my relationship of the PRG was considered as an important theme. While | had
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considered the importance of the UR in PAR (in particular their approach to research, values
and experiences) | had neglected to consider my personal impact on the project and in
particular, on the relationships developed with the PRige externaNB & S | NIfektidrd &
on the data considered the relationship they observed between the UR anglsearchers as

a central theme:

Much of the coding focused on factors external to the researchaesearcher relationship.
However, there are clear instances where the lead researcher's (MK) specific place within the
research was drawn into focus. Here the narrative focuses on thahaaygoresearchers

uniquely trusted MK and that their ongoing engagement with research activity depended upon
the presence of this trustworthy relationship. In this respect the lead researcher themselves
appeared central to these codes emerging from thieliview transcripts.

It is therefore clear that my personal role in the project had a greater bearing on the co
NEaSFNOKSNEQ Sy3al 3SySyid dyiderffied RuBheNBausSibnrdD K K
about the impact of the UR in participatory projects are included in sedfion

3.5.4 Reflexivity
Reflexivityrefers to thecontinuous process of critical setflection, whereby the researcher
examines the ways in which their background, experiences, assumptions, and opinions may
affect their approach to research (Finlay & Goug®n3).Whilereflexivity is an important
practice in all social research, it may be particularly important for participéaction
NEASHNDKSNE 6K2 FNB 2FGSYy aAydAYIG8t8 Ayo2to
Fad 6Sff a GKS LINFOGAGA2YSNA GKIFG LI NIAOALI G
(2000) statestharS ¥t SEAGAGE A& Ay (dSaANI t (pB). 6KS LINROSA
Participatory research is, by its nature, a reflexive research process, which requires
constantreflOG A2y 2F 2ySQa NRBftS Ay (GKS NBASHNOKI G
questions and recommendations for change (Robertson, 200®AR projects, reflexivity is
an important process for both URs andmesearcherssince the project is eproduced
Reflexivity maytherefore be considered as a shared and collaborative endeavour (GImos
Vega, 2023)which acts as an important tool to situate the research within its broader
context (Finlay, 2002pince there was more than one researcher in this project, this
reflexivity statement will include reflection on the potential biases, assumptions and
backgrounds of both myself, as the UR and the PRG -@searchers.
As a research team we came to this project from very different backgrounds, and
therefore different expectations, assumptions and experiend®s position within the
research is impacted by ngjx years oéxperience as a support workeupportingdisabled

young people, includingutistic young people anchildrenwith learningdisabilities It was
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my experiences and observati®as a support worker that led to me to undertake research
exploring the musicadxperiences of autistic young people for iMysters dissertation (Kirby
& Burland, 2022), and later to this doctoral research topibereforebegan thsresearch

with direct experience of working withnd supportingdisabled people in a range of contexts
andof using varied communicatiastyles (including Makatorgnd adaptedesearch
methodstod dzLJLI2 NI RA &l 6f SR LJS2 L) .SadabedaytAdrad& ISy i oA 1 K NE
with a good understandingf learning disabilitieand of the support needs gfeople with
learning disabilitiesalongsidegpre-stablishedbeliefsthat adults with learning disabilities
should be directly involved in researcfhese views and experiences undoubtedly shaped
and influenced the research procedtevertheless, as a researcher who does not identify as
disabled | believe that nordisabled peopleannot be experts on topics relating to the lived
experiences of disabled peopded the choice of a participatory approach to the research is
commensurate with this.

In contrast, my caesearchers began this project as experts by experience, both in
relation to their experiencesf learning disabilitieand asPP Aparticipants One of the key
strengths of collaborating withdults with learning disabilities research is that disabled €o
researchers bring their varied expertise, experiences and ideas to the research process,
including the design of research, interpretation of data and approaches to dissemination.
While rone ofthe co-researchers had ever done research before, some had experience of
interacting with researchers. The PRG therefore approached the project with varied
expectations surrounding researelnd their role in the researchwas aware that my
position as a noslisabled researcher basedthin a research institution may impact how |
was viewed by coesearchers, and therefore how the group chose to interact and
collaborate with meBalancing power, control and hierarchy in PAR is challenging,
particularly when working with individuals who are ordinarily excluded from reséfarh
doing researchBRaumet al,, 2009. Research is often considered ke hierarchicaland given
Y& LRaAldAz2y & | WdzyADGSNERAGE NBaSFNOKSNR: AdG ¢l a
me as both an outsideand as someone in a greater position of power than thReflecting
on the roles and responsibilities of all members of the research team is therefore crucial to
balance the varied expertise and experiences in a PAR project and to build an inclusive
research environment.

RuokonerEngler and Siouti (2016) highlight the need for continuous reflexive
practice throughout the researcht wasthereforeimportant to continually reflect on my
role(s) in the research, teupport ceresearchers to take ownership over the research

processand at times reposition myself within the projectn order to actively anage my



91

approach to the research process, | kept a research journal and noted my reflections at key
stages in theroject This was a useful tool to document my observations, experiences and
feelings.Through my own critical reflection about my role in the research, | therefore also
became a subject of research (a full exploration of the various roles | occupied in this project
are discussed inhapter 10. Additionally Atkinson (2005) states that it is crucial for
participatory researchers to have people to tédk Throughout the research | had regular
supervisions with both my supervisors and with the CEO of PPA, where | was able to share my
experiences in the project and raise any issues which wialld benefitfrom further
discussior{for example, discussing potential power imbalances in the research, sharing
concerns regarding my responsibility for the welfare ofesearchers and challenges relating
to conducting research in the Covi® pandemic).

The collaborative nature d?ARmeans that bothithe UR and ceoesearchershould
be encouraged toeflect on their thoughts, actiorand experiences throughout the project
(Bergold & Thomas, 201Reflexivity in the present studyas therefore a shared experience
andinvolved reflective discussions with-cesearcherghroughout the project Reflexivity
was particularly important at the end of each cycle of researcheffections on the research
LINPOS&aa a2 FFNJ3IdzZARSR (KS twbhDQad RSOA&A2ya O2
research and facilitated the identification of recommendations for cha@geNB & S NOK S NE& Q
reflections relating to the research process are included in the final section of each cycle of
research Additionally, their reflections on their expences as researchers in this project are
included inchapter 9 While PPA patrticipants were best placed to evaluate their own
experiences of artbased learning at PPA, their experiences as current PPA partichghts
the potential to impactheir approach to the researciheir position in the research may
therefore be viewed as both a strength and a limitati@b-researchers were encouraged to
be open, honest and setéflectiveand to utilise theirresearch journalgo make a note of
their experiences and feelings throughout the project. Additionally, a collaborative approach
to analysis ensured that all researchers in the present study were challenged to reflect on
their assumptions and biases when analysing the dete. process of data validation
described in the previous section also provided an additional perspective on the

interpretation of these data.

3.5.5 Reportingresults

Each cycle of research will be presented as its own chapter, split into plaaotian and

review sections. Planning sections include an overview of how the research in each cycle was
planned, including decisions regarding how particular research questions and methods were

selected. Action sections include an overview of how theaesewas implemented,
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including specific details concerning the activities undertaken in each cycle, how these were
adapted, what support was provided by the UR, and the materials used by the group for each
activity. Finally, in review sections the approach to analysis chogémebPRG will be

presented, alongside the results of the cycle. Quotes fromesearchers, alongside

examples of data collected in each cycle (see a full list of the varied data collected across the
project in sectior.5.1) are included throughout eaatycle of research. Quotes include the
name of the individual who is quoted, alongside the cycle of research this quote is taken
from. Details about which cycle the quote is taken from are either included in the description
of the quote, or as a code whidorresponds to that cycle(@.W/ mQ Ay Of dZRSR A Y
a quote indicates that the quote was said in cycle 1). Unsurprisingly, many quotes are
included in the chapter corresponding to the cycle in which they were said. However, on
some occasions,uptations from one cycle are used to support statements in a different

cycle. While cycles in the research were themed, the interconnected nature of the chosen
topics meant that caesearcher@liscussions occasionally ventured into other topics. For
example, during cycle two (Arts and Variety)researchers discussed topics relating to cycle
three (Accessibility and Support) while considering the accessibility ebased activities. In
order to represent the caesearcher&iews and experiences as accurately as possible,

quotes included in the following chapters are considered to bentlost representative

examples ofthecthNB & S| NOKSNARQ LISNELISOGA@GSaE 2y (GKS G2LAO:

was spoken in.

0N} O1S



93

4 CycleOne ¢ People
4.1 Planning

4.1.1 Research Questions
In cycle one coesearchers chose to explore the impact of people at HRA.planning stage
of cycle one consisted of two oA®ur meetings for each group. In these initial meetings the
NEaSFkNOKSNE Sy3al 3SR gAGK LINBGA2dza € AGSNI GdzNB
2012; Rickson et al, 2014). THR®prepared easy read versions of these papers, which
included simplified text and images, outlining the key approaches and findings of this
researchin line with the approach described in sect®d.4.2 These were read together in
the first research meeting. This was folled by a guided discussion on each paper, including
their perceived strengths and weaknesses and observations on the chosen methods and key
findings. The purpose of this activity was to provide tloeesearchers with some context
and to help them to focus on the theme, as well as to give examples of potential methods
which may be used in their own work. These research examples included some projects
utilising aPARapproach. This was important in order to model this approach to the group,
and to demonstrée the role thatpeople with learning disabilitiesan have in the research
processes. Engaging with easy read literature was also used to introduce the researchers to
some key terms which would be used throughout prejectz 8 dzZOK | a WNX & S| NOK
WYSHiK2RaQ FYR WIylrfeaaraQo
In subsequent meetings, the PRG worked together to decide on the research
questionsRQF 2 NJ 02 O0f S mM® LyAGAlIff& GKS 3INRdAzZLI 60 NI Ay
at PPAthat they were interested in addressing. These questions were inspired by the
previous research that the group had engaged with, as well as aspects of social relationships
at PPAthat interested then. Due tothe time constraints of the cycle, three key questions

were selectedby thePRGas the focus ofycle onethese are:

RQ1:What motivates attendance &P A?
RQ2:Are peopleimportant to our PPAexperience?f so,why?
RQ3:What ¥ N do fedplkat PurplePatchfill in our lives?

4.1.2 Choosingnethods

Coresearchers in the present study filled a dual role ofesearcher and PPA participant

andwere considered experts in their experiences at PPA and theirdixperience of

disability. Therefore, in this cycle (and subsequent cycles) methods were chosen to support
coresearcherstodrawon 8rSELISNI A4S YR NBFt SOG 2y GKSANI
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experiences at PPA.

As with many PAR projectsf(Liddiard et al., 2018; Rickson et al., 2014; White &
Morgan, 2012)the present study makes use of multiple methaglata collection. The
methods for cycle one were chosen collaboratively by the PRG, through a series of group
discussions. The UR first introduced the group to methods that have been used in previous
PAR projects, such as aliased methods (Aldridge, Q@; Liddiard et al., 2018), interviews
(White & Morgan, 2012) focus groups arebearch journals (Rickson et al., 2014) through
easy reacsummaries of researcfhe group then discussed these methods and considered
their application to the present study and their suitability to answer the research questions
for cycle one. The UR supported these discussions, by asking the group to consider each
question in turn ando think about ways they might be able to answer it. Prompt questions
to aid these discussions included: who do you think could answer this questign€an we
answerthis questionourselves? Do we need help from anyone else?); What do we need to
know to answer this question®.Q.is the answer already in our heads? Is there anything we
need to know before we answer this question?); How could we show others our answers to
this question?€.g.thinking about the methods we have looked at already, can we write,
draw, speak, sign, sing, show or act out the answer to this questiato?)gside choosing
methods which were appropriate for thesearch questionghe group aimed to select
creative and accessible methods, which could be adapted to meet the diverse needs and
interests of the PRG.

An additional consideration when choosing methods was Ct®jdvhich restricted
thet w DcOndiact with others. Some of the w Dirftial ideas for data collection in this cycle
involved recruiting othePPA participantd-or example, the group discussed asking ofieA
participantsabout their motivations for attendance at PPA. This approach would have
allowed the PRG to explore a wider range of perspectives and experiences. &okeser,
the closure of PPA programmes due to the pandemic meant that it was impossible to access
other PPA participants-person. While PPA continued to offer an online provision for
participants, it was decided after discussions with PPA staff and the PRG that these sessions
would not be a suitable platform for undertaking research wither participarts. The

following factors were considered in this decision:

1 Time- Online PPAsessions during the pandemic were significantly shorter than in
person sessions. Therefore, undertaking reseavithin these sessions would have
further reduced the timeavailable for participants taccess their usual PPA activities.

This was a particularly important ethical consideration during Gb9jdvhere
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opportunities for socializing and participation in activitiesddults with learning

disabilitieswere limited Bartlettet al., 2022; Kim et al., 202JAdditionally, due to

the range of communication needs and preferences within each PPA programme,

Ydzft GALX S F LIINRI OKSa (2 dzyRSNREGEFYRAY 3 LI NI
be developed to ensure online data collection was accessible RiP&lparticipants

The development of such approaches on a large scale was not within the scope of

this project.

1 Ethical considerations Obtaining informed consent froradults with learning
disabilitiesonline (particularly in a group context) was considered to be a challenge
to ethical recruitment. Many participants at PPA do not communicate verbally and/or
through written communication. While there are accessible alternatives to providing
consent thatdo not rely on these communication methodsd.signingor choosing
from options), particular attention must still be paid to providing accessible
explanations of te aims of the research, the participafsle in the project, how the
data they provide will be used and how they may withdraw from the study. Indeed,
the process of recruiting the PRG online in a way that was both ethically sound and
inclusive involved several months of planning ameldesignof specially developed
resources Therefore, while the process providing consenivas possible online,
providingadditionalparticipants with diverse needs with adequate information to

make an informed choice was deemed to be beyond the scope of thisgbro

The main methods chosen for cycle one were-adsed methods and group discussion. To

address research question onejmsearcher© K 2 8 S (i 2Thed hidd NaRS LI2TaiE S NI
activitywas created in collaboration with eesearchers and is comparabledoaw, write,

tell methods(Angel et al., 2015. The aim of this activity was to explatteet w D Q &

perceptions and experiences at PPA, by reflecting on their expectations prior to attending

(and in doing so understand their motivations to atteynBrsus their experience after

attending PPA. Initially, the UR was unsure about the inclusion of this activity in this cycle,
sinceiR2Sa y20 aLISOATAOLNf t fohnsoeaydONaINGey(200I5statell SQ @ |
that PAR should further the interests of disabled people and that disabledsaarchers

aK2dzZ R 0SS 6fS G2 SESNI az2vy$S O2ydNRf 2@0SN) (K
initial reservations, the activity wascludedin cycle one. This experience highlights a

challenging but arguably necessary facet of PAR, wherebi®ad S NOKSNEQ ARSI &
RANBOGAZ2Y 2F (KS LINRP2SO0 YlIeé& y2i ySOSaal NAfe@

on the direction and focus ohe study are to be expected, given the varying expertise and
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motivations of the members of the PRG. This scenario provides an example of how
participatory approaches can facilitate the reallocation of control in research, from those
who are traditionally in control (nodisabled researchers) to those who traditiolyahave

limited control (disabled peoplelohnson & Walmsley, 20P3

2 KAES y20G aLISOATA OFheriadd NeRISI2 QM S@A F& Oa& SR

reflective task, which enabled aesearchers to transition from participant to researcher, by
considering their experiences &PAas a whole, before focusing on specific aspects of their
experience. The usefulness of this task at this stage of the project illustrates the value of PAR
approaches, as this activity would not have taken place if the UR was solely responsible for
the resarch.Undertaking this activityin cycle oneset a precedent for the remainder of the
project. In particular, it was important to reinforce the collaborative nature of the project
develop trust with the groumnd activelybreak down any perceived hierarchy within the

group by demonstrating thateblB & S NOKSNEQ ARSI a yR 32t &
important to those of the UR.

To addressesearch questions two and threthe PRG chose to have discussions
about the role of people in their PPA experience. Additionally, threeesearchers chose to
produce an artistic response to these questions, which invotirad/ingpeopleat PPAand
labellingthem asto the rolestheyfilled in the lives. While the majority of the group chose to
answer theresearch questions cycle one using visual methodsd.drawing and creating
posters), Tracey chose to write a story in her own time about her experiences with people at
PPA, using a process of salierview Keightley et al., 2092 Additionally, John chose to be
interviewed by the UR about his experiences at PPA and the role of people,&a<PPA
opposed to completing the poster activityhis was predominantly because John finds
drawing and writing challenging without-person support and/or specialist equipment and
is morecomfortable communicating verbgll AtPPAJohn uses a table that attaches to his
wheelchair, which supports him to draw, paint and writ®wever, during the pandemic this
equipment was not accessible to hiffhis highlights the need for a flexible approach to
activities and the importance of working to the-oesearcher€individual strengths and

needs.

4.2 Action

4.2.1 Procedure

Research sessions took place fortnightly and were divided into planning, action and-review
focused meetingsCoresearchers attended sess®im two gnall groups, according to their

availability.Each session lasted approximately one hour, apart from the sessions where co

¥S 0K Sdz?

F2NJ 0K



97
NB & S NOKS NEThénMBINGES RLIZIKISSINE W ¢ KA OK I &0 SR F2NJ
researchers enough time to create their work. Tablerovides an overview of the content of
each session undertaken in cycle one of the project and theesearchers involved in each
session. There were several instances during cycle one in particular whersearchers
opted to attend more than one ses® on a particular topice(g. Tracey attended both
planning sessions for planning one and two). This was dtieettiming of this cycle, which
took place during the first national lockdown of the CetRipandemic. Goesearchers who
attended multiple sessions reported doing so to avoid boredom and to keep busy during this
GAYS oal a Yrye ¢SS a0 dz&e Ld@a& Ao f (8K A1y | SBHINED 2 |
02K 0 I NBYyQil G(KS@&3IcTla®pal (KSYasSt @gSa odzaeéé

Table5: Outline of research sessions undertaken in cycle one

Session Type Coresearchers involved Session content
Planning 1, group 1 Ella, Leanne, Tracey, Charlie, Jg Looking at previous literature
UR (Hall,2012; Ricksomt al., 2014)
Planning 1, group 2 Tracey, John, Janine, Sam, Lian| @ndBrainstorming research
UR questions
Planning 2, group 2 Tracey, John, Ella, Leanne, UR | Finalising research questioasd
Planning 2, group 2 Tracey, John, Liam, Sam, Janing choosing methods.
UR
Action 1, groupl John, Liam, Sam, Janine, Charli¢ Creating Then and Now posters
Jo, UR
Action 1, group 2 Ella, Leanne, UR
Action 1 (individual) John and UR Then and Now interview
Action 1 (individual) Tracey and UR Discussing Then and Now/peop
story

Action 2 + Review 1, grou| Janine, Sam, John, Tracey, UR | Roles at Purple Patch and

1 analysis

Action 2 + Review 1, grou| Ella, Leanne, UR

2

Review 2, group 1 Tracey, John, Charlie, Jo, Sam, | Highlighting important aspects g
Janine, Liam, UR S OK 20KSNRa ¢/

Review 2, group 2 Tracey, Ella, Leanne, UR

Review 3, group 1 Ella and UR Cutting and checking themes

Review 3, group 2 John, Tracey, Liam, Sam, Janine

Leanne, UR
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4.2.1.1 Planning session one

In planningsessiorone, the PRG were showeasy readsersions of relevant previous

literature selected by the UMall, 2012; Ricksaet al., 2014). Chosen literature was linked to

iKS

0 KSYS ez.hveshydead théfindo&xt ob social connections at drésed

programmes), involveddults with learning disabilitie@nd utilised artsdbased methods. Go

researchers were asked what they thought of the research, what was good about it and what,

if anything, could be better. These discussions supportedRRG to consider their own

researchin relation to previous literature. For exampldyring cycle oné&lla compared the

findings of Hall (2012) to her own experiences at PPA:

UR:people who went to the programmes felt like theelonged to a team, and they said it was
like acommunity and talked a lot about their friends
wX8

9t f Y L I 3INBS 4 ARule Bakchsiim, a doinfumity fonfeS> 2dzad t A1 S

After engaging with previous literature, each grduainstormed some questions they were

interested in answering during cycle oriéhe process of selecting research questions in all

cycles involved the following process:

1.

In line with previous research (Richardson, 200@groconversation about the

theme for the cyclavas encouragetb allow the PRG to identify aspects of this

theme that were important to them. The UR supported these conversations by asking
jdzSadGAz2ya | 02dzi andécouragibdraesehrienei$oNgflesyo S &
the literature they had been shown for the cycle.

The UR supported the PRG to consider what questions remained regarding this

themeeg s KI G R2 68 1y26K 6KIFiG R2yQi 68 1y26K

to find out more about this theme?). Gesearchers were encouraged to think of

jdzSaiAz2ya 6KAOK gSNB y20 airAYLIS weasSaQ 2N wyz2Q

The UR collated all question suggestions after both meetings had taken place and
shared these in the PRG Facebook group. Often there were too many questions
identified at this stage to fit into the cycle.

The UR supported the PRG to narrow questions down by asking; which questions are
most importantinteresting? At this stage, some similar questions were combined.

The process of selecting questions took place via different activities inogatehin

cycles one and two, emesearchers voted on the questions they would like to address

via the PRG Facebook group. In cycle thregesearchers voted for the questions

2

Kl

{
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they would like to addresghrough group discussion and/dy pushing an imaginary

golden buzzer to indicate their choice.

4.2.1.2 Planning session two

During planning session twmethodsfor cycle onevere selected through group discussion.
SincethiswasthPR®a FANBRG SELISNASYOS 2F OKz2z2aiy3da | LL
supported these decisions by asking tireup to consider what information they needed to

answer the question. The UR also provided the group with options about how they could

answer these questions, by using examples fromahsy readiterature provided to the

group. Cearesearchers decided that they were able to answer all three research questions
themselves, i reflecting on and visually representing their own experier{eas via the

Then and Now task).

4.2.1.3 Action session one

5dzNA y3 GKS TANINSG aBH QOKSNG THOSERENGES yREIJATE&XESNE W dza
their research journalas a canvas.desearchers worked independently to create their

posters, supported by the UR and a parent/carer if requifgakters were split into two

pages, with one A4 page dedicated to capturing ¢beesearcher§erceptions and

expectations oPurple Patc®d ST2NBE (G KSIERSY OGO SYRBRI g #GKSNI OF LI
experiences aPurple PatcloN2 ¢ @6rdsearchers discussed and responded to a series of

prompts designed to help them to reflect on their experiences at PPA. These were as follows:

CKAY]l oFO1 G2 o06SF2NB @&2dz adl NISR Id tt! X
1 How did you feel?
1 What did you thinkPPAwould be like?
1  What did you think you would do &P~
1 What were you hoping to get out of going BRi*A? What did you think you would get
out of going toPPA

Thinking about your experience BPAY 2 ¢ X
1 How do you feel about PPA now?
1 What do you thinkPPAis like now?
1 What do you do aPPA&
1 What do you think you get out of going RP~2



10C

This artsbased method was selected asvas a flexible and adaptable way to capture a

NBEaSI NOKSNDa ARSIAa | yR Eareskanhes yodfeied thg/task LI NI A Odz |
in multiple ways, using different materials and approaches depending on their needs,

preferences, and the resources they had available at home (see fitjReesd 13). Most of

the group chose drawing as their main medium, however some researchers also opted to

label their illustrations and one researcher chose to write down their ideaegehise

them into a diagramln line with draw, write, tell approachespmpleted posters were used

as the basis for discussion within the grd@mgell et al., 2015 Coresearchers were asked

whetherli KEKSYW QN2 R 1B 3S& 2F GKSANI LIR2adSNR 6SNB GKS at

might be. Additionally, coesearchers were asked to consider how important peopletare

their PPAexperienceby consideringvhat contentin their postersrelatedto the theme

W LIS 2 WileéSJBhih chose to attend a poster sessioseparate meeting was arranged to

SELX 2NB KA& SELISNASYyOSA& | (Thenard NOEK NRydaISKNIKAASS OLANS FyS N
additional meeting was also scheduled with Tracey to discuss the story she had written

2dzi aA RS 2F NB & SeoN®&Rurpke Baich NZWaAXD PG A Gt SR W

N P ¢ £ SUPRRUNNRIN

Figurel2Y Y [ SHeryayidSNo@® M2 & G S NJ

[ St yy S em CH¥heéudeS a combination of illustrations, symbols and written text to summarize her
experiences. Her poster is an example fa HBI& YO NBalLlkkyasSs: 6KSNB (KS O2ydaSyid 2y SIO
(e.g.thematically or by question) but rather captures a snapshot of her experiences in a-tiatbagjeplay.
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FigureldY [ ATher @ril Noiposter

[ Al YQafromlZIRESHIY &G NI G§Sa | Y2NB &G NUzOGdzNBR | LILINB | OK (i 2
sections relating to each prompt question, with illustrations and written labels that demonstrate connections
between different aspects of his experiences.

4.2.1.4 Action session two

Ly GKS &S02yR -rdskatthieis aligc@ssed thadiffarahyl P thaB@leat

PPAill in their lives.Ella Leanneand Santreateddrawings which captured the different

roles present at PPAh&se were used to aid discussion on this top#dter discussingheir
artisticresponsesco-researchersvere askedto considerwhichroleswere mostimportant
andwhy® ! i GKS SyR 2 T-refetr@ersive® dske?l 6 @kelpliotogratis of O 2

their work and either share it in the PRG Facebook group or send it directly to the UR via

email.
4.3 Review
4.3.1 Analysis

Gr

WwS@PASEQ aSaarzya F20dzaSR 2y lylteara 27 GKS

All research meetings were recorded, transcribed and analysed by the UR following the steps
outlined in sectior8.5.2.2.All work produced by the emsearchers was collated and sent to
co-researchersndividually at the end of cycle orfer themto check. Cagesearchers had the
opportunity to edit and/or remove any work that they did not wish to be included in the
thesis. Therefore, all examples of work includedhis thesisare done so with the permission
of the coresearcher who created them.

The review phase of cycle one took place over threelomgr meetings per group,
focusing on data analysis and drawing conclusions from the first cycle of research. An

adaptive form of thematic analysis was employed in cycle onee§sarchers were sent
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A LA oA

LIK@aAOlrt O2LIASE 2F Iff 2F (KBenaRdANE B QIBYESUBNBR Ay C(
rolesatPPAF 2 N] = ¢ NI} OSe@Qa &ad2NE | YR -réseaicersWereONA LIG 2 F W2 ¢
FANRG FA1SR G2 €221 +Fd FyR FFIYAfAl NKeffi®t § KSYaSt @S 3
review sessioand during theirst onlinereview sessionReview sessi@therefore began
with the UR sharing emesearcher@vork on Zoomusing the screen share functiofifter this
process of familiarisation, esearchers were asked to identify aspects of their own and
others work that they felt were most important, or interesting in a research mee@Qug.
researchers looked at each piece of work in turn and instructed the UR on which aspects of
the work they wanted to look at in more detail (for example, by requesting that theddR
in on a specific drawingJhis process is comparable to the approach taken in previous PAR
projects, where researchers have been asketighlight or underline parts of an interview
transcript which they deemed to be important (Stevenson, 2014). Due to research meetings
taking place via Zoom, this process was adapted so that/Berote down recurring
important features identified by coesearchers on post notes. This was followed by a
group discussion about which peistnotes might be similar and therefore could be grouped
together, and which may be different and therefore tweg in different groups. Alongside
verbal discussion, theRdemonstratal the different ways in which the content of pokt
notes may be linked together by using movement and proxilnétyveen postit noteson
camera. For example, tHéRshowed ceresearchers that post notes with related content
may be placed directly next to eackher, whereas postt notes with unrelated content may
have a larger amount of space between them. After this session exploring the connections
between initial codes, th&JRindependentlycollated the posit notes (codes) into poteral
themes. This revealed four overarching themes: Learning, Environment, Community and
Wellbeing.
In the final research meeting of the review phaseyresearchers checked these four
themes against the original data set to ensure that they accurately represented the data. This
gl a | OKASPSR 08& Q(uedliyAR/ Ib 2dA @ (1LK2SA (BNPEIZLJa3Q0 2NRA Sa | Yy R
transcripts and organisintpeir clippings into the four themes. @esearchers were
encouraged to be creative about how they organisieeir clippingsCoresearchers chose a
range of sorting techniques, including making piles for each theme, using different containers
from around their homes to organise their clippings, amspired by Rickson et al. (2014),
ONBIiAy3 Ll2ad o02ESa&a 2dzi 2F OSNBIf 62ES& (2 WwWLRAGC
(seefigure 14. Coresearchers discussed the decisimaking process while sorting their

data. In someasesthere was a high level of agreement betweenregsearchersHowever,
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whenanalysing some datom cycle onego-researcheroccasionalldisagreed on which

theme thedata weremost closely related to.

URTaceypa Gl f 1SR Fo2dzi NI RNIYII gNARGAYII R2 ¢
could be in, out ofearning, community, environment or wellbeing?

Tracey first one

URISIF NYyAY3AZ YKYDP {2 YIe&oS az2yYSsSx

John: maybe wellbeing, to keep you happy, keep you going.

Tracey yeah, it could be dhn

Discussions around these variations in opinion revealed thaesearchers conceived these

categories as being highly related and interlinked.

Figurel4: Themed post boxeseated by Leanne in cycle one

After checking the data, the PRG discussed each theme and wrote a description for
eachone!! & oAttt 0SS Of SN FNRY &dzoa S| deSearcherd! y | f & 2
gained confidence in their ability to analyse data and took more ownership over the process,
with the URultimately providing less guidance and fewer prompts. The process of adaptive
thematic analysis in cycle one revealed four overarching and interlinking themes
(Environment, Wellbeing, Learning and People at RR#Eh summarise the co
researcher€experiences at PPas well as their motivations to attenthus addressing
research question onavhat motivates attendance @&P/2). These themes are discussed in
turn below.CA Y RAY 34 PaPlé dtBPRY A fie &S NBLR2NISR Ay 3INB
focus ofcycle oned | & W LEng8ingé rBp@rted in this theme therefore address research
question two &re peopleimportantto our PPAexperiencef so,why?).ThethemeWt S 2 LJX S
I § tanthitdseveralsubthemes, includingRoles aPurple Patck  [¥PyirRle Patch
FamifQ = ¢ K A OrgsedrcRyReNtiBrithéee (what W N2 do fedplkat PurplePatchfill in
our lives?)and Wegative Experiences with Disabled P&@> ¢ KA OK O2y aARSNA
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researcher€hegativeexperiences with peopland how this impacted their experiences at
PPA.

4.3.2 Results andiscussion

4.3.2.1 Learning

Learning was a core component of theresearcher€experiences at PPA. Learning (in

particular, learning new skills) was a key motivator for attendance, featuring in all of the

t wWDTKSBy® LJ 3Sasx FyR gta Ffaz2z O2yaARSNBR (2 6S +y
Tracey suggésdincycleoned L K @S Y 2 @igiWith 2ngre ldayhingraidd gaining

more information that | got througPurple Patch NIia GKIF G L RARY QU (y26 0ST2

¢KS twD RAaOdzaaSR ¢KI G gl a €SINYySR G tt! yR

learning included gaining knowledge about different topics, including learning about the real

6 2 NITHey db @roperrea 2 N R qUehA @IH@ 9 EIl YLX S& 2F WNBLIf 62NI RQ

included world cultures and celebrations, history, music and the artse§zarchers also

discussed learning practical skills that could be applied to their everyday lives, such as

cooking, using alevatorand money management, as Edgplained in cgle one

GFLINEINI YYS fSIFRSNF Aada GNBAY3I G2 (8K OK dza |+ 62 dzi
62dzi NBIFf € ATS algaknedat®PeAdncludRdcatiapgt@cfidnge aidA S A1 Af f &
challenge (for example, by learning to use Zoom in the pandemic) and interacting with

people, including managing difficult/complex relationships. &#ged that through

interacting with different people at PPA, she was better able to manage her relatienship

with others @Purple Patcliaught me to get along withiname*¢€ - Ella, C1).

d
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Coresearchers enjoyed the variety of topics covere@irsessions ('l like to learn different
things each weekt Tracey CJ, but noted the importance dearning content being aimed
atadults ¢ KS AYLERNIIFYOS 2F Wi RdA 6Q O2yGSyid ol a
SIFNIASalG SELISNIhSwWNa@ Xiy i SNIDMY 6 KAMS 12 NG Ay 3
AYyAGALffe O2y&aARSNBR (2 0SS wiz22 OKAfRAAKQ o8

2 KSy ¢S FTANRG adl NISRZ Al ¢ babyish poSve RerefuBtS NB y (0 X (
laughingaboutb 2 ¢ (KS@ Q@S A2 LINBPLISN) d0KSRdzt Sad ¢KSeQ
RSIFEAY3I 6AGK G(GKAy3Ia AY (GKS NBEf g2NIR® ! f (K2dz
G2 0SS FlLydlaes o dzicalwaldzmogemes2G G2 3ISG Ay (KS
Additionally, ageappropriate communication with participants was also discussed. Tracey
&KFNBR KSNJ SELISNASYOS 2F GKS Sg2tdziazy 27F tt
responsiveness to participant feedback regardingature2 ¥ O2 YYdzy AOlI GA2Y Y &
fAA0SYSR (2 dza al@&Ay3a WR2 y20 drt1 R2gy (02 d
f A a i S yCl)ihaultsdzihdearning disabilitiece many forms of stigma throughout their
fATSY AyOtdzRAY3 0SAy3d f I @&dtdl L@0) Miscomg@gtidns Rt A 1 S
aroundlearning disabilitiegan have a negative impaoh adults with learning disabiliti€®
wellbeing (Ali et al., 2012nd may also influence the types of learning opportunities

available toadults with learning disabilitiesndeed, whether learning should be age
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appropriate or developmentally appropriate is a contentious issue (Smith, 1996). On the one
hand, Nind and Hewett (1996) note that utilising developmentally appropgaatwitiesas
opposed to ageappropriate activities were viewed as disrespectful towaadslts with

learning disabilitie®y support staff. Similarly, Fa&in and Fairlairn (2014) shared the story

of Jana facilitatorgs K2 NBOSA PGSR yS3IAFGABS FTSSRol O] FNRBY O02ffS

in a warmup activity foadults with learning disabilitieslue to their lack of age

appropriateness. However, Nind and Hewett (1996) sugiiegtenforcingage-appropriate

activitiesYF @ 0SS NBf I GSR (2 Wy2N)NI { kacbnirdVatefde KSNBo& | C

behaviours ofdults with learning disabilitie® be moresocially acceptablgd NJ ¢ & 2 OA I f f &
gl deh&ppell, 19920.40. Nind and Hewett (199@herefore advocate fothe use of
developmentally appropriate activities, which they suggest are less likely to alikxzatesrs

with learning disabilitieshrough activities that are not Hine with their current

developmental stage. Regardless of whether activities are age or developmentally

F LILINRLINR F S GKA& &adzaasSada GKFaG GKS wieLlsSQ FyR YI

adults with learning disabilitiemay be impacted bgocietal views of appropriate behaviour
and interests.

However, what appears to be missing from these debates are the vieadutit

with learning disabilite® ¢ KS LINS&aSy 4 addzRé adada3asSada GKIFG |

appropriate activities are important for a positive learning environment. White co

(O (

NE&SFNOKSNBE ¢gSNB Of SIFNJ GKIG O2y Syl aKz2dZ R 0SS WIF

of the need br accessible approaches to learning. The distinction then, is between what is

learned and the way in which it is learned. For example, traditiomahlag may include

reading and writing (Harrison, 2003). While this approach may not be access#ulaltse

with learning disabilitiesfor whom reading and writing may pose challenges (Abedin, 2010),

adaptationof the way in which content is taught may allow for eagpropriate content to be

delivered via a range of accessible activities, which are also developmentally appropriate. In

other words, ageappropriate content does not necessarily equate to inaccéssibntent

and developmentally appropriateecy 4 Sy i ySSR y2i 0SS WOKAfRAAKQO®
It is also important to note that when describing their learning experiences at PPA co

NBaSIINOKSNAR FNBIljdsSSydfe dzaSR GKS GSNY WIRdzZ GQ

W2Ky SELXIFAYSR (KIF{G o6& dzaAy3d WNRpsbrgs thaty3a Ay

this was deemed to be more aggpropriate foradults with learning disabilitieighlighting

the need for accessible activities and varied approaches to learning, which focus-on real

world content:

aey?

0dKS
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Some of the things we were doing, like tb@ol down is real songs you know, but they made up
0KSaS a2y3ax ,2dz KIR (G2 fldzAK NBlIffes @2dz {y2¢
real songs you can do

2 KAES ESFENYyAy3 sgla atatt O2yaARSNBR (G2 0SS OK
K I NFEKa C2, the varied approaches to learning utilised at PPA supportegsearchers
to learn through accessible, and often altased approaches. During this cycle, further
guestions were raised by the group about the importance of the programme content, in
particular, about the role of the arts in LLL. This topic was incorporated into cycle two.

Learning at PPA was often compared to learniad the PRG &d experienced in
other contexts (such as school and colle@NEB a S | NXpéctathds af what PPA would
be like prior to attending was also based on their experiences of school/college (see figure
16). Caresearchers provided mixed feedback on theseviouslearning contexts, however
the group agreed that they preferred learning in adulthood (at PPA and other programmes
GKFG GKS& GGdSYRSRO U Rukplé PaicvésIndofe] fud than@chdof SIS 6
gl a wX8 L RARY Q&é-El3iCy. ReasodsKor @edferrifighelariiing ¥itdzP
included that itwas morefuh Yy R £ S&da aSNA2dza 0a¢6S O2dzdZ R ySOS
Ff ol @& &SN 2 dzxEeafindQ)Smong ereafive alzd ddingt Bélude subjects
that coresearchers do not enjoy (such as matnatic§ a Y2 NB Fdzy (GKFy R2AY:
i 0 g lSande, C2).
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FigureleY [ AWherApodter demonstrates that he expected PPA to be similar to school

CoNBaSINOKSNEQ LINBGA2dza SELISNASyOSa G adKz22f AyT
learning experiences. Whearonsidering how they felt about attending PPA, many co

researchers stated that they felt nervous or anxious about attending PPA due to their

LINSE@A2dza SELISNASYyOSa 27F f S| NiAfgitivas wardeddnd | & G K2a$
scared, | thinlPurple Patchvould be like school and college Liam, C1).

T

Additionally, ceresearchers considered the social environment of the learning
context at PPA to be very important. For example, Ella dtditat she did not enjoy learning
G a0OK22f RdzS (2 aiKS odzZ t ASa¢sr KAIKEAIKIGAYT GKI
negative impact on learnerfeople werethereforereported to play an important role in
learning at PPA. While staff are responsible for leading sessions and teaching content, co
researchers also reported learning from otH&PA participantd.iam discussed the
2LILR NI dzy A GASa FT2NJ LISSNI f S NY Aehchothefandtum &ty ¢ 9SS 1y 26
times who might needustogoovar2 YSGKAyY 3 | I AyZ &2 (GKA)GI GKS@ dzy RS
Indeed, previous research suggests that peexrdiated learning facilitates greater
opportunities for feedback and engagement with learning for yopegple with learning
disabilities(Harper & Maheady, 2007). The present study therefrpports previous

research which suggests thidose with lived experiencef learning disabilitiesan play an
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active role in supporting the learning of othadults with learning disabilitie@nglis & Cook,
2011).

4.3.2.2 Environment
The PRG identified several aspects of the environment at PPA which were important to their
experience Environmental factors considered by the group included the longevity, structure

and atmospheref PPA.

4.3.2.2.1 Longevity

The longevity of the PPA programme veasimportant aspect of the environment at PR,

John explaineéhcycleon& IFad G KSNBEQa 0SSy | O02dzNES Al 62d#f F
done,buti@ wt t! 8 € A1 S Duesto tBeylagkbhingpasedilififoyi the langth of
engagement,cdNB a S+ NOKSNE (G NHzaGSR GKFG tt! dedZ R o685
possibility of lifelongengagement witiPPA was a key motivattor coresearchers when

joining PPA particularly when compared tilveir previous experiences of sheterm

programmegcourses angorogrammes thahad closed,often unexpectedly:

LQ@S F2dzy R 2dzii 2 O SNlidukpograntnefddied dufalteKabdut6Y = A (i
Y 2 v (i Kthe modé 8found out abouPurple Patclprior to sort of signing on, the happier |
wasforSamp L gt a ljdzAdGS KIF LR (G2 LI e {(etheM2ySe F2ND
Some ceresearchers reported attending short courses to support theit While
these courses were valued by members of the group, John noted in cycle one that they did

not support continued social engagement, since these learning environments do not facilitate

O2yGAydzSR O2y il OG0 6AGK (KS 31SYS] aLig 218 9K Sq4y1 2G
done, and then you might see the people again, you mightmatéth this [PPA]is like
KFEF@Ay3 | gle& (G2 O02ydl O0lGé¢d Ly Oeesyppddddzal > GKS f

researchers to develop loAgrm important relationshipgnd foster a sense of belonging
@GKS o0St2y3aAya wX8 AdQa (GKS o6A33Sald GKAYy3I 4K
O2dzZNESa | yR @XmyCEa R2y Qi R2¢
For most of the PRG, PPA was their first experience of education which wiaaeot
restricted Indeed, previous research regarding inclusive learningdaitts with learning
disabilitiesis often timelimited Bjérnsdétti, 2016; Brown et al., 2011; Rodriguez Herrero et
al., 2020)Previous research suggests that transitions of educationcan be a particularly
challenging experiences fadults with learning disabilitie®ften resulting in feelings of
uncertainty(Pallisera et al., 20)6Indeed, o-researcherstated that during key transition

periods in their life, they often did not know what they woulddonéxt RARY Qi 1y 26
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g2dzZ R R2 6KSYy EnlfodhdPlrplrhtctc B, £1)th&gesert study
suggests that programmes fadults with learning disabilitiemay support periods of
transitions, particularly between college and adif#, andprovide longterm access to

opportunities forLLL

4.3.2.2.2 Structure

Another aspectf the environment at PPA which was important toresearchers was
structure.Since PPA programmes take place at a regular time and place each week, attending
PPA became an important part of- 665 & S NOKSNARAQ NRdziAySad W2KY

formation was an important motivator for participants to attend PPA programmes:

UR: why do people come furple Patct Does anyone have any ideas?

WX 8

W2KYY LQR alé& F2NI NRdziAyS L GKAY]
Attending PPA provided emsearchers with a sense of structure to their week. Ella discussed
how routines are often tied to educational institutions, with these routines being lost once
individuals are required to leave these spadeBAtherefore providedEllawith a structure

which washoth familiar and desired, aséimulated her experiencef structureat college:

9tflY LQY &2 ParpePheinthedd®nis (12 @reA yil2 L QY € dzO &
URyealK 2 K& R2 @2dz GKAY] @&2dz2ONB f dzO1 &K

adza3s

~
>
C

9ttty 6KSy L tSTl O02ttS3IST L RARRQIOAW2RY KR g2 drail RI &

stay at home watchingVl f f R Wahtediihé¢ 8ame routine as college

Alongside the regularity of PPA providing a structure tt\d®d & S NOKSNAR Q f A @S a

the programme was also considered to aid structt#BA was considered to be a well

iKS

structured programme, as Janine discussed in &gfeSY 2 SQNB Y2NB (KIy KI LR

dzLJ: 0 SOl dzav8ll-sthudt@eaS MMZD K LINE Rejllara¥tiSites such as a warm
up and cooldownwere considered to be important parts of the PPA day, asesearchers
knew to expect these activities at particular times in the dag 2 S wRrgupevery, every

¢ KdzNE RI & - MOy Adglitidrially, the themed conteat PPA provided a structure

to coresearcherSlearning Themes for programmes are shared in advance each term, and

co-researchers were therefore familiar with the structure of the term and khrel of content

they would be learningé 1 KS& KIF @S fA1S GKSYS&asx yR @2dz2QNB f S|

0 KSYS S @§bdbn @LE&4searchers were initially surprised by the structure of the
PPA programme, particularly in comparison to other groups organised by didal8e® L)t S Q &

organisations that they had previously attended:

C

N
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John: | thought it [PPA] was just for sitting round having a coffee like some, some groups do but
UR: mhm

John: | was glad to see they were doing something else as well

UR:yeah

W2 Ky Y i KSNBSQtactdre the @alk S R dzf S

Overall, outine and structurevere considered to be importantforebBl 5 & S NOKSNE Q 6 S
Fa ¢N} OSeé RAaAOdza&aSR Ay 0e0tS 2ySy aL ySSR (2
AY Y& YAYR FyR Y& 0?2 hbugRtBeyeGuitrityoPRRA Rrog@AmeR 2 g y £ @
and the structure of activities/ithin the PPA dayattendance at PPAupported the

formation of a routine for caesearchers, thus positively impacting their wellbeing.

4.3.2.2.3 Atmosphere

The atmosphere within PPA programmes was a highly valued aspect of the environment at

PPA t t ! LIN2INF YYSa 6SNB RSAZONAOSR & aKIFLILR |
O2dzZ R 0SS I OOSNAIK YOS of 0f NAYFK (i&£dzLILI2 NI A @&SSamd,d Y| & 6
C1). The atmospheref PPA was reported to support learning, as Lsggested in cycle

one:

UR: what are some ways that we might learn or that we might try to [Rarn

WX 6

Liam: good atmosphere
While structure was an important aspect of the PPA programme, a supportive and inclusive
atmosphere, which promoted freedom and choice was also considered to play a key role in
ONBIGAYy3 | LRAAGAGS tSINYAYyI SEWENREEOS KIH i Qtx
L £A1S Fo2dzi Aldd L olayQi LINBAaAadzZNBRe 2N (2f R
relaxed atmospherat PPAtherefore meant that ceresearchers felthe goalof programmes
was having fun, with learning as a-psoduct of enjoynent and engagement with activities:
GL 1y26 6S oAttt KFE@S | flFdzAK GAYS 208SNIT L 1Yy
YR GKAy3a 6S fSINYyeE O0[ALYZ [ MmO

The positive atmosphere reported by-cesearchers also supportdleir sense of

belongingand inclusionPPA waseportedto beawelcomingspaced a YI 1S &2 dz FSSt
St 02YSs dzTtadey, S1)raparichlar, people at PPA played an important role in
making ceNB & S NOK S NA HRr&&fhmed Satis@vasviiere to dvglcome mieg
9 f t I they [stafffmade me feel welcome, sort of adopted us reaffiydohn, C1)Co-
researchers therefore trusted thateopleat PPA would b&ind and supportiveCo

researchers reported emulating this welcoming and inclusive atmosphere by actively
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supporting new members tteel welcomed d s KSY SOSNJ G KSNBEQa | ySg02YSNI L
GKSBQNBE ¢St02YSs L YI1S adNB L 3a0taDFSMNBAKRSEG KSY T2
¢ Ella, C1)Additionally, he inclusive and supportive atmosphere at RR&ant that ce

researchers felt that the focus of the programme vasswhat theycouldachieve, rather

than barriers and challenges to learning that they may experiencesiipmorted ce

researchers to be themselves and to focuseojoyment of the programmeas opposed to

their disability, as Tracey discussed in cycle one:

L OtyQi OKFy3IS gK2 L FYZ dGKFG L Y ReEatSEAO 2NJYS 0
WX BPupléPatch NIid L Oly NBfIFE | o62dzi G(KA& 06SOFdzaS Al AayC(
learning and having fun

The importance othe atmosphere at PPA was relatedth®e coresearcher§previous

negative experiences in placegoups anaf people(seesection4.3.4). John described the

FGY28LIKSNBE 2F LINBGA2dza LINPINI YYSa KS KIR |GG§SYRSF

KS RSOARSR y28 (2 NBGdNY a KS FStd GKS dY2aLKSH

him. This highlights the importance of a positive asphere on motivation to attend

programmes such as PPA in the ldagn.

4.3.2.3 Wellbeing
Attending PPA supported @esearcher@vellbeing 6 L G £ A Tia & 2cdoNd, @1JA NR G a dzLJ |
Coresearchers reported having fun at PPA, alongside feeling less stressed and more relaxed,
particularly in comparison to other programmes and learning environments such as school
lyR O2ftfS3S 6aLPuplSRafchc FIR,NCE). NBf F ESR | i
Coresearchers also agreed that the arts specifically played an important role in
supporting wellbeing at PPArts-basedactivities at PPAacilitated positive emotions, aided
escapism from the stressors of daily life, and suppodedesearchergo feel calm and less
stressedd AL FAYR ¢gKSy @2dz 32 GKSNBX &2ddomdly €SI @S @& 2d:
C1). Due to the time constraints of each cycleresearchers were not able to fully explore
the reasons why the arts supported their wellbeing yicle one. Caesearchers therefore
agreed to explore the relationship between the arts and wellbeing further in cycle two.
Peopleat PPAwvere also considered to play an important rolesiupporting the
wellbeingof coresearchers, through the development of meaningful relationships, support
networks and friendship@& L Kl @S YIRS &a2YS 3INBI GgTrabey,SYyRa |G tt!
C1) This is in contrast tthe co-NB a S | p@vioGseEp€riences of othefparticularly non

disabled peoplg which were oftemegative:
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Ella: | used to get bullied a lot
UROKYX RAR @2dzz 9fflFK LQY &A2NNE® ¢KIFGQa y20 @SN
Ella:tK | G Q ®urpseMatclis more relaxed for me

People at PPA therefore supported-bid5 & S NOKSNEQ ¢Sttt o0SAy3a o6& LIN
adzZLILIR2 NI A GPS SYy@ANRYYSYl 6KAOK g oblgs)ofipedgB& TNRY
PPAand potential negative impact of nedisabled people in the lives of ¢esearcherwill

be exploral further inthe sections below.

4.3.3 People atPurple Patclirts

Coresearchers discussed the impact of people at PPA on their experiences in programmes

and in their daily lives. Social engagement at PPA was considered as equally important to the
FOGAGAGASE G tt! o6& GKS t wbD dreaflydikeShattingihS R2 A Y
a2 OAl f¢leandC). Bis important to note that the PRG reflected on their social

experiences at PPA during a period of social isolation. The importance of PPA as a site for

social contact was particularly evident duritig pandemic, where social opportunities at

PPA were reduced dueto alack olilSE NE 2y RSt AGSNEB 042 S YAiaa KI @
Purple Patch & 2 Yy ¢ Lée2nBeCd. The following sections explore the roles of people at

PPA in the lives of the PRG.

4.3.3.1 Roles aPurple PatchArts

Coresearchers explored the impact of PPA staffludingprogramme leader (PL),

programme artist (PA), programme support (PS) and office staff (OS), parents and carers, and
other PPA participantsn their experiences. People were considered to be an important part
ofcoNB A S NOKSNBEQ SELISNASYOSas TFdzAf FAf6AY I NIy
outlines the roles identified by the PRG, a definition afsthrole and who was reported as

filling it.

Table6: Roles at PPA identified by the PRG

Role Role description Individuals who fill
this role
Leader People who organise, sep and/or lead sessions at | PL, PAPPA
PPA participants
Teacher People who help participants to learn nekings PL, PA

02F0SYy dzaSR aeyz2yevyzdzat

Supporter People who provide support to participants and/or | PA, PS, OBPA

parents at PPA participants
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Helper People who help participants and/or parents at PPA| PL, PA, PS, OS

(e.g.by explaining things or providing information)

Mentor People who provide advice, support and guidance tg PL, PA, PS

participants at PPA

Communicator People who keep participants, parents and carers | OS

informed about PPA

Recruiter Somebody who recruits new peoplejin PPA by OS PPA participants
telling others aboutita A G &+ & LINR Y I N| parents

*LJ- NI A ©rhundlthtB&ragot intéurple Patchor
we got to know abouPurple Patch¢ Janine C1).

Friend People who we like and have a close connection wit| PL, PA, PS, (FRA
at PPA participants
parents/carers
Family ¢ KS LIRUde®&elcW YAT &28Q 61 & di PL,PA PS, GRA
to describe anyone who is connected to RBAs S || participants

FILYAfe 6K2 OF NRLdain@Ql)i S| parents/carers

Discussed further in section 4.3.3.2.

Some of these roles, such as teachers and lessderNB f  §S (2 (GKS tt! RSt AODSNE
roles in programmes. Unsurprisingly -@searchers associated these roles with individuals

based ortheir job title and responsibilities, as Ella demonstrated:

9ffrY L (y26 FLNRINIYYS fSFHRSNF A& G(G(KS INRdzZLI £ SF RSN
UR:yeahso KSQa | f SFRSNJ Aa KSK
Ellazyeah a leader

Staff were also reported to fill arangefa dzLJLJ2 NI Ay 3 Q NRf Sax &adzOK |a KSf L
dzLILI2 NI SNX» ¢KSaS NRftSa LINPOARSR &adzLLl2 NI G2 LI NI AC
GKAY3Ias aKS GS8fttaxotbl | READNIMENGoRJsiberfichal (1J6 ND

AdzZLIL2 NI AY LINPINI YYSE O04GAT LQY dzladid loz2dzi &2 VYSik
right atPurple Patch y G KS RIFI&@Z AF LQY9OORYTRASAGNIMXBY H Kl $YSy
Chd® WCNASYRAQ YR WFlI YAfEQ -eSdderdwkiCheryf e (662 NRf S

Q)¢

assigned to everyone (office staff, delivery staff, parents, carerP&#participan)s
LYyiSNBadGAy3aftes GKS AYRADARdAzZ £ Qad 2FFAOAILIET NBES gAl
GKSaS wO2YLI yA2y NRfSaQ 6SAy3d FasPPAYSR (2 GKSY®D
participantsi 2 6S fFo6Sff SR I a FNRSyHEeves doffifestaff, i KS& | NB (K¢
including those in charge of the running of the organisation, were also considered as friends

and family. This indicates a lack of perceiveddrehy within the social structure of PPA
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(discussed further in section 2.3.3.8hePurple Patch Familyill be discussed furthen the

next section.

4.3.3.2 Purple Patchramily

¢ KS LieNplePatr AT 8 Qs WSEGSYRSR FlLYAfeaQ 2N wasSo
throughout the project to collectively refer to those connected to PPA, regardless of their
2FTAOALE LRAAGAZ2YD® LYRAGARIZHfa 6SNB O2yaAiARSN
previously attended or worked at PPA. -@rsearchers reported a sense of belonging

associated with being a part of tieurple Patcliamily, as Tracey describ@ucycle on® & 4 S

are belonging to something, we aRurple Patci¥ | Y A f-r@seabchdrsaliscusseddlvalues

FYR OKI NI} OlRBuMEBacFOX A2 € QPKE KEAS | NSY FIl YAfAFN
things in common, acceptancsupport and belonging and no perceived hierarchy. These
characteristics were identified as the reasons why people at PPA were so valgeahfy

GKS®@ FINB I WTFIYAfe@Qud 1 aa20AF0A2y 6AGK (KAA
important part ofthe coONBE & S NOKSNBQ &20AFf ARSSodial i ASad Ly
Identity Theory which suggeststhatahy RA @A Rdzl £ Q& &aSyasS 2F asSt¥ A
with a particular group, chNB 8 S| NOKSNBE RAa0dzaaSR ¢A0K LINARS

I R2LIGSR IyR SYdzZf  iSR o0& GKS 3INRAzZLIQ& Ay RA DA R
and their behavidzNJX» C2 NJ SEIl YLIX S ¢ NI OSeéPupk Raictizi 8 SR K2 6
TIYAteQ 0SKIFIOS (G261 NR& yS¢ 3IANRdzZLI YSYOSNHEY dao
GKS@QNB yS¢ | yR (SYthndlidoving gedtiorR il ifroduae $é four key
characteristicof the Purple Patcliamily outlined bythe PRG.

4.3.3.2.1 Familiarity and Consistency

Level of familiarity and the consistency of contact with others were considered to be

AYLERNIGFY G |awsSoda 27 atiRAWhilew@ddearchen @pottel S E LIS NA
enjoying meeting new people at their programmes, the group also discussed the benefits of
aSSAy3 GKS alry$S LS2LXS SOSNE ¢SS{U oaAlQa 3I22
a2YS2yS @&2dz Uohg @). Familiadgtpwak éither developed through consistent

contact with others, or in some cases it was-grasting. Indeedall but one ceresearcher

reported that they already knew someone who attended PPA prior to their attendance. This
AYRAGARdIZ t aSNBSR GKS NRfS 2 fwDidBiMNHak 6§ SN Yy
attending PPA. Cresearchers reported that prexisting familiarity with othePPA

participantshelped them to feel less nervous, and more confident to attend programmes in

the first instance. These individuals also suppdto-NBE & S NOKSNEQ GNIF yaAdaz
PPA participantsby making themfeed St O2YS 2y GKSANJ FANRG RIF&x |
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YR WNXB ONMzA G S NI 8organisatidtt amiPurplePatavikXx® 3K-SYSyar RS YS FSS¢
NEFfte ¢6St02YS 6KSY L FANRG 22AYySRED ¢CKAA ada3asSal
makingadults with learning disabilitiefeel comfortable, particularly in new environments.

Alongside familiarity, consistency of contact was also considered to be an important
I A LIS OGPupEPaficES YWt 8 Qd W2KYy RA&Z0dz2aSR GKS AYLENIIFyO!
O2y Gl OGx ARSYUGATFEAYI (KS W2y3I2Ay3Q yIGdNE 2F &a201
tt! Aa O2yahiRSNERvhén cothpdred to shedDS NI INKR DI YYSayY aLQR
fA1S I INRdzLI FLYAfE NBFIEf&E Fa LQOS &4FAR 0S8ST2NB=
@2dz R2y Qi 4SS (KS LIS2L) Sx o6dzi AdGQa +y 2y32Ay3a Tl Y
were importart for the development and maintenance of social relationships within each
group. Indeed, during the pandemic where contact with others was reducerksaarchers
described the desire to maintain regular and ongoing contact with their friends online

through PPA Zoom sessions:

UR:what made you want to carry on goingRurple Patcleven if it was on zoom in the
pandemic?

Ella:just to do a bit of connection with my friends

UR:mhm

Ella: | wanted to see my friends

This indicates thatonsistent contact with people at PPA was considered to be a valuable

part of the ceNB & S | Nadi&ll€&anBgexperiences

4.3.3.2.2 Things in Common
Having things in common with others at PPA was reported to be an important characteristic
2 T BuipEPatehT | Y Antl &f e learning community within PPRor example, having
an interest in the arts was considered to be an importanifyingcharacteristic othe Purple
Patchfamilyf & [ AF'Y RA&0dza&aSRY adzyf S&E2dz@NRRIZQWSH I2AA VLA AEA
R2Y @2dzQNB y20( 3F24aACH2¢Ryal 35 ORFAIBMIBEY I oAGK 2 &
writings on community of practice, which suggest that a shared interest (such as interest in
the arts) is a key component of a learning community.
Lived experience of disability was also considered to be an important shared
experience forcdNB 4 S| NOKSNARA® ¢ NI} OSeé NBLR2NISR GKS RSaANB o
indicating a preference for contact with other disabled people, as opposed talisatled
LIS2LX S 6aL R2y D62 ¥iHTERéey G)iTkis prafetehtly forfsdialising with

6¢ KNP dzZaK2dzii GKS LINRP2SOGI ¢NIOSe dzARBRAINKIS B N&RAG /K12 INYLE £ O
YSIYy 068 Wy2NXIfQ Aada LIS2LXE N GEKR> K/ B¢ QEIK I 2412 MR AW\ A NI IG A
to describe nordisabled people may be considered to be héuhto disabled people as it implies
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those who understand disabilityas often as a result of the w Dpfedious negative
experiences with nowlisabled people (discussed further in sectibB.4). Additionally, ce
researchers suggestetat havingshared experiencesf disability (regardless of diagnosis)
supporteda greater level of understanding from otheisabled people | & 9f f I RA & Odz
understand*participant @ X8 R2y Qi (1y296 6KIFIG KAa RAAFOAT A
dzy RSNRGF YR gKIG al YS KA Y e icdatstudy zhargfde (0 K NR dz3
suggests that social spaces where participantgel@ashared identity as disabled adults were
perceived as being more acceptjragd thereforeadults with learning disabilitiefelt more
confident to enter and be an active participant in thesggces This will be discussed further

in the following section.

4.3.3.2.3 Support,Acceptance and Belonging

PPA was viewed as a source of support feresearchers and parents. PPA staff and peers
provided support tdPPA participantwith programmerelated matters €.g.support with

learning) and personal matters, including bullying, financial, transport and housing
OKIFfftSy3aSas oSNBI@GSYSyid IyR FlIYAte AfctySaa o
ElgC1p { dzLLI2 NI G tt! OFy 68 RSAONAOGSR | 002 NRA
by House (1981): Emotional support (providing empathy, love and care), instrumental

support (providing practical services that directly support the individual), infoonati

support (providing advice and information) and appahisupport (providing feedback and
encouragement). For example, Tracey discussed receiving emotional support at PPA when

aKS O2yFARSR Ay aidl ¥FF | 02dzi |bpokE torgtafftmemberS Y6 S NJ
about it todayw XIfd kept my mouth shut and not toftstaff member, | would have been

f 230 ¢ A (&pInitdis cHs8, Yigving someone to discuss this challenging situation with
enabled Tracey to feel more emotionally supported. In contrast, PPA staff provided

instrumental support to Ella when she had difficulties with her transport:

Ella:we had a little incident with the taxi last week

UR:oh, did you?

Ella:yeah atPurple Patch

UR:right

Ellaii RARY QG GdzNYy dzlJx odzi fpadtrFF YSYOSNF 4l a 2y

GKFG RAA&lIOf SR LIS2 LI SFhelautdr naies BaIBiF terBiay We congideMedy'tb £ Q ©
be offensive when used in relation to disabled people. However, as this word was used-by a co
NE&SIFNOKSNJI AG KFra 0SSy NBGFAYSR® LG Aa 62NIK y2i
non-disabkd individuals, usually when relaying the negative experiences she has had with this

L2 Lddzf F GA2y® ¢CKSNBF2NBZ Ay (KA& O2yGSEGT Wy2N¥I fC
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LYF2NXYFGA2YyFE &adzZllll2NL ¢l & vYz2ad O2YyYz2yfé NBLRNISR
OFff dzZLlJ AT L ySSR ly@eidKAYyId 0wX6 a2 GKS NBaLrRyasS 7
appraisal support was most likely to be incorporated into programmes bysi#fAand other
PPA participants | & 9f f I & dz3 P@@elPatdtis gbad Soecausdittey Ra |
SyO02dzN} 3S YS (i ReopleMdh legrding disakilitieftanshave smaller social
circles than their peers withouwt learning disabilitand may therefore have limited access to
appropriate support networksT@aheri et al.2016). Indeed, Forrestav2 y Sa SiG £ Q&4 owHAnnco
study of the types of support received by 24@ults with learning disabilitie®vealed that
2yt @ wnwm>r 2F LI NI AOA LI yihad présShCstidyBfdgestsii@r Yy FARA Y I Q & dzL
through engagement witfPPAadults with learning disabilitie®rmed meaningful
connections and acces$s reliable support networks in times of challenge.
Choosingo support others was considered to be a key characteristic oPtmple
Patchfamily. Regardless of the type of support offered, staff were perceived as making the
active decision to suppoRPA participantand parentslin cycle oneJohn discussed his
experiences of receiving support with housing challenges, emphasising that while staff were

not required to support him with this challenge, they chose to do so anyway:

tKS2Q@S fogled 2FFSNBR FaidlFF YSYOSNF 2N padlFFF YSY
with, when | had issues at the hougeX(iBK S& Q@S | f 61 8a 2FFSNBRXI (KSe& gAff
GKSe R2y Qi KI @S G23x GKSe& R2yQil KIFI@S G2x GKIGQA GKS

It is worth considering that the importance of stafioosingo support, particularly with

matters that are not considered to be part of their role, may be amplified by the fact that

many individuals who ordinarily support participants are either paid or required to do so.

Previous research investigating the soaieiworks ofadults with learning disabilitiefund

GKFG GKS YIFI22NRGEe 2F LINIAOALIYyGaQ Oz2yial OGa 6SNB
Jones et al., 2006; Pockney, 2006). Evans and My(A@90) suggest an important distinction

0S06SSy FSStAy3d YOFRBR $0y23z0W0 H NERR WO NB Ra dz33Sa il a
whereby the individual doing the caring is filling a formal caring el & paid carer or

FlLYAf®@ OFNBNLP Ly O2yiNraidz o0SAy3a WOINBR [62dziQ A
categorised by choice, which may facilitate feelings of social inclusion (Evans & Murcott,

1990).By fostering an environment wheret®PA participant¥ SSt G KI G GKS& ' NBE WOIF NJ
& 2LJJ2 &SR (-esearhdrsNdh R sefse dlbebDngidgand acceptance within

their programmes and PPA as a whdlgis is in line with previous research investigating

inclusive learning environments, whichsuggé &8 GKIF G o6St2y3Ay3a Aa ald GKS
(Slee, 2019, p.917). @B 3 S| NOKSNBAQ SELISNA Sy OSaithzheir 6 St 2y 3ay3a

previous experiences of a lack of acceptance from otheaher learning contexts



Ella: | had &ardtime for people trying to accept me

UR:yeah

Traceybut at Purple Patch

Ella:it was really hard

Traceythey dl accept you, we are a family,Rurple Patctiamily
Ella:yeah

Feeling accepted by the community was crucial feresearchers to feel comfortable and
therefore fully engage witlthe learning programmeA lack of judgement from others in
particular enabled cdNB & S NOKSNE (2 0S5 0 KSVRAZINSS &2 (I &2 dyiRe=

there, you can play stuff on the drums, or whatever you warit8 G K SNB ¢ ®

4.3.3.2.4 No Perceived Hierarchy
Coresearchers considered themselves as equal to oBfeA participantand staff, indicating
a perceived lack of hierarchy within the organisation. Factors influencing this lack of hierarchy
included the frequency and type of contact betweleRA participantand staff. Ce
NBEaSFNDKSNE NBLR2NISR GKIFG 2FFAOS adl FF FNBI d:
adr FFF 2dzad O02YSa AyiG2 2dzNJ aSaaAiz2ya-EiXe 2dzad
CJ. Programme visits enabled office staff to get to know participants as individuals,
reinforcing a norhierarchical oganisational structure, as Janine discussed O& OFolS 2y SY
*officestaft g K2 O02YS Ayid2z OFYS AyG2 GKS 3INBdzLIA X
1y26 (GKS LIS2LX S X6 (y2¢ [o62dzf GKSY FyR (GKS@

Additionally, ceresearchers commented on ndrierarchical behaviours exhibited by
LINEINF YYS &0GFFFE adzOK Fa aAxdaAy3da gAGK LI NIAO
02YS | yR aAil o k&l ChAehdvidursihit Shaliérigénhé tiditional
KASNI NOKAOIf adNHzOGdzZNBa S6AGKAY +y 2NBELYAAlF GA
researchers, and therefore influenced wheth@rnot an individual was considered to @&
Wecessiblé JS NHdsgussed further in sectidh3.2.2.5.). The perceived lack of hierarchy
between participants, parents and staff also impacted the approachability of office and
LINEINI YYS 301 FF o0aLiQa y2G tA1S &2dQNB I2Ay3
Janing CJ and enabled staff to fulfil mnge of roles in the lives of participantghich were
not directly related to their professional roles at PPA, suctugporters, friends and family.

Pockney (2006) notes that the relationships betweglults with learning disabilities
FYR LI AR &dzLJLIR2 NI &dF FF | NB sidcathis3g/ationsRiBigmiotS R F NA
viewed as equal or reciprocal. In other words, wiRilRA participantsay consider staff to be
WFNASYRaQ> aidlFF Yire y2G t1F10St GdKAa NBtFGA2Y
y20S GKFG tt! adl TFPule BekciFit FAEIE DR I YRS ARISYSEHQ F2
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members of this group alongside participants and parents. This reciprocated label of being a

WFEFYATRQ NBAYTF2NDSE LI NGAOALIYGEQ AyGSANI GAZY 64

that, as with a biological family, different members have differenésand responsibilities.

4.3.3.3 Negative experiences with naffisabled people

Coresearchers identified acceptance of others as an important aspect of their group identity.
This is in contrast to the w Dpfedious negative experiences with others outside of PPA,
which were discussed throughout the research-r€gearchers described instances of

physical and emotional abuse, bullying, discrimination, lack of understanding and negative
attitudes, often involing their nondisabled peerse.g.peers in school and/or college) and
members of the public. For example, John and Tracey shscuexperiencing judgement

from others while out in their local community:

NBI-ffé:

Traceyy2 dz 3S0G | f20G 2F adlrNBa R2yQd &2dz YIGS
JohnwSf f X GKIGQa 6KIG ¢NIFOSe aleéasx odzi dnd R2y Qi
LQY y2i 020KSNBR NBlIffesx 2y0S L adkNI G2 awsSrisz L

Ella and Leanne discussed the perceived conflict between disabled arttisadided people,
indicating an awareness of the negative attitudes of others, particularly in relation to

inclusion in group settings:

Leanned2 Y Qi Xdzy RSNEGIFYR |y | NBdzYSyid o0SisSSy
URy2dz R2y Qi dzy RSNEGFYR Iy I NBdzYSyid o60SisSSy
Leanneyeah
UR:mhmm

Ella:why do they have this argument about disabilities for everybody, why then UR?

URYSI K= L GKAy]l GKFGQa | 322R ljdSadrzy 9fttl =

disabled people and people without disabilities?
EllawSt f = (KSe& aleé (dKSe& Oly o6SX
Leannewe should be able to go to all groups even if we have a disability or not

Non-disabled people were generally considered to have a lack of understanding and

awareness abouearning disabilitie® ¢ 4 KS LIS2 L)X S ¢K2 R2y Qi KI @S

1Y26 K263 KeLeanfel3NERla sharedhet desire for greater understanding
from others in order to tackle misconceptions about the differences between those with

learning disabilitiesind those withoutearning disabilities

9ffrY L glyld 20KSNI LIS2LXS (2 1y2¢6 6KFG AdQa

UR:yeah, you want other people to know
Ella: | do the same as other people

RA&L 0 A
Y K
GKIG b1
RAAI
fA1S8 6A
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People with learning disabilitid¢sNBE 2 F i Sy | ¢ NB GKIFIG 20KSN&R YI &
RAalFIOoOATAOASAaQ yH Sdiotahdietnér (2015)tsuggest that miscdnEeptioms m
aroundpeople with learning disabilitiesre widespread and negative interactions with

others, particularly strangers, are common. Indeed, in a survey of f86ple with learning

disabilities a third of participants reported that they worried about being bullied when

leaving their home and approximately 9 out of 10 participants stated that they had been

bullied or harassed in the previous year (Mencap, 2)19ncreasing understandiraf

learning disabilitiesvas therefore considered by @esearchers to be an important aspect of

tackling negtve attitudes, stereotyping and behaviours from others.

It is worth noting that while the majority of staff at PPA do not identify as disabled
and therefore may not have a direct understanding of disability, they were accepted by co
researchers as a trusted part of the PPA community. This may be due to tieel stadues
between staff and caesearchers, as discusspreviously.However, Leanne also notes that
GPurple Patclizy RSNE G yRa K2¢ KIFENR Al Aa a2 (KS& (y?2
suggests that despite a lack of lived experiences of disabilitysRiAvere considered as
knowledgeable and understanding abdearning disabiliy. Previous research suggests that
understanding and awarenes$ learning disabilit facilitates trust betweerpeople with
learning disabilitiesind nondisabled people (Howard et al., 2015). This may be due to the
fact that negative interactions with others (including bullying and stigma) are often related to
a lack of understanding and negative attitudes (Scior & Werner, 2015).

Stories of negtive interactions with othepeople were often shared to highlight the
contrast between theé w DsQc#al experiences at PPA versus the outside world, as Ella and

Tracey discussed:

Ella: | got picked on a lot abllege, at college and this boy *name* headbutted me on the
shoulder

UROK y2H ¢KIGQa y20i OSNE yAO0S

Ella:he came up and just head butted me right on the shoulder

UROK RSINE GKFGQa y2G 1{AYR Aa Al

Ella:no

UR:no, definitely not

TraceywS R2y Qi K| @Burplepachewe? G KI G | G

Elaan2 = G KIF G0 Q& ¢gMrplé Patchedelyljody is Iscowldaine

Similarly, Ella discussed the importance of staff support when responding to bullying, by
comparing hypothetical negative experiences at PPA to heilifeaxperiences of bullying at

school:

Ella:if | did get bullied, the staff are there, the purple staff are there
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URyeah i KI 4 Q& NX IKI

Ella:if | did get bullied

UR:yeah, and did you feel like, at school, did you feel like you could ta&rebody at school

when you got bullied Ella?

Ella:no, well I could talk to the behaviour team, | was frightened to go to the behaviour team o

about*namecdo dzu AY UKS SYR L RARXZ LQY 3JflR L RAR AY UKS ¢
CKA& O2YLI NRaz2y 0S PBShlncipan®@S §BRKE @2 2 BpeH dz@ & A RS 2 F
PatchNB A y T 2 RiD@ePatdtkKiSY Al 8 Qa3 Q O2NB QI f dzSa 2F adzll2 NIz |
04a¢ KSNBQa Buple BattcfERy/CY. Fhe brésent study therefore highlights the
importance of fostering a welcoming environment &atults with learning disabilities
particularly in spaces whedults with learning disabilitiesay have previously had
negative experience(g.learning environments).

Negative experiences with netisabled people resulted in eesearchers

SELSNASYOAY3I &a20Att Aaz2tliGAz2zy oaL dzaSR G2 1S8SLI 7
Y&s 2dzaicHIRCHY® #Pf6F Y2 2R 04L Q@S chdhRCIlandT S ¢ dzLla | YR
reducedseiS A 1 SE@Y OBt g1 @8 a4 R2A ¥AEIHCD.ESp@rierices af stigmid vy 3
and bullying also impacted B & S NODKSNA Q LISNOSLIiA2ya 2F (KSYasSt g
of havinga learning disabilityThis isn keepingwith previous research which suggests that
negative attitudes, discrimination and misconceptions around the capabilitiaduifs with
learning disabilitiegan have longerm negative consequences for disabled people, such as
lower psychological wellbeing (Ali et al., 2012), reduced opportunities for cheatkeljoer
Gunnink et al., 2021gnd social isolation (Mencap, 2049 However, it is interesting to note
that in the present study having learning disabilityvas viewed more or less negatively
depending on the context in which it was discussed. For example, Ella reported feeling bad

about havingalearning disabilitywhile discussing her experiences of bullying in cycle one:

Ella: | feel bad about me having a learning difficulty sometimes
UR:do you?

Ella:yeah

UR:ah, why do you feel bad about it Ella?

Ella:because people look, stare at me when | go out

| 26 SOSNE Ay GKS F2ft2¢gAy3 NBASINOK aSaarzy Ay Oec
towards that of acceptance while discussing people at PPA.
9ttt Y LQ@®S 320 | tSINYAYy3I RAFFAOdzZ Ged LQBS 3I20 | £ &

UR:mhm Yeah
Ellacay R L OFy Qi OKFy3aS (KIFIG ox8 L FSSt 21 Foz2dzi oKL

9f f I Qa vy SoHeaihihgdiBabiliizs$ay e considered as an example of séijma,

wherebypeople with learning disabilitigaternalise the negative attitudes and judgements
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of others (Ali et al., 2012). Safigmamay be considered as an example of psyehwtional
disablism anatan lead to negative perceptions of oneself, alongside lowest¢fem,

reduced aspirations and reduced quality of life (Ali et al., 2015; Paterson et al., 90iL%).I Q a
experiences with sefftigma appear to be related to her encounters with bullies at school.

2 KSy NBTESOUGAYI 2y KSNI SELISNASYyOSa +Fid tt! 9f
she did not report any instances of sstigma. Previous reseen suggests that the negative
impact of seHstigma can be reduced by stigmatised communities filling meaningful roles in
society, such as being a member of a group (Dagnan & Sandhu, 1999). Additionally,
involvement in services that promote empowerment niaglp to reduce selftigma

(Corrigan & Calabrese, 2005). The present study suggests that active involveinehtsive
learningprogrammes such as PPA, which seek to emp@adalts with learning disabilities

may support participants to internalise positive views of themselves and therefore begin to
counteract the impact of stigma and negative experiences with otherseSsarchers also

used their attendance at groups and programmes to challéhgenegative perceptions of
others. For example, Ella skedrher belief that her attendance at PPA proved that those who

bullied her were wrong about her capabilities:

ElatKkAa 3IANI FYlFYSF alFAR L 62yQGX L 6SNByQil Fof
URWSE X 4SS 1y26 GKIFIGQa y2aG GNHSH
Ella:no, | proved her wrong by coming Rurple Patch

The present studyherefore suggests that attendance at PPA supported positiveiselfe

and empowered caesearchers to selidvocate and actively challenge the negative

perceptions of others.

4.4 Rdlections andrecommendationdrom cycle one

One of the most important aspects of PAR is reflection (Joh&safalmsley2003. Indeed,

wW20SNI a2y O6HNNonNBOX RS &R QPNRBRTR2YCI RFY 1KS Wi KNE S
Reflection took many forms throughout the project.-@searchers were encouraged to

reflect on their experiences at PPA (and at times, outsideR¥ throughout the project.

Additionally, both the caesearchers and the UR reflected on the research process alongside

their own engagement and experiences with the project asaechersRobertson (2000)

notes that reflection is a constant process throughout PAR, and this was certainly true of the
present study. However, the end of each cycle also provided an opportunity for focused

reflection on the research from that cycle, alongside the identificatibrecommendations

from the research. Recommendations from cycle one mostly concerned the ways in which
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recruitment and initial attendance at PPA could be supported more effectively through

inclusive advertising and a buddy system.

4.4.1 Inclusiveadvertising
Through reflection on their experiences of joining PPA, alongside their perceptions of what
they thought PPA would be like prior to joining;@esearchers highlighted the need for more
inclusiveand transparent R@SNIi A & A y 3 2-fesearchér<baliev@ MDA OS & / 2
advertising materialse(g. aflyer advertising PPA) were not necessarily aimed at potential
participants, but rather at the parents/carers of participani&is resulted in coesearchers
feeling unsure as to what to expect at PR&lditiord: f f 8 > aAy O0OS (KS twbDQa LISNDSI
learning environments were often based on negative previous experiencessearchers
initially reported feeling scared and anxioggarding attenéhg PPA Idwas very scared at
FANRGS L RARY QU Pupk Patchd MNEgErade Clhilke ¥t is impodtahtdzi
for parents and carers to be aware of the service PPA provides so that they may support
potential participants to make decisiegoncerning their involvement, egsearchers
expressed a desire folhe creation of additional materials that were specifically designed for
prospectiveparticipants.This was also important taddress any misconceptions or concerns
participantsmay have around the learning environment.

Suggestions for alternative materials included a video introduction to PPA, featuring
current participants discussing their experiences. Videere considered to bemore
accessible way of sharing information thanesmsy readeaflet. The group revisited the idea

of a video in cycle two, when providing feedback oreasy readeaflet designed by PPA:

URs2X AYIF3IAYS @2dzQNB I vy BuplelBEdEy2RY @20 Gl yWiSHD SING 03525 vi 7
before, do you think it would be better to get a leaflet like this one, or a video?

LeanneMdeo

Ella:video

UR:avideo, mhm, and why do we think that?

Ella:because it explains what it is and what we do

UR:mhm, and what makes a video better than a leaflet?

Elam2 NB Of SI NJ I yR Sl &ae& (2 dzzyRSNRGFIYR OX86 AT az2vSz2yS$S
other people with disabilities

UR:they might find the video easi@

Ella:yeah

4.4.2 Buddy system

All caresearchers reported feeling nervous prior to startPigrple Patch

Ella: I remember what | feel like, | know what | felt like bef@ueple Patch
UR:how did you feel, Ea?
Ella:alittle bit nervous
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Nerves were often related to trying something new, meeting new people (particularly after

prior negative experiences with people), and not knowing what PPA would b®likieg

cycle one, caesearchersigggestedhat knowing somebody who already attends a

programme enabled them to feel more confident to attend themselves. Indeed, all members

of the PRG knew at leastoperson & tt ! LINA2NJ 42 | GGSYRAy3Id ¢K
researchers with information concerning the nature of the PPA programme, including

information about the content, accessibility and staff, as Ella discussed irtloyaze

9fflY LQR KSIFINR FLINLGAOALIVYGF GFE1TAY3 Fo2dzi Al
group*, | heard *participant* talking about it [PPA]

UR: ok, you heard him taking about it, and what kind of things was he sayingRuplg

Patcl?

Ella:how he really enjoys it!

UR:mhm, yep, and did the

Elacay R KS &l AR KSI (G(KS@QNX FNASyRfe& adlrF¥F
UR:right ok, so he told you that he really enjoyed it and that the staff were really friendly
Ella:and caring

UR:and caring as well okieah and did e tell you anything about kinds of activities they do at
Purple Patch

Ella:yeah

Thesendividuals also provided practical, emotional and social support to new participants
upon their arrival at their PPA programie 6 S O2 Y A y 3. Céteseaiched® NlleGddh Q
on the value of these individuals during their first few weeks of attendance at PPA, noting
OKFG adzLIl2NISNER KSELISR GKSY (2 aSadtS Ay FyR
St 02YS 6KSycHIa, GB)NRG 22AYySRE

Based on these experiences;@searchers recommended formalising this process of
peer support through a buddy scheme, whereby new participants are matched 1o pre
existing group member&oresearchers shared their idea for a buddy scheme during the
feedback session for cycle one. PPA began developing buddy training, with support and
feedback from the PRG, in January 2022. The first cohort of PPA buddies completed their
buddy training inn September 2022The scheme is still ongoirand PPA buddy traingnis

now publicly available for free use by other organisations.
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5 CycleTwo - Arts and Variety

5.1 Planning

5.1.1 Research Questions
In cycle twgco-researchers chose to explore arts and variety at PPA. Arts and vadety w
RSAONAROSR 08 (GKS twD I & aadicénSernBditie st diBayidd ( KAy 3Ia ¢S
arts-based and themed activities to support engagement Wéthrning The planning stage of
cycle two consisted of two oRleour meetings for each group. In these initial meetings the
IANRdzLJA Sy3F3aISR gAGK LINBOA2dza f AGSNI GdzZNB NBf | GAy3
al., 2019; Hall, 2012 asy readersions of thisiferature were created by the UR and shared
with the group via Zoom. The UR supported the PRG to discuss the aims, methods and
findings of each paper, with the goal of increasinge¢beNBS & S I NaDl&SaNdEnQ of
previousPARhat exploresthe impact of the artfarts-based activities and programmes for
people with learning disabilities
Coresearchers were supported to select research questions via the process outlined
in section 4.2.1.1When selecting research questions, the group also considered the findings
and remaining questions identified in the review phase of cycle one. For exaiupieg
cycle one, theyroup discussed the impact of the arts on their experiences at PPA, attributing
GKS | O0SaaroAtAde yR Sye22eyYSyid 2F tSIENYyAy3a | OlGAc
0S AYyyYylLFiSte WwWAaLISOAI f s, sugh adspoftlal siudectPpgrceired to2 G K SNJ | O A
0S Wi NI RA (A 2y .métHs 8r Ehglish).RABIiM sh© RPRG@greed that the arts were
an important part of their experiences and learning at PPA, the specific aspects of what made
the arts a successful avenue fdrLhad not yet been identified by the grou@oresearchers
therefore chose to explore this concept further in cycle two. Four research questions were

selectedby the PR@s the focus of cycle two:

RQ1:What, if anything, is special about the arts?

RQ2: Do the arts &PAhelp us to learn™ so, how?

RQ3: How does engaging with the arts makéee$?

RQ4:What are our favourite and least favourite things to ddP&”

5.1.2 Choosingnethods

As in cycle onghe methods for cycle two were chosen collaboratively by the PRG, through a
series of group discussions. The PRG first discussed methods tHa¢draused in previous
literature exploring the artdbased experiences afdults with learning disabilitiesncluding

20aSNBL A2y YR AYGSNBASsa 61 FEtS wamuo | yR

O
pd
&
c
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experiences visually, such as through photograghsgwingand collage (Aldridge, 2007;
Richards et al., 2019).

To address research question omeh@t, if anything, is special about the arts@y
researchers chose to create an artistic respofesg.creating a poster, collage or drawing
line with draw, write tell approachegngel et al., 2016 Arts-basedmethods were deemed
to be appropriate as creative methods provided gesearchers with the freedom to express
their views and feelings via accessible mediuvikile this activity was designed to address
research question onéhe integration of the arts throughout PPA programmes meant that
co-researcher&esponses also provided some useful insights for research questionsliowo (
the arts atPurple Patchhelp us to learn?and three fiow does engaging with the arts make
us feel?) Alongside her artistic responsEracey chose to write a stdiselfinterview outside
of research sessions about her experiences with the arts and variety at PPA. Additionally,
Johnchosenot to create an artistic responsmsteaddiscussg his perspectives on the arts
at PPA duringesearchsessions.

To addressesearch questions two, three and fqtine PRG chose to create a
guestionnaire to document their learning experiences with the ansludinghow
engagement with the arts made them feel and their favourite and least favourite aspects of
the PPAprogramme(see figure 17)An accessible questionnaire was created in order to track
the coresearcher&experiences with the arts over a fiweeek period (the remaining number
of weeks before the end of the term). This allowedresearchers to reflect on their
experiences in five differentirtual PPA sessions, each with their own topic and activities. The
guestionnaire was created collaboratively in planning session two and was organised into
three main sections. Section one directly addezbesearch question four, by collecting
information about the session theme and encouraginge&searchers to reflect on their
favourite and least favourite parts of the day. Section two of the survey cagtnfermation
about the activities in each PPA session, alongsidethewfelt during each activity using

emojis:

UR:how do you think we can measure how we feel?
Traceyyeah, pictures! Pictures and we could circle it
URIKF G§Q& I aANBFG ARSEF ¢NIFOSezr L GKAYy]l GKFGQ&A o1
John:yeahyou could have the

Janine:emoticons

UR:yeah

John: those bubbles, you know those yellow ones
UR:emojis?

John:emojisyealz. 6 S Q@S dzaSR GKSY

(@]}
w»
_H
N
Z
&
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Section three captured approaches to learning at PPA, including what was learned and how it
was learned. The survey was designed to facilitate varied types of responses. For example,
large answer boxes enabled-ocesearchers to write or draw their resporsalepending on

their needs and preferences.

How I felt
=

rche ar draw yaur vy

e

Date

Today's topic:

My favourite part of today's session was:

TR DE

Did you learn something new today?

Yes Mo Mot sure

If Yes, what did you learn?

My least favourite part of today's session was:

How did you leam?
I you get steck you can use the activity emojis to help youl)

Figurel7: Arts and variety questionnaire designed by the PRG

5.2 Action

5.2.1 Procedure

Research sessioirscycletwo took place fortnightly and lasted approximately one hour.
Table7 provides an overview of the content addressed in each sessioyctétwo, including
which caresearchers were present. @esearchers completed their arts and variety
questionnaires in their own timélherefore a large proportion of the action phaseciycle
two took place outside of research sessions. Thisigek period of data collection is
included intable7 & WLYRSLISYRSYy(G | OGA2Yy LISNA2RQ®
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Table7: Outline of research sessions undertakenyicletwo

Session Type Coresearchers involved Session content

Planning 1, group 1| Ella, Leanne, John, Charlie, J Looking at previous literature (Richards

UR et al., 2019; Hall, 2012nd

Planning 1, group 2| Sam, Janine, John, Liam, brainstorming research questions.
Tracey, UR

Planning 2, group 1| Leanne, Ella, UR Arts and identity discussion. Planning

Planning 2, group 2| Sam, Janine, Tracey, John, J activities 1 feedback session with PPA
Charlie, UR staff. Choosing method, creating

guestionnaire

Feedback session | Ella, Leanne, Tracey, John, | Research feedback session with PPA
Liam, UR, PPA office staff staff
Action 1, group 1 | Tracey, John, Charlie, Jo, EIl{ 2 K 1 Q& aLISOALFf | o

Leanne, UR

Action 1, group 2 | Sam, Janine, Liam, UR

Independent action| All coresearchers Completing questionnaires
period independently

(five weeks)

Review 1, group 1 | Ella, Tracey, Leanne, UR Analysis of artistic responses.

Review 1, group 2 | Tracey, Liam, John, Sam,

Janine,

Review 2, group 1 | Leanne, Ella, Tracey, UR Analysis of artistic responses (creating

Review 2, group 2 | John, Tracey, Sam, Janine, | theme map)

Charlie, Jo, UR

Review 3, group 1 | Ella, UR Checking and naming themes

Review 3, group 2 | Tracey, John, UR

5.2.1.1 Planningsession one

In the first planning session, the PRG were sheasy readsersions of relevant previous

literature selected by the URRIichards et al., 2019; Hall, 2012). Chosen literatwrelved

adults with learning disabilitiesitilised artsbased methods andere linked to the theme of

Wi NI a | yeR.papdrsNdveStinatigy thé impact of engagement with the arts). Co
researchers discussed the strengths and limitations of this literature, alongside the suitability

of the chosen methods. @esearchers incorporated the knowledge and experience

developed ircycleone into these discussions, demonstrating increased understanding of
research terminology, methodologies and the application of research in the real world. For
exaY L S 9t fl RSY2YA(dNIr SR KSNJ dzyRSNR G YRAY 3

NY
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introduced to the group irtycleone) by drawing on an example of observation from her life

outside of the project while discussing potential methodsyuletwo:

UR:the researcher watched each programme, so they went to go and visit, and they wrote
down all the things they noticed in their research diary, and we talked about how this was
called observation

Ella:observation

UR:observationyeah so when we go, and we watch

EllatK I § Q& F 0A3 62NR

UR:it is a big word Ba, yeah it is almost a smaller word though

Ella:oh yeah | remember, | remember, Ofsted coming to watch my tutors teach

URyeatH ¢ KI (i Qa | NBIFIffte 322R SEIFYLIS 2F 20aSNBLFGAZ2Y 9
the word observe in it

Ella:oh, thank you!

After discussing previous literature relating to the theme;researchers brainstormed
questionsconcerningthe arts and variety at PPA that they were interested in addressing in
cycletwo. Research questions were finalideyl discussing which questiotiee PRG
considered to be modmportant/interesting using the approach outlined in section 4.2.1.1
Methods to answer these questions were selected through group discu@smpiy

discussing which methods would be best suited to answer the questions and mhbtbbds
were most accessibl® the members of the PRGIhe group discussed each research
question in turn, and with support from the UR, considered which methods would be most
appropriate for the present studytheURsupported this process gsking ceresearchers
prompt questions to aid their decision making, providing suggestions or options for the PRG
to choose from€.g.do you think we should interview someone or do a drawing to share

what we think?) and encouraging the group to share their ideas.

5.2.1.2 Planning session two

The first half of planningession two was used to design a feedback session for PPA staff. PPA

staff did not attend research meetingerefore the feedback sessions provided an

2L NI dzyAGie F2NJ GKS twD (G2 aKEFENB GKSANI NBaSHNDK L
wanted to show the officesfF ¥ 0 SOl dzaS (KSe R2y Qi gH&a (2 4SS gKI
C2. An important aspect of PAR is action and social ché®gjerjger, 1997).hErefore,

sharing the research findings alongside recommendations for future developme®/anas

an important stage of the project. @esearchers chose to share the outcomesydtleone

via a video, as this was deemed to be a clear and accessible way to share the findings of

research with others. The video was created by the UR using PowToon and shared with the

PRG to checkdit via the Facebook group. The finished video was played for PPA staff over

Zoom.
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In the final part of planning session two, the PR&m@ated a questionnaire, which
was designed to support eesearchers taeflect on their experiences at PPA in relation to
research questions two, three and four. The questionnaire was designed using Canva. The UR
dza SR (G KS WwWaKl NB &aONES yeReafEhmg oild cdnfiibugeyfo the2 2 ¥ & 2
creation of the survey ireal time €.g.by suggesting questions, layout, or general design

ideasthat the UR tlen implemented; see extract from planning session two below).

UR:do we have any ideas of what questions we can have on our form?
Ella:why did you enjoy doing volcanfthe themd

URyealx GKIFGQ& | 3A22R GKAy3Isx a2 akKhff ¢S alexzr 48
and what did we like the least?

Ella:yeah

Leanneyeah

The group chose to include emaojis to record Hwivitiesundertaken in each PPA session

and theiremotional response to thesactivities Coresearchers were asked to post emojis

that they felt represented the most commatctivitiesat PPA, alongside emaojis to represent

a scale of emotions on the PRG Facebook group. Emojis included in the questionnaire were
then selected by the group from those that were posted on the Facebook group. Higure
demonstrates the collaborative process of choosing emojis via the Facebook group. Here
Tracey identifies a missing activity (using sign language), wiaislater added to the

guestionnaire.

elissa Leedsuniversity created a poll.
Admin - 18 February 2021 - @&

Hi Team,
Here's the emojis we've come up with for the things we do:

iy - drama

4 o - art/ drawing

& - games

1 - music

k. - dancing/movement
- writing

& - reading/storytelling
= - break/lunch

tracey (N

Melissa Leedsuniversity we use bsl too

Figurel8: Tracey suggests including an emoji for sign language in the questionnaire via the PRG Facebook
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Chosen activity emaojis represented games, dancing/movement, social breaks, writing,
signing, art/drawing, acting, music and reading. Emotion was measured -goiatscale,

from very happy (represented by the purple heart) to very sad (crying emojiesearchers
were also provided with a blank emoji which they could draw on to represent their emotional
response if they felt that the options provided did not capture how they were feeling. A key
was created and circulated to each-azsearcher in the postalongside five paper copies of

the questionnaire for them to complete as soon as possible after their PPA programme.

5.2.1.3 Action session one
At the start of the action phase, aesearchers completed a brainstorm activity about what
O2 y a il A G dzi &giexdihplés 8f diffelehiadtiGitie®which may be referred to
O2ft SOGA@GSte a WIKS | NI aaedne ihdcsted dtBdmé A 2 ya oA G K
coNBaSI NODKSNE YI & KIFIgS YAaAYGSNILINBGSR GKS YSIyAy3
creation ofvisualartwork. The purpose of this discussion was therefore to ensure that the
group were considering the range of creataivitiesthat may be included under the
dzYo NBf t I 2F WGiKS FINL&AQYX 60SF2NB SELX 2NAYy3I 6KFGZ AT
theseactivities This example highlights the different perspectives with whichesearchers
approached the theme of artsnd variety and emphasises the need for clear and thorough
discussions and explanations about key terms and topics. The PRG shared a variety of
activitiesthat they perceived to be examples of the arts, including music, drama, drawing
paintingandusing your imagination.
During the first action sessions, sixmesearchers created artistic responses to the
jdzSadAz2y WgKFG OAF | yeBUK Adg@INYy R &l KALASNI ANK & S FoNdlidi - i2Kd
creative resources they had available to them at homeg.¢coloured pens and pencils)oC
researchers created their artistic responses while discussing their views on a set of prompts
Prompts wereadesigned to facilitate conversations around the spedjtialities of the arts
GKFG YFRS AdG WALISOAL f Cactividedaloyfiggidethe suifabiy2oMhel NRA a2y G 2

arts as a vessel fdulLexperiencesThese were as follows:

Are the arts special? And if so, why do we think they are special?
Are the arts different to otheactivities?

Why do you think thaPPAuses the arts in theicLLprogrammes?

= =4 =4 =2

ImaginePPAwithout the artsq what it would be like if we took the arts away? What

would be left?
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The creative formabf this taskallowed ceresearchers to express their experiences and

responses to these questions in varied wthet suited their preferences and needghese

included written words, drawings, colouring and symbalshn siggestedhat this approach

to data collection was more accessible teresearchers with varied communication needsL

think the visual pictures show it easier, more accessible thagdsdh G Ay 3 A0 R2 gy A 2
f20 27F LIS2LX S3 (CR)Boniekdeseardherd cBase t@depichad éverview of

their LISNELISOGA@Sa 2y GKS ljdzr t AGASa 2F GKS | NIa

whose vibrant artwork includes multipldeasand perspectives on her artsgased

experiences at PP@&ee figure 19).

Figurel9y ¢ NJ O0S&Qa I NIA&AGAO NBaLkRyasS G2 GKS |jdSadAazys oKL

Tracey took inspiration from book covers when creating this piece of artwork and also wrote an accompanying
story. Hedrawingincludes statements about the arts and her experiences withbasgdactivitieswhich
highlight the aspects of the arts that she considers to be most important at PPA.

Sam (supported by Janine) took a diagrammatic approach to map out the key qualities of the
arts that were special to her, focusing on the central idea that the arts promote fre€deen
figure 20)
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Figure20Y { Y IyR WIyAySQa I NIAadAO NBalLleyas$S (2 GKS ljdSadrzys
{FY YR WIHYyAYySQa RAIFINIY KAIKEAITKGAE p 188 FSIHiddzNBa 2F (GKS
expressionadaptationand celebration.

In contrast, Ella chose to focus on a single aspect of her experience with the arts, which she

described as being particularly special and important to(eee figure 2 9t £ | Qa | NI ¢ 2 NJ
depicts two characters whrepresent her experiences of imagination and dytsed sensory

storytelling both within PPA programmes and in her daily life.

9 K
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igure2ly 9f f I Q& I NIA&AGAO NBaLkRyasS G2 (GKS ljdSaidrzysr KOG 6
9fflIQa RNIgAYyI 2F (62 2F KSNI FI B2dzNAGS OKF N} OGSNE 6t AL
use of imagination, sensory storytelling and fictional play to support her wellbeing.

Alongside her artistic response, Tracey chose to write a story about her experiences with the

arts and variety at PPA in her own tindgdditionally, John opted to share his views verbally

by contributing to group discussions, as opposed to creating a physical artistic piece.

/ 2YLIX SGSR LRAGSNE FyR ¢NI}OSeQa adagoNkE gSNB ak

researchers to see and respond to.

5.2.1.4 Independentaction phase

Coresearchers completed their arts and variety questionnaires during an independent action
phase which lasted five week4\ total of 16 questionnaires were completed by five co
researchers during this independent action period. Completed questionnaires were
photographed by ceesearchers and sent to the UR via email. Once all the completed
guestionnaires had beereceived, the UR compiled the data into a presentation, which the

group discussed during review session two.

5.3 Review

5.3.1 Analysis

The review phase aycletwo took place over three onbour meetings per group. As aycle

one, anadaptive form of thematic analysis was used to analysedtite. Coresearchers

GSNBE aSyid LIKeaAolt Dredppnsed {27 IAAGKS 200N SONTBIQ alF N

variety story in the post. In review session one -m@searchers familiarised themselves with
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SIFOK 2GKSNR&a ¢2N)] |yR ARSYGATASR GKS TSI GdNBa
they felt were most important or interesting. The UR wrote down recurring ideas onifpost
notes, which served as initial codes.-@gearchers played a more agtirole in the
formation of themes ircycletwo than in the previousycle demonstrating the development
of their research skills and increased understanding of the process of adaptive thematic
analysis. Ircycleone, the UR grouped initial codes into thes and the PRG checked these
through a cutting and sorting exercise. Howevergyoletwo, themes were formed
collaboratively over the course of review sessions two and three. The UR combined the post
it notes from both groups and read out each one in turn-r€searchers discussed which
codes should be grouped together based on whether tbhntent was considered to be
related or unrelated. Similar codes were grouped together to form themes. Due to the online
setting of the research, a visual map of thélsemes was created by organising pdtshotes
602RSa0 Ayid2 3INER dzLJA(fighrg 22)iTKeSUR Isupidiied gasdarcherdtg %42 2 Y
generate this theme map by providing options for the placement of {itasbtes on the wall,
for example by indicating two or three locatimgrouping options and asking the group to
choose which one they felt was most appropriate. Additionally, physical space between post
it notes was used to indicate connections between codeg.post-it notes arranged in close

proximity to each otherrepresented a close connection between ideamcepts).

Figure22Y ¢KS twDQ& GKSYS YI LI F2NJ WI NGa | y g NASGeQ

Pink postit notes are codes identified by groapeand orange posit hotes are codes identified by grotweo.

Finally, in review session three,-oesearchers reflected on and refined the content of each

theme. While there was a high level of agreement between the two groups with regards to

27T
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how codes were organised, any codes that the groups had categorised differently or were
unsure about were discussed further in this session. For example, during review session two,
020K 3INRdzIA 6SNB dzyadsaNB s KAOK (i K&atcdssibillyS o2 NR
was considered to a be a core underlying feature of PPAesmarchers initially put this code
in the middle of the theme map to indicate its connection to all arts and variety themes.
However, further discussions in review sesdiuree revealed that ceresearchers had
identified different types of accessibility that related to each theme in different ways.
Therefore, rather than considering accessibility as one individual coedesearchers
discussed the different facets of accessipiind how these were connected to each of the
identified themes. Tracey and John discussed how accessibility can relate to ptindties

feelings and even people:

UR:so, if we say something is accessible, what do we rlean

John:itQ gositive andtQ there to be used, um like a train, accessible or a bus is available for us
to use

UR:yeah so it might mean that everybody can use it?

John:yeah

Traceyit can go underneath independent

UR:what have we got, independent

Traceythree

UR:groupthree, yeah so, do we think, can a person be accessible?

John:oh, it depends on the person

UR:or is it, can a place that be accessible or not accessible

Traceythe place and the person

UR:mhm, so it might be thatwhat does araccessible place look like, or what might it be like
John:ili @asy to access, you can access it and come and go as you please

UR:rightyeah that makes sense

John:which is really not accessible at the moment

UR:rightyeah soit@y 2 i | OO0S&aaAoftS F2N) é2dz i GKS Y2YSyi
and go as you plea8e

John:no, no

UR:so, what about an accessible person, what does that look like, or what are they like?
John:usually easy going

UR:mhm, yeah

John:and can adapt

UR:0k, so what do you think Tracey, what do you think an accessible person is like?
Traceyill Qahn

UR: *laughs*

CKA& NBadzZ 6SR Ay GKS AyAdAlf O2RS WK OOS&aaAoha
sub-codes: arts and accessibility, accessible people and accessibility and positive meaning.
l'RRAGAZ2Y I ffés GKAA RAA&OdzA A &ided that peapleicdul8 bel wQa ¥
accessible. Indeed, in the extract above, the UR questions whether or not people can be

described as accessible. As a fwtlisabled adult, the UR had never considered the concept of

WL 00SaaArotsS LIS2LI SQ ayipact e accessiilBy2ofSpasey &l JA R dzl §

activities Therefore, tis discussion highlights the importance of the involvemeradfits
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with learning disabilitiegn research, so that the experiences of disabled people are captured
fully. Based on these discussipisk S t wD OK2aS (2 Ay@SaidAialrisS wrOO0Sa
cyclethree.
After refining each theme, eesearchers named and wrote descriptions for each.
For example, the extract below demonstrates the collaborative process of naming the
WWISNAR2Y T Salol LSaQ dKSYSo

Traceythe thing is imagination and on your own little world

UR:mhm

Traceybeing creative, all similar

UR:yeah

Traceyso, what can we say about thiskin?

JohnwSt X GKSE@BQNB F+ff GKAy3Ia (G2 R2 gAGK LISNER2YLFT (KA

UR:mm

JohntK I 1 Qa LISNBR2y Lt AayQid Al

UR:mhm

John:personal escapes

URpSNB2Yy It SaolOl LSas (KFiQa I 3I22R ARSI

TraceybNA f f Al yi>X aSS L QtfendoNEshglihgme KSf LI W2Ky | yR

lf2y3aARS (KS twDQa O2fftlF02NrdA@BS Fylfeara 2F (GKS
own analysis of the transcripts from cycle two. This identified additional theme¥earning
with, from and throughthé¢ NJi & Q0 | Y R 2-if 8 S YORredsHipfagdy | £ & dzo
aOKASOPSYBYaQdza a SR | &Beiglardsdarir@gyR diDOP» G KSYS W

Questionnaire responses were collated by the UR and data were presented back to
the PRG via a PowerPoint presentatiData werepresented via pie charts, which provided a
visualrepresentationof the results of the questionnaire. The UR also used this as an
opportunity to discuss the different ways in which data can be shared after it has been
collected (using pie charts as an example; see figBe® ¢ K S whaNd® youlhinkave
KIdS fSIENYSR o0& R2AYy3 (iKevded sehsumbvati ikitatéy + ANBaKé g1 a
discussion about the findings from this reflective exerd®aring these discussios, co
researches acknowledged that this method of collecting data about the emotional responses
of Purple Patchparticipants, and therefore the results presented, were limited to the
YSYOSNER 2F (GKS twD 0daL R2yRuiplePaytE 6 YE ORNESYFREE St aS¢
Ella, C2). Duringycletwo Covid19 restrictions meant that PPgperatedonline and
therefore coresearchers were not able to ask their peers to complete the questionnaire (as
was suggested during the planning stageyfle(i 6 2y dza 02 dzf R a1 X 6KI G4 Q& @& 2 dzNJ
thing that you learn aPurple PatcK 2 KI & R2 @& 2 dz NBd, €2). Bowbvgreag @ R2 Ay IAKE

coresearchers filled a dual role in this project researchers andP Aparticipants,co-
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researchers determined that th questionnaire could be used by the group as a tool for self
reflection to understand their own emotional engagement with the arts at PPA.

The following sectiomill discuss the themes that were identified through the co
NEaSFNOKSNEQ lojdeli p@aCANRGEBRASAWAKS | NIa |
the types of artsbasedactivitiesdiscussed by coesearchers iycletwo. Fiveadditional
themes were identified by the PRG through adapted thematic anaysi®ne theme was
ARSYUGATASR 0 &Descipfions ofweich of thgsk thamasiwdtien by the PRG are

included below in quotation marks:

1. Wt 2aA0A0S aSlIyAy3aQ RA&AOdzaasSa alftt GKS 322

G

t

including our emotional responses to the arts, as identified in thédld®a S+ NOK S NE&E Q

guestionnaire responses.

2. Wt SNE2YIf 9a0ILI8aQ SELX 2NBa K26 aGiKS |

(see sectiorB.5.2.2for details about this process). This theme concerns the

relationship between the arts and learning at PPA.

4, ENBSR2Y | ¢ofcernskhd ¢os8aitherSS ELISNA Sy 0Sa 2F & NE A
AYRSLISYRSy(x (2 3INBg yR (G2 62N)] 2y @&2dzNJ
o2y

5. WoljdzZ t Ade FyR LyOfdzAA2YQ ALISOAFAOIt &
accessibility at PRASubthemes explain the qualities and features of the arts which
support equality and inclusion at PPA.

6. ThefinalthemeW. SAy 3 0| y Reonsifiets bhi rgla@ionship dete@en the
FNIla FyR ARSyGAdGer AyOfdzRRAY3I K2g aiKS

co-researcher§pride and ownership of their creations at PPA.

5.3.2 Results anddiscussion

5.3.2.1 The Arts at PPA

¢KS NBadzZ 6a 2F GKS t wDQ&a | NIabrohdfdrgedflami S (i &
formswere used within PPA, including drama, visual arts (including drawing, painting,
sculpture, photography), music, movement, sensactivitiesand artsbased games. Figure
23indicates how often caoesearchers reported the inclusion of each activity type in their
PPA day during the independent action phaseyafletwo. The most commonly reported

activity undertaken at PPA wasama, which included acting out se&riodrole play,creating

NI &
aLJ O0Sa FyR (2 dzaS 2dzNJ ONBIF iA@Aleés 020K
3. W SFEFNYAY3 6A0GKE GKNRBAAK FyR FNRBY (GKS |
t wDQa ljdzSaidAz2yylrANB NBalLRyaSas [f2y3&ARS

NI ¢

NJIi
AYVRAGA Rz f AThésulli KBR SZ (1 P2 NB/SNB K Adahcéms R | OK A ¢

lj d:
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characters and pretending/imagining. For examplesycletwo Sam shared an example of
0KS dzaS 2F I OUAYIAKLINBGSYRAY3I Ay | tt! &aSaairzy |

a6SSia ¢6SNB LIS2LXS FyR O0USR a ¢S (GK2daAKU GKS a¢

(@]
N)Y

job]

commonly reported activity in PPA sessions, despigefact that opportunities for socializing
were highly valued by emesearchersThe PRG concluded that this may be due to the fact
that data werecollected during theCovid19 lockdownwhile PPA wsoperating online. As
such, social opportunities, particularly inforrhethance social interactions such as having a
chat with other participants during break times, were limited due to the virtual nature of
PPADespite thisthe PRG reported that their participation in group arssedactivities
provided opportunities for social interaction asdpport from others such as sharing and
KSftLAY3a 20KSNBR 6aYlFeoS L aleée YREKWYyARGKcldA3Y$SdRazit A
Sam, C2). Thisiis keepingwith previous research undertaken with nalisabled adults,
which demonstrates that participation in arteased adult education enhanced social
networks (Pearce, 20).
Despite the virtual context of PPA programmes during the action phasgctitwo,
figure 23 demonstrates that artdasedactivitieswere used consistently and proportionately
within PPA programmes. @esearcher§juestionnaire responses also indicated that arts
basedactivitieswere rarely used in isolation. Insteaattivitiesoften combined multiple art
forms and/or sensorgctivitiesto support engagement witkearning contentand the theme
for the week. For example, Sam described using music, movesnelndrama during a
WILINAYIQ GKSYSR aSaair@yKie| Byws 2RE HAILNRWEH Fi 26 SNE
L2asSa (2 SE@NYSaa G2 Ydzairoé
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FREQUENCY OF ACTIVITIES IN PPA SESSIC

Social time

Drama 4%

21%

7%

Music
15%

Stories
10%

Games Dance/Movement
13% 11%

Figure23: Frequency of activities used in PPA session acfogsveeek period during the independent action

phase

5.3.2.2 Positive Meaning

Coresearchers described their emotional responses to engagement with the arts at PPA

during group discussions and via their questionnaire responsed. Thé&ésponses

indicated that positive emotional responses were prevalent, including happiness, excitement,

passion, interest and enjoyment. €esearcher§juestionnaire responses indicated that they

felt happy while engaging with artsasedactivitiesat PPA 69% of the time and very happy
2F GKS GAYS 6da2S it KIRLUISERR2)INGSE Ay Ja

0 M2

NE&SIFNOKSNAR ¢oK2 O02YLX SGSR GKS jdzSaiArz2yyl ANS

response taactivitiesat PPA. This is not to say that@searchers were consistently happy at

PPA, but rather that engagement with afiasedactivitiesoften elicited positive emotional

responses from the group. Indeed, the arts were considered to combat negative feelings of

aiNBaa

LA SOS 2¢ElalCh, hihdkkdeénducing positive emotions at PPA, as Tracey explained:

I YR LI QYVYE ABGO(ER sacSakicand | just do anything | want on a

UR:so, with these moods, what do we think is making us feel calm, happy and excited?
Traceyactivities,the art

UR:the arts, mhm,

Tracey:and imagination as well, which | put omy poster

CoNBaSFkNOKSNE fa2 AyOfdRSR Wl OOSaaAroAifArdeqQ

responses to the arts, as John discussexyaletwo:

UR:so, if we say something is accessible, what do we rfiean

&
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John:lisQositive

Initially, the UR was unsure as to whettiee word WI O O S &should be indlutléd ¢h the
0KSYS WLI2 & A \WhileZaBces¥ilSlity yhayysiapgbrt wellbeing through increased
inclusion (Beresford et al., 2010), it is not considered as an emotion in itself. Falisatted
LIS2 L) S AyOfdzRAYy3I (GKS | wx GKS GSN¥Y W O00SaaraoftsSQ
the characteristics of a place or activity. In contrast, the PRG considered this word to have
strong connotations with positive emotions aesperiences, such as happiness, belonging
and feeling welcome. This suggests that 1ttisabled people may have different and/or
fewer emotional associations with words relating to acdgiisy and inclusion, due to a lack
of lived experience of disability. The present study emphasises the link between accessible
spaces and the wellbeing and quality of life of disabled people, and therefore the importance
of creating and maintaining accessibbgeriences, places and programmes. The variation in
the ways tlat the PRG and UR related to words describing adubiysin the present study
also highlights the importance of research that is led by and/or directly informed by disabled
people, to ensure that research accurately captures their experiences.
Enjoyment ofactivitiesand having fun were considered to be a crucial aspect of
LR AAGAGS Sy3ar3asSySyid sAGK GKS | NIa cdahg 2 dzQ@S 3I 2
C2). The survey responses demonstrated that-basedactiviess SNBX | Y2y 3 (KS t wDQa
favourite aspects of PPA and that enjoyment of thastvitieswas linked to positive mood
and wellbeing. The w Dfg¥a@urite parts of PPA relating to the arts included sensory

storytelling, using their imaginatidpretending, visual artse(g.drawing and artwork) and

Y

i 2

music (includingt A Y 3Ay 3 | yR LJ | & Ay 3ludeytalovibadiBgyaidam ¢ A G K 2 (§ KS N

for John andhe does this part and | do mine. Anyway, maybe music is another part of my
favourite part ofPurple Patcth & & Sradeyg C2)Additionally, working with others, social
activities(e.g.seeing and talking to friends), quizzes/competitions and learning new things

were also cited as some of thew Dfd¥@urite activitiesat PPA. In contrast, the w Di€ast

favourite aspects of PPA included people talking @aah otherRdzZNA y 3 aSadaA2ya 6a6KSyY

people are talking while | am trying to listen to staff. Not gdot y v § Siding C2), staff
absenceand drawing. The latter highlights the subjective nature of engagementtihtiarts,
demonstrating that not all arthasedactivitieswere enjoyed equally by all eesearchers
and that engagement with the arts does not automatically result in a positive emotional

response.
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5.3.2.3 Personal Escapes

Coresearchers reported that engagement with the arts facilitated experiences of escapism,

both within PPA programmes and in their lives outside of ®BAC KA a4 A a |y 2 1 KSNJI ¢
@2dzNBESETF Ay | NI I¢TrReeySC2EdCapisii Wad ukiBs adcdldry dd 2 €
NBEaSHNDKSNE (2 &dzZJl2NI GKSANI 6StfoSAy3Is NBR:
F NI Z L Ff ¢ lcqeaceyt 625 Stratdiet forles®apism described fgssarchers

can be categorised into imagineéngonal escapes arghysical escapism.

Imagined personal escapes were often described bsesearchers as using their
AYF3AYFGA2Y G2 ONBFGS FYRk2NI SYGdSNI 6KSANI a29
escapism was often realised through imaginative storytelling, which allowedsaarches
G2 Sy3alr3sS 6AGK yS¢ SELSNASYyOSas w3iz (2Q AYIl 3
doing so leave their daily lives behind. For example, Ella described using her imagination to
act out scenarios and stories with her favaercharacters at home to support her wellbeing:

9fflY L tA1S 3I2AYy3 2y | RO
make this one fly

wX8

UR: why do you think you like doing that?

Ella: | get really stressed out sometimes

UR: mhm, so you get really stressed out and?

Ella:and that helps me to feel calm

yidz2NBa gA0GK Y& OKI NI

Additionally,Tracey described how engagement with the arts supported her to go to
AYF3IAYEFNE WalLISOALFE LXIFOSaQy aAld wiKS FNIase v
L R2y Qi 1Y 2 égafedaNiBiceland BRIEtimelRAST T § NEH(iG2).
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Figure2dYy ¢ N} O0SeQa IINIA&aGAO NBalLlRyasS AyOt dzZRSR NBFSNBYyOS (2 dzaAy:
world

Physical escapism refers to experiences whereesearchers entered physical
spaces (such as their PPA programme) that enabled them to retreat from the outside world
'y R dait®fyousd A G dzl(Johkh22)Ella and Tracey discussed leaving their troubles
from the outside world behind when attending PPA, suggestingpbateived safety of

physical environments plays an important role in supporting escapism and wellbeing:

URWKF G R2 @2dz GKAY]l @2dzQNB Sall LIAy3 FNRYK

Ella: well

Tracey: everything in the world

UR: everything in the world?

TraceyActivities

9fflY LQY SaO0FLAy3as L (GNBZI ¢gKSy Ddés, gagl | LILR2AY(dYSy
to Purple Patchiakes my mind off it

Tracey notd that it was challenging tnvestigat the reasons why the arts
specifically facilitated escapismperhapsdue to the subjective nature of these experiences
0a6KSY L R2 IINIO6aovx L Y Ay YeécTaeéy,ClHEiitS 62NI R
researchers discussed three characteristics of tie @hich were considered to facilitate
escapismThese were: the subjective nature of aftesed experiences, engagement with the
FNIa Fa WwazaYSGKAY3I RAFFSNBnESQ YR | O0SaaAy3d WAYLE
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5.3.2.3.1 Subjective engagement with the arts

Engagement with the arts, including using the arts as a meagscaism, was subjective

Iy R LIS NA[# Ipdrsoratiied (itdXe person, how they see ¢tJohn, C2). Go

researchers also made purposeful and personalised decisions regarding the type of arts
basedactivitiesthatY 2 80 & dzA G SR G KSANI LISNE2Y | f -Based LIS& @
escapism included drama and sensstgrytelling, Tracey discussed choosing to write and

draw as a way of entering her own personal wonldycletwoY aL 23S (2 RNI 4T
NBfIFTE YR 68 t2ad T2NJ K2dzZNBA Ay Yeé fAGGES 62N

5.3.2.3.2 Something different

John described howngagement withthé NJ1da | ARSR SaOlF LJAAaY 08 LINE(
RATFSNBYUQ YR 2dzi 2F (GKS 2NRAYEF NBAFQNRY KAa
a2YSOKAY3 O02YLX SiSfte RAFFSNByids GKIFG @&2dz 62 d:
Y2NXYEE &1 & |y RJdh2 GNhiystiggdsts that the\afsSaé PPA may support
SA0FLAAY 0@ Ay 0SNNHzLIankpfadidng a/diskagtdhA GA Rdzk £ Qa4 R A
5.3.2.3.3 Accessing impossible experiences

The creative nature of the arts supported-pesearchers to create and tell stories, which

often included experiences that were not possible in real world and/or at PPA. For example,
9ffl RSAONAOGSR YI 1 Ay3a KS Nlin@dgredsdetiioS &l stoeE.f 8 Q &
CKAA FLIINRFOK (G2 AYIFIAYFGABS ald2NBGSttAy3a Aa
imagination, whereby the individual has no prior experience of what they are imagining,

usually because the experience is impossible or novel. Dgeahd acting out stories in this

way was reported to be an enjoyable experience foresearchers. This is keepingwith

previous research which suggests that imaginative storytelling, particularly when

accompanied by artbasedactivities may be used as a tool to enhance the quality of life of

people with learning disabilitiedor example, by providing opportunities to relate to others

(real and imagined; Grove, 2015). In the extract below, Ella shared her views about the

contexts in which imaginepersonal escapes are appropriateting that making characters
flyegiKS dzaS 2F LISNEZ2YIlIf WNIRAOItQ AYIFIAAYIlIGAZ2Y

9fflY L 1y2s¢ L OlLyQi R2 (KA& AYPulpBRaicBy ®X8 L |
UR: mhm

9fflY L 1y2s¢ L OLyQi Fteé& NBItehf &8 X6 LQY y2i |
9t f I Qa LISNELISOGABS GKFG YF{Ay3a KSNJI OKF NI OGSN

perception that imagined personal escapes could be considered as a barrier to engagement
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with the PPA programme, since this use of imagindegnapism is not necessarily related to

0KS fSIENYAy3 02y i PurplPiatshShéve to doous ¢ Spyogranne | (i

f SFRSNF wX6 GKFGQa 6KSYy LcE®RER Ry Qid 32 Ay Yé 2sy f
While imagined personal escapism may be discouraged at PPA, group imaginative

activitieswere often used as a learning tool in PPA programmes, to supipeme-based

learning and role playind-or example, participants may be asked to imagine what it would

be like to trek through a jungle when learning about the rainforest, before acting this out.

While few individuals will have the opportunity to experience visiting the rainforest in person,

through imagination and artbased sensorgctivitiesparticiparts can visit their own

personal imagined jungle, thus facilitating engagement with the theme in ways that may not

0S L2aarotsS Ay NBIFf fAFSd 2KAES adAtt | LISNB2YI f

places is also a group endeavour, witlphgations to the learning objectives and topics

within programmes.

5.3.2.4 Learning with, from and through the arts
During cycle twogo-researchers sought to understand how they lesdat PPA, with a
specific focus on the role of the asdlearning. Analysis of the questionnaires completed
by the group revealed that learning at PPA was common, witesearchers learning
something new 73% of the time during the independent action phaséN&Bai S I NO K S N& Q
guestionnaire responses detailed ange of approaches to learning at PPA, including through
gamification, learning with and from others, and abigsed approaches (see figuzg). Vsual
methods €.g.videos and pictures) were the most commonly reported method of learning at
PPA, occurring in 19% of sessions included in the independent action phase.

Enjoymentof arts-basedactivitiesplayedanimportantrole in creatinganinclusive

learningenvironment:

URwhat do you think it would be like to learnaboutall of thosethingswithout doingany of the
arts?

wX8

Ella:miserable

Leannemiserable

UR:yeah?

Leanneit wouldbe boringg 2 dzf IRy Q (i
Ella:yeah

John:boringyeahii K Fitli Q &

wX8

Traceyit 4 2 dzf teyh@sameat PurplePatch

Theartswere consideredo be more fun than other subjectsasLeannenoted6 & w i K S

artsare] more fun than doingyourtimesi | 6 £ L®a@ngeC2) Thecreativelearning
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environmentat PPAvascomparedto other learningenvironments(suchasschool)which
were consideredo be lesscreativeandtherefore lessenjoyabled & AP# AJrdore fun than
schoolg | & EeanneC2) Despite this, questionnaire results revealed thdiile learning
wasconsideredo be animportant part of the PPAprogrammeo dobk forward to learn
somethingnew, that L Qrig\&rdonebeforec Ella,/ M, éarelationshipwasobserved
betweenlearningsomethingnew andhow co-researcherseported feelingat PPA
programmesgduringcycletwo. Thissuggestshat while learninghad positiveemotional
implicationsfor co-researcherand may contribute to enjoyment,it wasnot the only factor

influencingenjoymentof PPAprogrammes.

HOW CO-RESEARCHERS REPORTED
LEARNING AT PPA

Picturesand Music
Videos 14%
19%

Dance/
Movement
10%
From/with
others
10%
Being told by

someone
Acting and 14%
Mimicking

14%

Games/ Quiz
14%

Figure25: Methods oflearning at PPA reported by-tesearchers

Theartswere usedto supportengagementvith a variety of topics,includingtopics
concerninghe artsthemselvege.g.throughthemessuchasW[ D . ¢ NIbar deveiofing
arts-basedskills)andtopicsnot related directly to the arts (e.g.volcanos)Arts-based
activitiessupportedlearningby providingopportunitiesfor participantsto engagewith the
topic throughthe lensof different creativeactivities.Inglisand Cook(2011)suggesthat in
orderto engagediversegroupsof learners,information shouldbe presentedin arangeof
ways,to appealto the needsand preferencesf different typesof learners.Indeed,co-
researcherseportedthat arts-basedactivitieswere rarelyusedin isolationduringPPA
programmesElladescribedearningabout dinosaurghrough music(singinga songabout

dinosaursandvisualmedia(watchinga videoaboutthe history of dinosaurs):
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UR:Somaybeyou sanga songaboutsomething,or youlistenedto a pieceof music?
Ella:Ohyeah,aboutdinosaurswith *programmeleader*

UR:Yeah?

Ella:L Qf@rgbtten how it goesnow
MK:YeahButyoulearnedaboutdinosaurghroughasongdid you?
Ella:Yeahand*programmeleader* showedusavideoandtold usabouthow they usedto live a
longtime ago

Arts-basedlearningwascombinedwith activelearningtechniquesto aid learningat
PPAIn line with previousresearch(Abdoola et al., 201)7 role playingsupportedco-
researcherdo embodyideas,experiencespeopleandobjects,andto reflect on these
experiencedo aid learningof a topic. Liamand Johndescribedhow imaginativerole playing
allowedco-researcherdo exdore impossibleexperiencessuchaswhatit isliketo bea

cactus:

Liam:youmightpretend@ 2 dzxhdis

UR:yeah pretend@ 2 dzrhidiis,andwhatthat mightfeellike

wX8

John:l meanA (itaRtde aswell, becauseyouR 2 yn@riito put yourfingeron a cactus but you
knowA (ig@irgto be sharp,solookingat the pictures,the pictureswould showyouthat

PPAutilise atheme-basedapproachto learning.Eachyearat PPAa different themeis
chosen(e.g.adventure)and eachweekwithin the yearis assigned different topic within
thistheme (e.g.adventurousplacesthe ocean).Activitiesin eachsessionwhichwere often
arts-basedwere linkedto and supportedunderstandingof thisthemed & S thenk helps
metof S| -NEWa£D. Themes were reported to aid learning by providing a sense of
structure to programmes, while also enabling a variety of perspectives on the topic to be
SELX 2NBRZ & W2KYy y20G8ay aiKS GKSYS Ara |
6SQOS | $NB AR (0 RRpCHresesichdrsuggestedhat theme-basedearning
at PPAaidedaccessibilityasco-researcherknewthe learningcontentin advanced & @e2
knowwhat g S Qinifyeachg S S q HEila,C2) Thisallowedthem to think aboutthe theme
prior to attendingthe sessionwhichsupportedtheir engagementvith the topico & Lug& Y
thinkingaboutthe theme tomorrow w XL8CaKvayshavinga think beforel goto the 3 NB dzLJ
Ella,C3).

Thisis not to saythat arts-basedandthematiclearningwasalwayssuccessfulTracey
describedhow learningwasinitially challengingat PPAvhenthe organisatiorfirst opened
However,throughlisteningto participant€¥eedbackthe approachto learningbecamemore

accessible:

322R

0 KA
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¢ K $ éclﬂh@ﬁdt now, they do one subject,beforeit wasthree different subjectsin oneday.|

R A RlieGhe three subjectsin one day,| like the one subjectandthen different thingsaround

the subject
Thishighlightsthe subjectivenature of learningandthe importanceof gatheringand
addressindgeedbackirom serviceusersregardingtheir learningexperiencesAdditionally,
LJ- NJi A Qrefedengetado@ddlearningtopicsandthemesalsoinfluencedtheir level of
engagementForexample Janinenoted that participantswho were not interestedin learning
abouta particulartopic were lesslikely to engagewith the PPAprogramme:d & S & (itSeNR | &
themewasvolcanoesandoneof the lads,he R A Rwafl i do volcanoessoasfastashe
signedin, he signedout I 3 | @afiaeC?2).

Alongsidehe approachego creativelearningoutlined above,co-researchers

identified three overarchinghemeswhichcontributed to inclusivelearningopportunitiesat
PPAThefirst theme, W 9 |j dandLAYUCE dzgplorasioq characteristicof the artsat PPA
which promotedaninclusivelearningenvironment:theseare, W! Rl LJi W6 & w &KB 0 >
W[ lofd 12 YLISG A add® B v R & @ Bhesdgdoridtheme, PONE SRR K2 A OS Q<
exploresthe role of the artsin promotingautonomywithin PPAprogrammesFinally¥. S A y 3
(andSharing) 2 defisiderghe waysin whichthe artsat PPAsupportedco-researchergo
be themselvesshareaspectof themselveswith othersandexperienceasenseof W2 gy S NE K A LJ
andl OK A S @d&veftBeff dreativeendeavours.

5.3.2.4.1 Equality and Inclusion

Arts-basedactivitiesat PPA were perceived by the PRG to be intrinsically accessible and
inclusive, thus contributing to the perceived accessibilitBfand of learning more

generally(d think arts is more accessible out of all of them, or anythipngohn, C2). The

Y O0SaaAofS yIFddzNBQ 27F (HisBarchexhrtstic sebpanseds oOf dzR S R
0KS jdzSaiArAz2y WogKIGE AF FyedKAYy3IS Aa aLISOAI
suggests thapeople with learning disabilitieface multiple barriers to accessing the arts in

their local communities and homes, including insufficient staff and/or support to facilitate
activitiesand/or a lack of resources (Reynolds, 2002). By examining the barriers-toaagd
activitiesfrom the perspective of residential home managdRgynolds (2003)rovides a

useful insight into factors influencing the accessibility of engagemhtthe arts foradults

with learning disabilitiein this context. However, at the time of writinthere is Imited

research which considers the components of accessible and/or inaccessitviéiesfrom

the perspective ofdults with learning disabilitieS herefore, before discussing the

characteristics of the arts, which g¢esearchers identified as contributing to the accessibility

of artsbasedlearningat PPA, it is important to understand what-cesearchers considered
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G2 0SS Iy WHO00SaaArofsS OUAQGAGEBQd ¢KS twD RSAONROSHF
activitied. These requirements relate to the accessibility of any activity, including but not
limited to activitiesinvolving the arts.

The first requirement of an accessible activity identified by the PRG is that the activity
should be easily understood by all.-@&searchers were aware théthe range of needs and
preferences of PPA participants meant that not everybody would access an activity in the
same¢ KSNBEF2NB=Z a ¢NI}OSe FyR W2Ky |O01y26ft SRIST Wwdzy
and does not necessarily equate to all individuals comprehending an activity in exactly the
same way. Rather, activities should be designed to allow for multiple undeliagsiand

responses:

UR: what do we mean by accessible?

John: that everyone can understanid i eaXy8to understand too

UR: mhm

John: or someone, because different levels might see things different

UR:yeah

W2KyYyY LIS2LX SQa fS@Sta NS RAFTFSNBYyG NByQd GKSe

Relating to this, the second requirement identified by the PRG is that the activity should be

compatible with the individual. Ikeeping with theSocial Model of Disabilifliver & Sapey,

198> (GKS SYLKIFIaia KSNB Aa GKFEG GKS I OGAGAGe &aK2 dz
rather than the person being required to change to fit the activity. In practice, this could

include providing multiple ways to access an activity, supplyingapaquipment to

promote participation or directly support@participants to engage with the activity. cycle

two,W2 Ky O2YLJI NBR | f1 01 2F O2YL) pdgimmfodnde® oA GK | O A
K 2 f(&femphasising the importance of adapting activities to fit the needs and preferences

of the individual, to avoid participants feeling excluded:

UR: are there any other ingredients of inclusive activities that we can think of, or what makes
something inclusive?

Janine: compatibility, compatible

UR:yeah yeah compatibilityyealr a2 ¢S O2dzZ R aléx O2dZ R ¢S RS&AONROS
you fit with the activity?

Liam: yes, how do you fit with things

wX8

W2KYyY | £23G 2F dza I NB aljdza NB LJIS3a Ay NRBdzyR K2f Sasz ¢
*laughs*

" There are, of course, a range of additional logistical, contextual and social factors influencing
accessibility more broadly. These factorgline abovewere consideredo be key characteristics

around which accessible activities may be designed. The absence of these factors may result in barriers
to participation. A full discussion of the-cesearcher§perspectives and experiences of accessibility

and inclusion, both within and outside of PPA, is includexyate three.
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Coresearchers identified four features of the arts which contributed to the accessibility of
arts-basedactivitiesat PPA. These are: adaptability, individuality, fewer rules and lack of
competitiveness. These characteristics are inmdated and therefore challenging to consider
in isolation. Additionally, while these characteristics were identified in relationtmkased
activities at PPA, these features may be present in other inclusive activities and could
therefore be considered more broadly wheasigning accessible activitiésarning

opportunitiesfor adults with learning disabilities

5.3.2.4.1.1 Adaptability

The arts were considered to be adaptable when used ab#sés of accessible activities at

PPA. Participants were offered different ways to access these activities, depending on their

needs and preferenced his adaptable approach to engagement with the arts led to the

t wDQgaa SaaySyid GKIG aSOSNE2YyS OFy R2 GKS | NI a:

Liam and Janine discussed:

Liam: you can do it no matter what your level

UR: mhm

Liam: arts can always get adapted to suit your ability

UR: mm, sure, so you can adaptitto meetyour abifitk 6 Qa | 3J22R LRAY(IX 6K
easier, why do we think the arts is easy to adapt?

WEYAYSY 06S0OFdzaS GKSNBQa a2 Ylye glea (G2 dzas Al

[ Al YQa | NIAa&GRO ANSGILBRAE RIFMEANBENE FSNBEYy OS G2
FRFELIFOt S¢S adA3ISadAy3d GKEG GKS FRELIWGFOAEAGSE

feature of activities at PPA.
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However, it is important to note that while the arts have the potentialddaptation

inclusive participation with artbased activities may still be contedependent. Adaptation

of arts activities at PPA often required specific resources, such as spatial requirements,

adapted equipmentind individualised suppotb facilitate varied approaches to the activity.

The nature of thesadaptatiors suggests that the arts may not be accessible tacallts

with learning disabilitieg all contexts. John redtted on his own access neddscycle two

when engaging with the arts, highlighting that altasedactivities wereinaccessible to him

at home due to a lack of space and equipment:
LQR tA1S (42 R2 INU Ay (GKS K2dza S PurpleP&diBodrda y202Re §K?2
art clgsse§ someone would setup a Eable apd givve you a,chance to just go bersebko8 it A o
GKSNBLa &2dz O02dzA RyQd R2 Al Ay 82dNJ 2gy K2dzadSs G KSNE

W2 Ky Q& S E LIS nakt Sefiefs Srundi hird at @ ssible an activity is mayntyeacted

by the context in which tk activity is usually experienced. In other wordsNB & S NOK S NB& Q

perceptiors of the arts as accessible and adaptable may be specifically due to their

experiences at PPA. Therefore, while the arts may lend itself to accessible experiences, the

present study suggests that the place and people who facilitate these experiences atky equ

important for inclusive practice.
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Thevariety of approaches to arisased activities at PPA facilitated feelings of
Sljdzr t AGé FTYR AYRSLSYRSYyOS Ay LINPINIYYSE |yR
NAIKG ¢ & ¢ -based adtivii€sSas dohndisdiissed:

.dzi GKSNBQa y2G 2yS aSid e¢le G2 R2 Al GKIFGQa (

FNRY STl (2 NRIKGXZ @2dz R2y Qi 3I2 6101 (2 FTNRYI
like, but you could do a backwards picture if you wanteddase no one would know

Coresearchers discussed feeling more similar and/or equal, because of the potential

differences in the way in which artsased activities at PPA could be approached. The arts

GSNBE GKSNBET2NB O2yaARSNBR (2 0S5 ImyarlywSljdz £ Aa$
encouraged to engage with activities in different ways, depending on their needs,

preferences and interests:

¢Ny OSéY SOSNEBoO2R&Qa (KS aryYS ¢gKSy (KS& R2 (KS

is equal

'wY a2 gKe& R2 ¢S GKAy]l GKIF QG KSy S R2 (KS I NI
¢NF OSeyY 0SOFdzaS SOSNEBG2REQA Iu GKSANI 26y LI OS
'wY YKYI SOSNEG2Rged™ |G GKSANI 26y LI OS:

Leanne: everybody does art differently
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5.3.2.4.1.2 Fewer rules
Relating to the adaptability of the arts was theNd&S & S| NOKSNAR Q L SLIG A2y G KI {
FOGAGAGASE oSNB fSaa adiNAOlz fSaa adNHzOGdzNBR | yR

g SRS = |
Figure28Y [ S yyS0Qa I NIGAAGAO NBaLlRyasS (2 (GKS ljdsSaidirzy U
aGFraGS8SYSyid wy2 NdzZ SaQsx Ay ¢t i

While the structure of the day was describigdcycle oneas a positive aspect BfPA
activities/subjects that were deemed to be overly structured or strict were viewed negatively
and considered to be less accessible than those that were viewed as more flexible. For
example, John compared engagement with the arts to maths, suggestingnjmmment of a
topic may be related to the level of structufiexibility (i.e., maths was viewed to be more

structured and therefore less enjoyable):

td wiKS NIae y2Gd Fa A0NHzOGdzZNBR 4 aleésx &2dz 1y26 KI
go to that class, would you? But everybody seems to like the arts more (C2)

Activities categorised by the PRG as having strict rules, such as maths and sport, were
O2yaARSNBR (2 KI@GS ftAYAGSR 2LJWiA2ya F2NJ Sy3alF3asSySyi
FYR WgNRYy3IQ ¢glea G2 Sy3al 3AS o rebtéblshedidldsi Ay 3 | OGA DA (A
associated with a particular sport:

2KFG AG A& &aLBRNILA NB adNHzOGdzNBR AayQid Adx Al KIFa

road, it has to stay on the track, and then in tennis it has to stay between the lines, you whereas
@2dz OFyQil 32 o06Seé2yR (KS fAySasx AT G(GKIFG YIFH1Sa aSya

(s}

The adaptability of the arts at PPA, combined with the perception of fewer rules associated

withartso F &SR F OGAPGAGASAE NBadAZ 6SR Ay (GKS twDQa o0StAST
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cycle twq noting that a flexible approach to the arts resulted in less pressure around

engagement with the arts at PPA:

[ALYY L &4SS Al FazX gAGK NI GKSNBQa y2 gNRy3 3
URyealt G KSNBQa y2 ¢gNRyYy3IZ 2N NRIKGK

Liam: have a go

UR:yeah

John: whereas sport you have to get it right more

Similarly, Janine and Sam discussed how the flexible approach to activities at PPA supported
0KS ARSRYBKMNEG @WRy3IésS RSY2YyalNI-Baged ativiied s G KS

and fewer rules associated with participation supported inclusidpRi

Janine:n2yS A& GNRBYy3IS @2dzQNB aGAtf O2YAy3a 2dzi A
URyealt GKI {GQa | 3I22R LIRAYI

Sam: | do, do it with a left hand, but Janine does it with her right hand, and you write it down,

but both ways is right

This is irkeeping with previous research which suggests that involvement in creative

activities are less likely to resultidNBS & & dzZNB 2 0 felated\ok ¥edtyda® taskK | y 4 2
(Samdahl, 1992Rarticipation in activities which are considered to be more flexible and less

strict may also be particularly important fadults with learning disabilitiesvho are often

told in educational spaces that they are either not good at things or doing activities

incorrectly CorrMcEvoy & Keenan, 2013hdeed, Ellatated that she often felt she was

doing activities outside of PPAincorrectiyL. | f g6 84 R2 SEEWRUXKKTE QP
Ffgle@a R2AYy3I IR)ESgagehehtitactBegtihéwere identified as

Tt SEA0fSSE 6AGK FSHSNI NHzZ S& | yR,siippofiddBer 2 NE TS 6
NB a S| NOK S Miid Sens® diBdedbhatbigsiddeelings of acceptance within PPA

programmes

5.3.2.4.1.3 Lack of competitiveness

Another factorthat the PRG cited as contributing to the accessibility of the arts was the
LISNOSAGSR 101 2F O2YLISGAGAQGSYySaa ghiamkKAy tt!
C2). Skilevel in relation to the arts was not considered to be important at PPA. Instead,

greater emphasis was placed on thecess of engagement with the arts as opposed to the
LISNOSAGSR WljdzZh t AGeQ 2F GKS ONBFGAGBS 2dziLidzi Y
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John: have a good singing session, probably kill the cat with the singing, but you know what |
mean

UR: *laughs*

W2KyYyY odzi GKFdQasz GKFGQa LI NI 2F AG AayQd Al

Similarly, ceresearchers agreed that skiéflvel was not related to enjoyment of arbased
activitiesat PPA:

UR: do we think, do we have to be good at the arts to enjoy it?
Janine: No, not at all, with my singing not at all
Liam: no

Clover20000RS&a ONA 6 Sa O2YYdzyAdeée FNIa Ay FRdzZ & SRdzOF GA2Y
& G cfof creating, discussing and reflecting as the critical learning dimension, often takes

LINBEOSRSy G 2 @SN ( KE20)SimeaByOnhite SaesedrdNd sRera@ s

pride in their creations and artistic outputs at PRAdsection5.3.2.7.), the PRG were more

likely to discuss the process of engagement with activities, enjoyfemttivities and the

social aspect of PPthan the output producedn programmes. Of course, the arts may be

considered as competitive in some contexts. Therefore, as previously discussedwtieQ a

understanding of the arts as narompetitive may be specifically related to the context(s) in

which the arts were experienced, and the approach to the arts adopted in these contexts. In

particular, a focus on the process over the output, teamwork andinglthe unique

contributions of participants at PPA resulted indd & S+ NOKSNEQ Faa20Al dA2ya @A
cooperative rather than competitive, facilitating feelings of acceptance in programmes

6ae2dzONBE + OOS LI SRIamIERD. g KL G &2dz Oy R2¢

5.3.2.4.1.4 Individuality
Individualised engagement was considered to be a key aspect of the accessibility of the arts
at PPAJohn described the importance of individuality when approaching creative activities at

PPA, noting that a key componentafreative output is the individual who creatdt:
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This suggests that the arts at PPA were used to facilitateegphession, including sharing
aspectsofthecdNB & S| NOKSNBEQ LISNBR2YlFfAde YR ARSYydGAdGe oGAGH
section5.3.2.7) The focus on the individual as a key part of the creative process supported

coresearchers to engage with activities in their own individual way. This, in combination with

previously discussed characteristics of the arts at PPA, sucdtypdableand flexible use of

the arts within programmes, contributed the accessibility of artbased activities at PPA.

For example, the range of approaches and options offered within the PPA programme
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supported ceresearchers to form their own interpretations of creative activities and their
Sy3l3asSyYSyllysghi&lIBNAE 6 AYRAQDARIzZ f X6 06SOF d
W2KYZX /HO® 'Yy AYRAGARIZ f AASR R2MINRIBAOK NRiyAZ >a

all participants approach the arts in a way that is unique to them.

5.3.2.4.2 Freedom and Choice

Engagement with the arts at PPA was reported to facilitate feelings of freedom and choice for
coresearcher® a @ 2 dz ¥ &@Bde PatdhB Racdy d3) The language used by-co
NEaSINOKSNE (2 RSaAaONARO6S FTNBSR2Y i tt! AyOf d
/o0 I[3ftRA&GABADAY A &2dz¢ OW2KYyXZ /o0 dweeKAA AYRAO
considered as a medium that provided opportunities for choice that may not be considered

to be as readily available in other contexts. Indestjagement with the arts was considered

to facilitate a greater sense of freedom for-oesearchesin comparison to norarts-based
FOGAGAGASE o0aL GKAY]l GKFIG GKS ¢uohbh@). JBhngdSa @ 2 d
FyYyR ¢NJ OSe& O2YLI NBR (KS WwWtS@gStQ 2F OK2A0S I a

as maths anenglish:

W2 KYyY 9y3ftAaK 0
UR:spA T GKSNBQa vy
when you do the arts?

Tracey: loads

N R

w
« Z
= o
N O
> Q)

I O02dzLX § 2F OK2A084as 4K
O0Sz YR 9y3aftArAakK GKSNBQa |

This idn keepingwith previous research which suggests that involvement in creative
activities can provide opportunities for participants to make choices (Reynolds, 2002),
resulting in agreater sense of freedowhen compared to engagement with other
activitiedtasks (Samdahl, 199ctivities and environments which promote choice may be
particularly important foradults with learning disabilitiess they often experience a lack of
autonomy in their livesBrown & Brown, 2000 Tracey discussed how having choiceBRA
was particularly important in her life:

¢ NI OSey e2dz2Q@S 320 RAFTFSNBY(H 2LIA2yaE OX6 | YR (
UR: a choicgjeah is choice important?

Tracey: yes
UR: why do we think choice is important?
¢ N> OSey AGQa | o6A3 2yS Ay 2dzNJ t AFS AayQid Al

¢ KS WaXnamre df fidarts also supported gesearchers to engage with astmsed
learning and activities flexiblgmost things have a beginning and an end, but art can go on.
,2dz Oy dzaS A G T2 NJ 2 yI6hn R} RergllofiRdedtrivé&yiowdneg o6 | O

flexible boundaries of the arts meant that-tesearchers were able to engage with arts
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0l aSR FOGAGAGASE AY 6KAOKSOSNI gl & (KS&@ LINBFSNNBR:
O2YyaARSNY GA2Yy GKI G & 202t larts alsd indichtass befie?thatt 32 0o 1 42
hewould be able to access the arts for the letlegm. ¢ KS LISNOSLIWGA2y 2F (GKS | Nlia
is also reflected in thstructure of PPA, which wagnderstoodto be longterm, particularly
when comparedo short-term courses available tadults with learning disabilitiedt is
therefore important to consider that the nature of the PPA programme may have impacted
the coresearcher@iew of the artsaasan ongoing activity.

Opportunities for choice were also integrated within the PPA programmeycle
two, John shared an examplelodw arts activities withirPPA provided participants with

opportunities for choice, while still related to the learning theme:

Ad IAGAY3T @&2dz 'y K2dzNJ 2NJ g2 G2 RS
GKSYSET AT AGQa o1 GSNJ GKSeQtft UGSt
z0 6 K

L
l.jl
I 0dzi AGQa e2dzNJ OKzewedS (2 Lidzi

o R C

a
2d
Similarly, Leanne discussed how R provided options to participants, enabling them to
choose their creative approach to an activily g K S ¥ Ni@iyan activity atPurple Patch
they ask us do you want to paint or do you want to dPa{C?2)

The approach to learning at PPA also enabledesearchers to be creative for the
sole purpose of being creativEaresearcher§previous experiences of engagement with the
arts were often linked to learning environments, such as school and college, where creative
outputs were examined for the purpose of obtaining a grade or qualificaitia.discussed
how the removal ofhe goal of a qualification allowed her to have greater creative freedom

at PPA:

Al O02ttS3S $KSYy ¢S RAR NI Fid O02ttS3S>x L 61a& R2AY
LX FGF2NY & FYR ¢ L RARYQ(O 3SaG G2 R2 GKIFG a4 O2ff
(C2)

7
111

Coresearchers thereforéentified creative freedom and expressionakey goal of PRA

5.3.2.4.3 Being (and sharing) you

Coresearcherseportedthat the arts supportedthemto be themselvesandto shareaspects
of themselvesandtheir identity through creativeengagementindthe creationof artistic
output 6 & @ 2ddmyiicture, (i K | youRldS N& 2 ¥ JolinC#) €hearts were viewedas
anactivity that co-researcherslid @ ¥ 2 /S Y a SstiggeStinghat engagementwith the
artswasvaluedandenjoyedby the groupé dlétsiyou do, be yourselfandbe ableto do

somethingfor & 2 dzN&JSHnE2).
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Coresearchersalsodiscussedhe potential for the artsto representdifferent aspects
of themselveswithin creativeoutputs. Forexample Johnnoted in cycletwo that the artsmay
allowyouto showcasendexploredifferent sidesof your personalityandidentity through
artisticengagement®A person,how youactasyou are,in the art it canbe something
different completely,soA (alhastlike anotherpersonhasdoneité (C2) Reynoldg2002)
suggestghat adultswith learningdisabilitiesmayhavefewer opportunitiesfor selt
expressionastheir experiencesre often shapedby a compliancewith the goalsof others. In
contrast,engagementn creativeactivitiesmayd LINE a¥&hiRI&for expressinga personal
@ 2 A @&/0lds2002,p.64). Thisdemonstrateshe importanceof facilitatingindividuality
andfosteringthe personalinterestsof adultswith learningdisabilities However these
experiencesre only accessibléo adultswith learningdisabilitiesif they haveaccesgo
appropriateresourcege.g.staff and appropriatematerials). Thismaybe particularly
pertinent for individualswho are residentsin assistedivinghomes,who rely on staff
availabilityto supporttheir artisticengagemen{Reynolds2002).Forexample Johnshared
that he wasunableto participatein arts activitiessuchasdrawingor paintingduringthe
pandemicasda i K\8asd®bodyto setupthe (i | 6 (CZA therefore,inclusivearts-based
learningprogrammessuchasPPAwhichare designedo facilitate creativeselfexpression
may be particularlyvaluablefor adultswith learningdisabilitiesby allowingparticipantsto

pursuetheir personalinterestsand sharetheir individualviews.

5.3.2.4.3.1 Ownershipand achievement

Animportant experiencerelatingto sharingaspectof oneselfthroughthe artswascreating

physical’ LINE Rvhish doaldbe takenawayfrom programmesd ¢ PuiplePatch youfind

@ 2 daoMiBgbackwith aR NJ ¢ & )t £1). Coresearcheremphasisedhe importance

of ownershipof thesecreativeoutputs, whichfacilitated a senseof belongingd @ lyaurQ &

creation,A (y6ufwho] madeit, A (in& anyoneS f & &J8hE2) Traceywho identified as

dyslexicenjoyswriting storiesin PPAprogrammesand wrote severalstoriesabouther

experiencesat PPAthroughoutthe project. While dyslexigpresentedsomechallengegor

¢ NI OnBittn@ shedescribednow a senseof ownershipover her storiesmeantthis wasless

impactfua L 'Y Reéaf SEAO® L R2yQi S0 AdG 02GKSNI YS

L2Syaz GKS@ YI1S YS ¥SSt (ga2i L oStz2y3a o6SOI d
Coresearcheravere often proud of their creationsandachievementsat PPAand

frequently sharedtheir work with others (e.g.friendsandfamily: & ¢ S h@véh{ I Yi@uin,

oury S A 3 K @ 2aduE . In cycletwo, Liamrecalledfeelingsof pride associatedvith

completingartwork at PPAwhichresultedin him surprisinghimselfby his capabilities:
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I mustadmit, A (itiatfeelingof pride to knowthat & 2 dz@ad&hat pieceof art. You might not

at the beginningthought, ‘How on eartham| gonnado this, L On¥t gonnabe ableto do thisQ

thisandthat, butthenbythenendé 2 dz&@i&@lysurprisedyourself
Thisisin keepingwith previousresearchwhichsuggestgshat engagementvith creative
activitiesmayencouragea senseof achievementor adultswith learningdisabilities(Pearce,
2017). Bycreatinga Wisualrecord of achievemen®producingphysicalartistic outputs may
supportthe selfefficacyand selfesteemof adultswith learningdisabilities(Hall 2012).

Alongsidesurprisingthemselvesco-researcheravere alsoableto challengethe

perceptionsof othersregardingtheir capabilities asJohnexplainedin cycletwo: & LJS 2sayf S
ohlR A RkyiaWiiou coulddo that, or somepeoplelike, youknowthe housetheyR 2 y Q (i
know exactlywhat we do at the PurplePatcte 8imilarly Janinediscussedow sharing{ | Y Qa
end of yearprofile, whichshowcasesa LJ- NIi A Quarkdndpibgdessthroughoutthe year
altered2 (i K Pexckpfonsof her capabilitiesand of the approachat PPA

| thoughtit would be goodto showthem [neighbourslthe bookat the end of the yearand

i K S @ake@iBwith them for a coupleof daysandbroughtit backandsaidl R A Rrgaflsé

i K I vih@sghegot up to o XABlla@aringthey just thought shewent ad satin aroom andhad
afew hoursawayfrom usandthat wasit (C2)

Previougesearchsuggestdhat creativeoutputs producedby adultswith learningdisabilities

may helpto sharetheir storiesand experiencesandtherefore actasa mediumfor sel+
advocacyRichardst al., 2019. Hall (2012)workedwith a groupof 40 menwith learning

disabilitiesto produceanddisplaycreativeoutputs relatingto their sexualityin a gallery.Hall
(2012)found that by sharingtheir experienceghroughcreativemethods,LJ- NIi A OA LJ y (i & Q
creationschallengedexpectationsand misconceptionsroundadultswith learning

disabilities resultingin greaterunderstandingand acceptanceSimilarly,in the presentstudy,
coresearchersisedtheir creations(andtheir attendance)at PPAto demonstratetheir skills

andachievementdo others.

5.4 Reflections and Recommendatiofiem Cycle Two

Reflections on cycle two of the research did not result in any recommendations regarding

PPA. However,edB5 4 S NOKSNE ARSY (A TASRatkBquiedfarthérA ot S LIS2 LI S
exploration in cycle three, since the group figlat there was more to understand about this

concept than the presertycle had allowed for. Additionally, at this stage of the projeet co

researchers began to reflect more regularly on their own experiences as resesitaeng

been involved in the project for over six months. In the extract below, Tracey reflects on her

involvement in the project so far, identifying aspects of the rese#tiahshe hal enjoyed,
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her hopes for the future and areas of personal developnisiacted by the research

(discussed further in sectichl1.2)

A

CKA& Ad 6KIG LQOS F2dzyR 2dzi 6KAES NBaSkHNOKAy3
o2dzi 6KFG L €2@0ST YR ¢KIFIG L FAYR KIENR® LG &F
0SSy @OSNER AyGSNBalGAy3aT L OM¥RIght find neviithing@outFIA Y R Y z
OFyQi ¢FAlG G2 fSFENY Y2NB Fo2dzi GKS 23GKSNJ &dzo 2
the end about whyPurple PatctArts isPurple Patch NIl aH 6 SEGNI Od FTNBY ¢NI O
+I NASieQ NR#eBInCROK ai2NE

Additionally, ceresearchers used their experience of research methods to reflect on the
accessibility of the methods chosen fiycle two In the extract belovirom cycle twg Janine

and Sam discusd how artsbased methods allowed for multiple approaches to engagement

with research:

WEYAYSY Y& LIAOGdINEQE RAFFSNBYyG G2 [AFYQa LIAOGC
same thing but in different ways

UR: different wayyeah

Janine:so,n@ yS Ad gNRy3I>X &2dz2QNB adAftft O2YAy3d 2dzi & A
URyeaht KIF 4 Qa | 3I22R LRAYI

Sam: | do, do it with a left hand, but Janine does it with her right hand, and you right it down

but both ways is right

Reflections on the suitability of chosen research methods suppdite t w Dd@disions

concerning appropriate methodologies in cycleer
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6 Cycle thre ¢ Accessibility and Support

6.1 Planning

6.1.1 Research Questions

In cycle threeco-researchers chose to explore accessibility and support at PPA, and in the
outside world.The planning stage of cycle three consisted of four-baer meetings for each
group. In these initial meetings the groups looked at previous research investigating
accessibility and support with and for disabled people (Liddiard et al., 2018; White &Morg
2012).Easy readrersions of this literature were created by the UR and shared with the group
over Zoom(seeappendixF). The UR supported the PRG to discuss the aims, methods and
findings of each paper, with the goal of increasingtthes DuQdierstanding of different
approaches to researching accessibility and support in different contexts. Both papers that
were examined by the PRG in cycle three included disabled peoplerasearchers, to
demonstrate the role of accessibility and suppiora research context.

When selecting research questions for this cycle, the PRG considered the
NEO2YYSYRIFGA2YAa ARSYGATFASR Ay G(KS NBOASSE LKFAS 27
LIS 2 LX $ avoritrEsSarch question for cycle three was therefore designeftitier
AYO@SadGAarGsS GKS y2iAr2y 2F W 00Saarofs LIS2LX $Qa Co
accessibility and support that were most important to the group resulted in the identification
of seven research questions. Due to the time constraints of each, ¢hel®RG discussed
these questionsvith the goal of reducing the number of questions included in the cycle.

Through these discussions, two questions (Is there enough support for everyBradnd
gKIG Aa U3I22R ljdzl £ AG@&Q & dzDiHAl Nsli Khése quSshides NBEY2 OSR T NE
were removed as the group felt they were not able to answer these questions on behalf of all
PPA participants due to their subjective and personal nature. While all participants receive
some level of support from PPA stafbnse participants attend PPA with additional support
(e.g.a support worker, carer or parent), while others attend independentlyr&searchers
suggested that for some patrticipants, additional support may be beneficial, however this was
not always possibldue to a range of factors (such as financial barriers and/or logistical
challenges). Geesearchers therefore recognised that while additional support in

programmes may be beneficial, this was not necessarily the responsibility of PPA, since
participantswho require specific support arequiredto bring a support workewith them to

their programme.

That thing [support at PPA] though we will have to look at carefBilyple Patctwould be like,
if you require X amount of suppothould bring & dzLJLJ2 NIi 62 NJ SNJ 024 6S R2y Qi KI
stafingo XBPSy a2 AdGQa tA1S=T F o6AG tA1ST GKSNBQa | adzZle
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then maybe sometimes there could be mdgtgam, C3)

Therefore, since not all support at PPA is provided directly by PPA staff and may be arranged
through social care or privately, the group felt on reflection that these questions were
beyond the scope of the present study. Despite thistesearchers refleted generally on
the impact of support from others on accessibility, both at PPA and in the inside world
throughout cycle three.

After this process of narrowing down thew Dirftial questions, five were selected as

the focus of cycle three:

RQ12 KI G4 YIF{1Sa | LISNER2Y WFO00Saairof SQK
RQ2:What maked$PAaccessible or not accessible?

RQ3:What does an accessible space look and feel like?

RQ4:What makes learning more or less accessible?

RQ5:How accessible is the information theaPAshare?

6.1.2 Change in Cowtl9 restrictions

It is important to note thaduring cycle three coesearchers were able to return to PPA
programmes in person. While restrictions such as social distancing and mask wearing were
still in place, this was the first time gesearchers had returned to their PPA programme
physically folover 12 months. This change in how participants attended PPA shaped the ways
in which ceresearchers approached their research in cycle three. Firstly, having not attended
PPA programmes physically for over a yeasasearches were able to approach their
investigation of accessibility at PPA with a fresh perspective. Additionally, in some cases, co
researcher€experience of both online and physical attendance provided the group with a
point of comparison regarding the accessibility of people, activities and places. However, it is
worth noting that the Covidl9 restrictions in place within programmes may haveacted

thet w De®Rp@eriences and perceptions of accessibility. For example, John and Liam discussed
the impact of so@l distancing on the layout of PPA programmes during a discussion about

accessibility and space:

Liam:yeapa 2 €t A1S AGQa Iff S@Stz 2Ly LIIys &2dzQ@°€
something

UR: yeah

John: exactly, certainly for warap circle or chairs [wheelchairs] or

UR: yeah

John: and walking round and, you know, enough space

UR: mhm
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John: and | think space now will be big time premium toXB@SNE 62 Re Qf t KI @S (2 KI @S
distances and the measuring tapes and all that business

It is therefore important to recognise that the PRG examined the accessibility of PPA during a

time when programmes were subject to strict Colf@d regulations. Therefore, thew D Q a

approach to understanding accessibility and support at PPA may have been impact by factors

specifically relating to the pandemic.

6.1.3 Choosingnethods

Beforechoosing methods incyclethrBe A G ¢l & AYLRNIFyd G2 dzyRSNBROIF YR
meant to different members of the group, since interpretation of this term would inform the

t w Da@moach to this cycle. The importance of discussing key terms was evident from cycle

two, where there was some disagreement in the group regarding the definition of the word

WAY Of daA BSQY

UR: what does inclusive mean?

W2KYY Al YSIya dzvYz Ad0Qa 2yfeé& AYLRNIFIYyd G2 @&2dzx AlQ3
wX8

MK: so, if | said that we were going to do an activity together and it was going to be inclusive
what do you think | might mean?

TraceyUR that means only us would know

Jo: is it that everyone would be able to do the activity?

UR:yeahi KI G Qa NRAR3IKI

wX8

Tracey: | think the word that | meant like, only us wokm@w, what is going to happen

UR:yeah you know what Tracey, that might be exclusive

It is worth noting that the wakey termst NB RSFTFAY SR Yl & @FNE RSLISYyRAy3 2
relationship withwordsd dzOK | & , diditiyeld fedsnal expeflencés.g.disabled and
non-disabled people may consider these words differerdlydiscussed irelation to the

word Hccessiblén section5.3.2.2. The extract above demonstrates the importance of
discussing these terms at the beginning of the research, so that a) all members were aware of
the basic meanings of keywords relating to the research and consequently felt confident to
contribute to convesations and b) so that differing perspectives relating to key words could

be explored and taken into consideration in the research. Therefore, during planning session
one, the group discussed what accessibility meant to thaspects of accessibility thédtey

felt were most important andhe factors that might influence whether something is

categorized as accessible or inacces<idgh at PPA programmes and in the outside world).
This facilitated discussions about how the factors impacting accessibiitgdto thet wD Q a
research questions concerning accessibility and support at PPA. A mind map, which included

the key themes from these conversatiomgs produced by the UR and shared in the PRG
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Facebook group so that @esearchers could remind themselves of ithdiscussions about
accessibility at any time (see figuz6). Factorsidentified as impactingccess through these

conversations will be discussed further in secit08.2.1.
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Figure29: Accessibility mind map

As in the previous two cyclethie methods for cycle three were chosen
collaboratively by the PRG, through a series of group discussions. Each research question was
considered in turn, and ecoesearchers shared their ideas about how to address the question
based on their knowledge of gable research methods and their experiences from previous
cycles of research. Having previously completed the process of selecting methods in cycles
one and two, ceresearchers were more aware of the methods available snland
therefore took a more active lead in these discussions than in previous cycles. For example,

[ SIYyySQa adza3SadAizy (2 cakifsh S NIRGRAINEDEeiices dzy RS N
of accessibility (as discussed below).

To addressesearch questionong(K I 4 Y I {1 Sa | Li&didseafcheisl OOS A :
chose to discuss the features of accessible people in a research session. During this session,
some ceresearchers also chose to draw their ideas around accessible people. While this
activity was specifically designed to understand thes Dp@réeptions of and experiences
with accessible people, the PRG also shared their views on accessible (and inaccessible)
people in relation to research questions two, three and four. This demorestritat

accessible people were a key aspect ofthes De®p@riences with accessibility, both within
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PPA programmes and in the outside world
As a central and important question for this cycle, research question two (what

makesPPAaccessible or not accessible?) was discussed throughout cycle three. To capture

Ly AYAGALFE &yl LAK2G 2F (MK&ccessibbyDaa PPAELISNA Sy O0Sa 2F |

programmes, caesearchers chose to create an accessible questionnaire. The questionnaire
was designed collaboratively in planning session four and provided a spaceréseeochers

to log their experiencesaioss four key areas, which were identified by the group as
impacting the accessibility of PPA programmes. These were: transport, venue, staff/support
and activities. Each of these categories were split into six contributing factors. These factors
were chaen by the PRG through a group discussion about the specific factors influencing
accessibility in each of the four areas outlined above. The perceived accessibility of these
factors were rated using a traffic light system-@eearchers coloured in the aji that
corresponded with how accessible they considered each aspect of their experience to be,
using the traffic light colours (rédad face for inaccessible, orage2 1 Q FIF OS F2 NJ
accessible not inaccessible and gresmiley face for accessible). A traffic light system was
chosen as the method was familiar to the group. PPA have previously used a similar system
when asking participants about their experiences at PPA during their internal evaluation
sessions. CGeesearclers were therefordamiliar withusing traffic light colours to indicate

their feelings about various topics:

Ella: oh yeah, | remember doing it [traffic light system] withogramme leader

UR: yeah, you did the traffic lights witprogramme leadet?

Leanne: yeah

WX 6

ES: used to ask about how we feel about comingutple Patcton a morning
Descriptions were added under each of the factors to suppottesearchers to evaluate
their experiences when completing the questionnaire. Additionallyesearchers chose to
include the portion of the arts and variety questionnaire (see fi@g@ewhich logged
emotional responses to arisased activities at PPA using emojis. As cycle two occurred while
PPA was operating solely online, this activity was repeated to capture any similarities or

differences in the types of activities included in tHéAPpogramme in person, versus online.

YSAGKSN



Name

Activities
Variety ® Structure ® Enjoyment ®
Transport Homumimtaetie | (0 e the sctviiss ) Do you enjoy the )
activities? Is there well-structured? |s activities?
? th d
How do you get to Purple Patch Arts? Em— @ et | Q) ©
Car Bus Taxi Walk Other
Can everyone ® Options ® Is it the right @
Time ® Distance @ Enjoyment ® do them? @ Were yougiven @ 'level for you @
different aptians of
—— Q] mEmm (O pmmmw |Q Y Q) wwmsm © mwemn ©
Purpie Patch Arts? @ Arts programme? © Patch Arts? © accessibletoeveryone? activity? =1 hard, toa easy, or just =
? ? right?
Notes
Cost @ Flexibility ® Reliability ®
How much does it @ How Fle)ub\els’ @ How trustworthy i @
costiagetta your transport your ransport? Does
Purple Patch Arts? C: k
e © e © e [©
Venue _. ;
Activity What we did How I felt
Where does your Purple Patch Arts session take place? (circle) (circle or draw your own)
s ’R - j "U’-F
e AR — A \u) F— -
. l. 4 LL] ..
Entrance @ Toilets @ The room ® & -~
I3 the. o Are the toil Is the
domae | © i ©@ sccessioi?1si ©
Hi isit 7 fic - [-2
v |© e © vl B ) s K = oW 2s
e —_— — ae N - = — {
Moving around @ Furniture @ Signage
How easy is it for Is the furniture. Haw easyisit lo
ible d the L
S O Ean (O EE
everyone us it?
Staff/ Support
Helpful @ Approachable |(@)| Easyto
How helpful are How approachakle
the staff at Purple @ are the staff at @ under_81and
Patch Ans? @ Purple Patch Arts? @ H:::E;x:t‘;ﬂm’
understand the 5
Friendly ® Knowledge of @ Adaptable
How friendly are i How adaptable are
the staff at Purple @ participants @ the staff st Purple
Patch Arts? @ :m’;g'ﬁ“"“ B @ Patch Arts?
— —

Figure30: Questionnaire exploring accessibility at PPA

For research question thregv/fiat does an accessible space look and feel like?) co
researchers opted to utilise creatiapproaches to demonstrate tlrevaried experiences of
accessible and inaccessible spdc®ghile planning their research about accessible spaces,
coresearchers naturally shared their experiences at PPA (consequently contributing to the
t w Dufderstanding of research question twehat makesPurple PatctArts accessible or

not accessible?). However,-cesearchers alseeflected on their experiences of accessibility
in the outside world (in settings outside PPA) and made natural comparisons between the

G2 LG 06SOFYS Ot SINI FNBY RAaOdzaaAizya Ay (KS

8¢ KS twD O2YyaAARSNBR | 0O0Saaiot SxglpMdenodSanaes)p f S Wwa LI C
alongside broader environments, communities and systems. For example, the research
O2YYdzyAGeéklt OFRSYAL g ad O2yaARSNBR lhdultswithwa LI 0OSQ ¢
learning disabilitieslue to concerns around accessibilitherefore, descriptions of spaces in relation

to this question do not simply focus on the physicality of a space (although physical attributes were

often considered) but included a range of factors which will be discussed in the results and discussion
secion.
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experiences of accessibility at PPA and in the outside world were not always consistent and b)
that thet w Didedls regarding what an accessible space should look and feel like, were not
always comparable to spaces that they had encountered in real lifeesgarchers therefore
OK2a$S (2 I LIIINRBFOK (KAAa ljdzSaiArz2y oeé addty aA RSNAY 3 (K
whichinvolved cecreating acrostic poemSee appendix Haimed to capture co

researcher&iews on what their dream accessible wowduld be like, look like and feel like
Coresearchers thn compara this to ther realworld experiences (at PPA and in the outside
world). Acrostic poems are used regularly in PPA to support participants to share their views
on a particular topic, and emesearchers were therefore familiar with this approach. In an
acrostic poem, thdirst letter of each line spells out a word. Prompt words, which were

chosen by the PRG, provided a structure to discussions and the processreaiting the

poems while providing ceesearchers with the freedom to use their imagination when
consideringheir ideal accessible world. Further details about howesearchers careated

their poems are included in secti@?2.1.7

Additionally, to visually capture the gesearcher&xperiences of accessibility in the
outside world, two researchers chose to take photographs of accessible and inaccessible
spaces they encountered during a week. This occurred during the action phase of cycle three
and photographs were used as the basfis group discussion in action session four. Co
researchers initiaf wanted to take photographs of accessible and inaccessible aspects of the
PPA programme, however this was not possible due to the dd®viéstrictions in place at
the time. For example, etesearchers were not able to use a shared device to take
photogrgphs €.9.the PPA iPad) and were not able to move around the room freely due to
social distancing measures. Additionally, taking photographs within programmes raised
concerns around the ethical implications of photo consent, particularly from PPA panmticipa
who were not involved in this research. Therefore, the group decided to focus their
photographs on their experiences outside of PPA, and then use these images as a point of
comparison to discuss the accessibility of PPA programmes.

Toaddressesearchquestionfour (what makes learning more or less accessible?) co
researchers chose to discuss the characteristics of accessible and inaccessible learning during
a research session. Somemesearchers also opted wwreate an artistic response to this
guestion(e.g.creating a poster, collage or drawindgaving previously used aftmsed
methods successfully in both cycle one and two, the group were familiar with this approach
and therefore used visual methods to support their discussio

Research question five (how accessible is the informationRiFashare?) was

chosen agycle one revealethat the information shared by PPA was not always accessible
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to them. To address this question,-8tB 4 S NOKSNA RSOARSR (2 S@I t dz
O2YYdzyAOFGA2Yy YSGK2R&A o0& t221Ay3a +d GKS tt!
homes. The UR shared these forms of communication with the group via Zoom and the group
discussed what was accessible or inaccessible about the information and howsihavasin
action session one.

Finally, while not explicitly a research question in itself, discussions during the
planning phase of this cycle highlighted the importance of understanding the subjective and
personal nature o€o-NB & S | NIp&iénbEpaccessiblEnaccessible spaces. Since co
researchers frequently drew on their personal experiences, both within PPA programmes and
in the outside world, the group decided to dedicate a research session to actively reflect on
these experiences. Gasearchers also shed a desire for ggater understanding o&dults
with learning disabilitiesnd in particular, understanding from others about whagit £ A { S & Ay
Ye akKz2Sagy

[ SFyySY AdQa tA1S GKFG alreAay3asr gKe y2i Lidzi @ 2c
wX8

9 f f | gotale@dng difficulty

wY @8SHFKXZ GKFGQa NRIKDG

9fflY YR &42YS akKz2LlA R2y Qi dzyRSNRGI YR

UROXS8 GKAY]l AGQa AyiSNBadAy3d gKF{d e2dz aFrAR 0
AaK2SaQd 2KIG ¢2ddZ R Al 6KIFG g2dz R AG 06S A
Leanne: hard

UR: hard, yeah

Ella: yeah, just to see

UR: yeah

9ffrY YR (2 1y26 é6KIG AGQa fA1S FT2NJ YSZI F2NJ L

This discussion led to thm-creation ofti KS | OGAGAGe WAY Yé aKz2SaQ:s
support caeresearchers to reflect on and share their personal experiences of accesddulkty

of accessibility in everyday life (including at PPA, where appropriate). As suggested by Leanne

in the extract below, the group chose to create a poster, which shared the challenges and
barriers to accessibility thefpced alongside important aspects of their livesaakults with

learning disabilitieshat they wished otlers knew:

dZf R R2 &a2YSGKAYy3 lo2dzix

''wY R2 @&2dz GKAY]l 68§
S & dZf R R2 | L}X2adSNJ

[ SIYyySY @SIFK wX8

The process of selecting this activity provides an example of wheresearchers took an

active lead in the decisiemaking regarding choosir{gnd designinglesearch methods.
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6.2.1 Procedure

Research sessions in cycle three took place fortnightly and lasted approximately one hour.
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Table8 provides an overview of the content addressed in each session of cycle three,

including which caesearchers were involved. €esearchers completefinal interviewsin

their own time over a period of one montkee section6.3.3.9. Finalinterviewsand the

review phase of cycle three occurred simultaneously.

Table8: Outlineof research sessions in cycle three

Session Type

Coresearchers involved

Session content

Planning 1, group 1

Ella, Leanne, UR

Planning 1, group 2

Sam, Janine, John, UR

Looking at previous literature (White
Morgan, 2012, Liddiard et al., 2018).
Discussing what we mean by

W O0SaaroAtAlEeQd

guestions.

Planning 2, group 1

Ella, Leanne, UR

Planning 2, group 2

Sam, Janine, Tracey, John, Lian
UR

Planning feedback session with PPA
staff, selecting research questions,

discussing potential methods

Planning 3, group 1

Ella, Leanne, UR

Planning 3, group 2

John, Tracey, Sam, Janine,
Charlie, Jo, UR

Choosing research methods

Feedback session

Ella, Leanne, Tracey, John, Lian
UR, PPA office staff

Research feedback session with PPA

staff

Planning 4, group 1

Ella, Leanne, UR

Planning 4, group 2

John, Tracey, Janine, Sam, UR

Creating accessibility questionnaire,

discussion about accessibility at PPA|

Action 1, group 1

Ella, Leanne, Jo, Charlie, UR

Action 1

Sam, Janine, UR

Accessible Learning, discussion aboy
accessibility of information shared by
PPA

Action 2, group 1

Ella, Leanne, UR

Action 2, group 2

John, Tracey, Charlie, Jo, Sam,

Janine, UR

Accessible people discussion

Action 3, group 1

Ella, Leanne, John, Tracey, UR

Action 3, group 2

Sam, Janine, Liam, UR

W 00SaarotS RNBIY

poems

questionnaire

Accessibility Leanne, Tracey Taking photographs of accessible an
photographs inaccessible spaces independently
Accessibility Sam, Janine, Tracey, Liam Completing accessibiliyuestionnaire

independently
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Action 4 Ella, Leanne, Tracey, John, UR | Finishing acrostic poems, looking at
accessibility photographs

Action 5 Ella, Leanne, Tracey, John,UR | WLY Y& &aK2SaQ I Of

Review 1, group 1 | John, Tracey, Charlie, Jo, UR | Analysis of poems

Review 1, group 2 | Sam, Janine, UR

Review 2 + 3 Ella, Tracey, John, Liam, Sam, | Analysis of cycle three data
Janine, UR

Review 4 (in persor| Ella, Tracey, John, Liam, Sam, | Reflection on being a researcher

session) Janine, UR

6.2.1.1 Planningsession one

As previously discussed, during planning session oniesgarchers engaged wittasy read

adaptatiors of previous literature (Liddiard et al., 2018; White & Morgan, 2012). In line with

the theme of this cycle, eeesearchers were asked to consider what was accessible or not
accessible about thepecificresearchpresented in theeasy reachdaptatiors, alongside what

they thought could be improved and what they thought was successful about the research.

For example, Ella identified the participatory desgd [ ARRAI NR SiG | f Qad o6 H

positive aspect of this project:

UR: what did you like about it? [Liddiard et al., 2018]

Ella: | like that the people with learning disabilities is teaching the people witHezoning

disabilities
However, ceresearchers also identified presentational features of élasy readlocuments
when discussing the accessibiléyuccess of the research. For example, when asked why they
GK2dZAKG 2KAGS YR a2NBIYyQa oHnmMHO NBasSkNDK ¢
LIAOGdzNBa¢ FyR 9ftflr adliSRY atkKSe 2dzad ot Seé A
aSS Al ocSdiing:hEstygastKhat temsy readadaptatiors of the research
produced for this project were successful in improving accessder literature for ce
researchers. Additionally, the PRG raised interesting points regarding how the accessibility of
research outputs may impact the perceived accessibility of research as a whole. However,
these discussions revealed that-cesearcherdelieved that all published research was
presented in the style of amasy readlocument. This resulted in some confronting
O2yOSNEIGA2ya NBIIFINRAYy3I GKS 101 2F | 0O0Sa4aAro
FNB y2id S &idaind. Akepdhica donsid&ation of this project was to ensure
thatcoNB a4 S NOKSNBE 6SNB Ay OfdzZRSR 4 Ffft adl3asSa 2
dissemination. Therefor@daptationof aspects of the research process was crucial to
facilitate coNB & S NODKSNB Q Fdzf £ LI NI A OAfodnaitihgprglevahty (G KA &
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literature to increase their accessibility, the UR neglected to present an accurate picture of
the research landscape and in particular, the accessibility of publications. Therefore, a key
learning from this (as discussed further in sectldn3.2 is the need for open and
transparent conversations with disabled-oesearchers regarding the accessibility of
research processes and materials.
Additionally, while reflecting on previous literature, the PRG became increasingly
aware of the lack of representation of disabled people as researchers. Ella discussed this with
GKS 'w gKAES NBFESOGAY3I 2y 9YYl ad2 NERIfYySQa & | RAAL C
(2012) research exploring the everyday literacpdilts with learning disabilitieS he extract
belowdemonstrates the importance aharingprevious literature which includegsearchers

with learning disabilitiegn PAR projects

UR: Spwhat do we think about this piece of research?
Ella: Really good, | wish there was more researchers *inaudible* with learning difficiil¥e8
Maybe with more people who have disabilities out there in Leeds

During planning session one,-oesearchers also discussed aspects of accessibility that they
felt were most important (both at PPA programmes and in the outside world). Factors
impacting access identified through these conversations will be discusséefimtsection
6.2.1.1 Some of these aspects were discussed further in planning session four and used to
inform the creation of the accessibility questionnaire.

Using their understanding of previous literature and thev Ddi3c@ussions about
accessibiity, coresearchers brainstormed seven questions relating to accessibility and

support at PPAollowing the process outlined in sectidn2.1.1

6.2.1.2 Planning session two

Planning session two was split into two activities. The first wakesign a feedback session

for PPA staffSimilarly to the feedback session in cycle two, an animated Powtoon video was
produced to share the findings and recommendations from the previous cycle with PPA staff.
The finished video was played for PPA staff over Z&eunondly, Aving brainstormed seven
research questions in planning session onetasearchers voted on which questions they
would like to focus on during planning session twae process of narrowing down these
questions differed in each group. Group one opted to have a discussion about which
guestions were most important and relevant. Meanwhile group two chose to vote for their
favourite questions by pressing an imaginary gaoltezzer to indicate their favourite

questions. Using this process, five questions were selected for inclusion in cycle three. The

final stage of planning session two involved some brief discussions about potential methods
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to address the w Dcfoen questions. The group discussed their chossearchquestions
andconsidered whichmethodswould allow them to capture their experiences. For example,
Ella suggests an arbmsed approach to understanding thew DeRperiences of accessible

learning:

UR: How do we think we could try and answer our question about what me&asng
accessible or not accessible, what kind of things could we do to try and answer that question?
Ella: a piece of art

These initial ideas were revisited and refined by the group in planning sebsi

6.2.1.3 Planning session three

Planning session three aimed to finalise the research methods the group intended to use to
explore their research questions in the action phase. The group discussed each research
guestion in turn, considering any ideas for research methods from planngsjosetwo,

alongside methods that the group had used successfully in previous cycles of research.
Research methods were selected based on how appropriately they captured the experiences
of coresearchers, their accessibility and flexibility and the timésoathe action phase. All
research methods included multiple options for@searchers to choose from, based on

their personal needs and preferences. For example, to address research question four (what
makes learning more or less accessible?)eseachers participated in a group discussion,

with the option of concurrently creating an artistic response to this question.

6.2.1.4 Planning session four

Planning session four was used teaeate an accessibility questionnaire, which was the

chosen method to address research question two (what mék@aaccessible or not

accessible?) The questionnaire was designed collaboratively using Canva. The UR shared their
screen,andthecdl B &4 S| NOKSNARQ RSaA3dy FyR O2yiSyid ARSI
guestionnaire was designed to collect informatierperiences concerning four key aspects

of accessibility at PPA. Thesere: transport, venue, staff/support arattivities. These

topics and their six contributing factors were chosen by the group, via a group discussion

about the most important aspects of accessibility at PPA and in the outside world. While

there will, of course, be additional aspects that impactessibilitydr adults with learning

disabilities the topics chosen for inclusion in the questionnaire were deemed to be the most
important to the PRG within the context of PPA. Additionally, the questionnaire aimed to
provide an overview of accessibility at PPA. Additional aspects of accessibilityagsuc

accessibility and learning) were explored in response to other research questions.
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A physical copy of the questionnaire was sent teesearchers in the posthree ce
researchers completed the accessibility questionnaire (Liam, Tracey and Sam) during the
action phase of cycle thre¢. A y OS O2YLJ SGA2y 2F (KS ljdzSadAz2yyl ANB
own time, ceresearchers were given the option of when/if to complete the surigny of
the factors measured through the survey were reported to be constant across PPA sessions
(e.g.coresearchers reported using the same method of transpotravel to PPA each
week). Therefore, the group decided that completing the questionnaire once would provide
an effective overview of the accessibility of the four PPA programmes represented by co
researchers. Geesearchers rated the accessibility ofAP&sing a traffic light system (As
discussed in sectioB.1.3. A notes section was included for-msearchers to expand on
their answers, if required. Greesearchers used this section for different purpgsesluding
to reflect on the access needs ohets in their PPA group-or example, Sam (with support
from Janine) shared her ideas concerning the accessibility of her PPA programme for those
who use a wheelchaidespite not using a wheelchair hers@ée figure 31)While the
questionnaire was intended as a sedflection tool, this suggests that aesearchers were
also aware of and evaluating the accessibility of the PPA programme based on the access

needs of others.

Notes \
No-one vse= ouvé\r\_Q—E/\W“ Mgws

33 wwswo\"fww“ e

2&55/
Figure3ly { I YQa Wy2(iS8Q &aS0iGAz2y TN.EY KSNJ I OO0SaaroArtAade l[dSadGAazyyl

Saml YR WI yAy S dz

4 SR
LINRANI YYS 61 &SR 2

I
\

Tracey used the notes section of her questionnaire to reflect on her experiences returning to

PPA in a pogbandemic world, including the positive and negative changes associated with

this (e.g.positive changes to routine and negative changes to staffing figure 3R While

the questionnaire waspecifically designed to support-¢tB5 4 S NOKSNEQ NBFf SOlA2ya
accessibility, Tracey also shared detailed reflections on her experiences as a researcher,

AyOf dzZRAY I K2LIS&a T2NJ KSNJ Fdzidz2NB Sy Al 3SYSyid 6AGK NE

thingslikeve | & NBaS|I NOKS)NA KIF @S R2y S¢
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engagement with research indicate her awareness of the approaching end to the project. This

demonstrates that caesearchers may have considered their changirig iothe project

from as early as the beginning of cycle three-r€earchers shared photographs of their

completed questionnaire with the UR. Questionnaire responses were collated, and analysed

during the irperson research session discussed in sed@i8ri.1

6.2.1.5 Actionsessiomone

During the first action session, tesearchers aimed to address research question four (what

makes learning more or less accessible?) through a group discussion about learning at PPA,

alongside any other learning environments the group had experiencedURhsupported
these discussions via a series of prompt questions designed to facilitate reflection on the

aspects of learning that were accessible or not accessible-tesmarchers. Prompt

guestions included:

iKS NBas
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Accessible learning

1 What makes learning accessibl&¥hat helps us to learn?

1 What things do we need for learning to be accessible? What would happen if we took
those things away?

1 How does it feel when learning is accessilfl&n you think of anywhere where

learning is accessible?

Inaccessible learning
1 What makes learning not accessitiess accessiblg¥hat makes learning difficult?
1 How does it feel when learning is not accessible?

1 Can you think of anywhere where learning is not accessible?

Learning at PPA

1 What do you think is accessible or inaccessible about learning at PPA?

1 Can you remember a time where you learned something new at PPA? How did you
learn it? Was this an easy or hard way to learn something new?

T Whatis it like to learn at PPA in person vs online?

Coresearchers reflected on the most important aspects of accessible learning during the
reviewsessioms. Transcripts ofaction session one weralsoanalysed by the URee section

3.5.2.2for full details of this proce$s

6.2.1.6 Action session two

During action session two, the PRG addressed research question one (what makes a person

WL O0SaaArof SOQOKO o6& RA&OdzaaAy3I GKSANI SELISNASyOSa 21
to consider how the group defined accessible and inaccessible peopleéganvestigate the

impact of accessible people on the accessibility of spaces and experiences more broadly. The

UR supported these conversations through a series of prompt questions.

(@]
(o))
Qx¢
Q)¢
>
(@]

(p))
Qo

2 KFG R2S&a Ad YSIYy AF a2vySz2yS Aa wWkO
What does an accessible person do? Say? Think? and feel?

How does an accessible person act? Make you feel? Communicate?

= =| =4 =

Do we know any accessible people? How do we know they are accessible?
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Prompt questions encouraged tesearchers to reflect on their own experiences with
accessible people and create a profile of featiicharacteristics associated with accessible

people (seesection6.3.2.2.5.). Coresearchers were also encouraged to produce their own

diagramsgdrawings of accessibility people duritige sessior{see for example, figurg3)

oW OW W W OW W OW W W W WM W W W W W W

Figure3ay / K I NEASQa Wi ‘ S LISNBE2YQ RNIgAy3

/ KFNIASQa FNIg2N)] FSFHGdzZNBE RSAONRLIIAGS 62NRa | yR (K2 dzs
gAGK GKIFG& o

6.2.1.7 Action session three

During action session three, tesearchers considered their accessible dream worlds by co

creating acrostic poem@ee appendix H)This activity was designed to encourage the PRG to
imagine the components of their ideal accessible world, and then compare this to a) their

lived experience of accessibility and b) their experiences at PPA. Previous research suggests
OKFG WoAQSK AgyKaS NIS- &LJFaNII A OA LIr yda FNB aiSR G2 af
scenarios in relation to a particular theme, can be a useful method to understand the inner

most thoughts, feelings and dreamsasfults with learning disabilitig®ykens et al., 200).

In particular, a wishing task was chosen to understand thBl&a S NOK S NE Q LIS N& LIS
accessibility as it encouraged the PRG to share their ideal accessible worlds, free from the
imposed limitations and realities of accessibility in the real world

Coresearchers wrote their poems in two separate groups via Zoom. Word prompts
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for the acrostic poems were chosen by theregearchers in each group. Words selected for

0KS | ONRPaUGAO LRSYa 4SNBY W O00SaaArofS RNBIFY 62NI RC
ANRdzZLIA | f &2 2LIWGSR G2 OREplelPstchl NILaE2GB Y 2dzaNMB/Ff KIS 2LYNE
accessibility at PPA. The UR shared a word documérich includedhe chosen prompt

word, with co-researchers via screen share on Zoomré&searchers took turns to share their

ideas for the acrostic poems by indicating which letter of thengsoword their idea related

to. Coresearchers were also asked to explain how their suggestion related to the theme of

GKS L12SY®P C2NJ SEFYLX ST W2Ky SELXIFAYSR KA& adza3sad
Wl 0O0SaaAotS RMBAIS ¢PNE RQ ARSR 20y S5 &2dz Oty KIF @S |
G GKS 2L O2dA R 06S | O0OSaaroAfAte YSidgcya O2 YLINR YA
John, C3). While ecreating the poems, coesearchers often shadtheir personal

experiences with inaccessible spacastivities and people. For example, Ella shared her

yS3AGA@®S SELSNASyOSa NBfFGAy3a G2 | OOSLIiFyOS | FiSN

part ofthet wDUIa0OOS&aaAo6f S RNBIY 62NI RQ LRSYY

John: it could be acceptance alright
Ella: I had a time for people trying to accept theXt@vasireally hard

Poems were therefore used to support thew Drélléction on their personal experiences
with accessible and inaccessible spaces, including the impact of engagement with these
spacesonctNB & S NOKSNBQ ¢StftoSAy3a yR ljdatAate 2F tATSo

6.2.1.8 Action session four
During action session four, €esearchers completed their acrostic poems from the previous
session (when required). Completed poems were shared in the PRG Facebook group so that
coNBa Sk NOKSNE O2dz R 4SS IyR NBalLRyddfodi2z SI OK 20KSNJ
analysis in the #person analysis session (reported in sectiodi1.]).

Alongside cecreating acrostic poems, two gesearchers (Tracey and Leanne) chose
to take photographs of things that they encounternectheir liveswhich they felt wereor
were notaccessibleduring the period of one weelPhotographs were shared with the group
by the UR via the screen share function on Zoom. This allowegsearchers to engage with
the photographs by asking the UR to zoom in/out on features of the photographs they found
interesting, or to compare photagphs. These photographs were used as the basis of a
discussion during action session four about the realities of accessibility and the diffexgsit
in which ceresearchers approached and experiedeecessibility in the real world. Both
Tracey and Leamnwere present during this session and were therefore able to provide

additional context about the photographs they had taken and why they represented
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accessiblorA y O00SaaAofS SELISNASYyOSa F2N G6KSYd [ Sty
and inaccessible experiences relating to communication, physical access, disteatien
and engagement with inclusive programmes. Leanne chose to label her photographs to
explain why they were accessible or inaccessible (see f@f)rén contrast, Tracey chose to
focus on physical accessibility in her photographs, which featured buildings she encountered
(see figured5). In particular, Tracey chose to take phgitaphsrepresenting contrasting

experiences of physical accessibility and inaccessibility

Figure34: Leanne's 'accessibility photograph' of her iPad

Leanne described her iPad as aiding accessibility as it enabled her to communicate with friends and family



18C

Figure3sY ¢ NI OS& Q& LIK2 {2 3 NJ L¥céessbitydrdmcsibilitg of buildinds inlhik Benlka@a. f

This photograph was taken to show an inacces$ihilingentrance.

6.2.1.9 Action session five

In this final action session, ¢6B5 4 S NOKSNE O2YL)X SGSR Iy | OGAGAGe GA

activity was inspired by a conversation between Leanne, Ella and the UR in the planning stage

of cycle three about the lack of accessibility in some venuegtamick of understanding
FNRY 20KSNBR 6aAilQa fA1S 0KI {c¢le@dndely Bhks arsK &
based activity was therefore designed to supportresearchers to reflect on and share their
LISNE2Y It SELSNASYyOSa 2F | OO0S adnwaunshoksi. e o @&
Coresearchers created physical drawings of a shoe of their choice and then filled
their shoes with drawings, words and symbols to represent their personal experiences of
accessibility. Ella chose to teaan outline of one her shoes, while Tracey, Leanne and John
chose to draw shagthat they felt represented then(see figure86 and 37). John drew his

shoe using the whiteboard feature on Zoom. All otheiresearchers completed the activity

y2i Lz

02y aAiRSN
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using their research journal¥he UR supported this activity via prompt questions, including:

1 Whatisit like to be in your shoés

1 What do you wish other people knew about yoe?ylikes, dislikes, personality,
what things are important to you that you wish others knew?)

1 Whatis it like to be you?

1 What would it be like if people knew what it was like to be in your shoes?

Figure36Y ¢ N} O0SeQa WAy Yeé akK285aQ NBalLRyas

¢ N} OSeQa 62N] RSLMAOGA RSGIFAf SR |y yeeNlGiSe2qyaa NBENU2 yAdyS\&y IF
things that are important to her in her life, such as family, hobl@and having fun. However, she also

RA&0dzaa SR G(GKS AYLRNIIyYyOS 2F 20KSNh kdzgiRyBuNiBed to¥navh y 3 K SNE
a2YSGKAYy3. o2dzi YS¢
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Figure37y [ S yySQa WAy Yeé akK2S8aQ NBalLRyas

Leann& drawing includes drawings and written descriptions of whi like to be in her shoes, alongside a
drawing of a pair of football bootd eannaliscussed her responsibilities for looking after younger family members
0G, 2dza@8AEHAGS 2ySa NHzyyAy3 NBdzy RX NUzyy Ay dleddiiey@)A | NB dzy R
KSNJI RAatA1S 2F R2Ay3 1FNr21S RdzS G2 OKIttSy3asSa
waA0B8¢ gAUGK KSNI O2dzaAyaod

Initially, caresearchers approached this activity by shaemgeriences thathey found
challenging in everyday lif@articularly relating to accessibiliof places and activitie€o-
researchers were not specifically asked to share evergadpgriences that they found

challenging. Despite this, Ella focused on sharing tasks thabehd difficult, such as

navigating the supermarket

FY L fA1S adatiamy 3H 21YiS i{KIAyy3a AdzNBAYR K| NR
aKYd {23 3F2Ay3 (2 {lAyaod2NEQad Aa a2YSiKAay3

9f ¢
I wyY
9ffl Y CAY RRsyugglelinthe supednvarked X 6

This highlights that coesearchers felan important part of understanding whatig like in

their shoeswas to make otherawareof the challenges they may face in everyday. life

Indeed,in cycle three Leanneéi dz33S 4 G SR
R2Yy Qi 1y26 K2 gdterdiydhe iknpoNaRce bfisharng the more challenging

aspects of what itslike in your shoes with others, to increase understanditgwever,

e 2dz «
6AGK KSNJ &LIS!

€ 2dz

GKFGO aGKS LIS2LIX S 6K2 R2y Qi
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Traceynoted that sharingvhat itislike to be in your shoes does not simply refer to aspects

of your life that are challenging, but also your strengths:

Ella: What else do | findgard?

wX8

¢NJ} OSey LG OFy 6S 322R | a 6StftX

'wY , SFKZ Ad OFry 0SS 322R GKAYy3Ia a Stttz GKI G
difficult

After encouragement from Tracey to consider her strengths and interests alongside the
challengeg 9t fl RAaOdzaaSR (KS AYLERNIFYyOS 2F KSNJI A
FLIRAYGYSYyGa X6 3IADFa RY K200RSLAS yakKSy GBS 2x2gmt (¢
like Purple Patch*Yorkshirebased programme*)Thisconversation between Ella and Tracey
demonstrates the importance of peer interaction and team work to suppoftesearchers
to share their varied experiences, perspectives and ideas.

Overall, o-researchergsliscussed positive, negative and neugatotions,
responsibilitiesand experiences (relating to everyday life, accessibility and disability) when
considering what it was like to be in their sho@his activity provided an insight into how the
coresearchers viewed themselves, alongside their personal experiences of accessibility in
their everyday lives. Geesearcher@ih mya K 2 i8spddses were analysed by the group

during the irperson research session described in secfidl.1

6.3 Review
6.3.1 Analysis

The review phase of cycle three took place owee one-hour Zoommeeting per group

alongsideone full inperson research day (discussiedther below). As in cycle one and two,
acollaborative andadaptive form of thematic analysis was used to analysd thve Da@rastic
poems.Caresearchers were sent physical copies of poems and questionnaire responses.

In review session one, aesearchers familiarised themselves with the acrostic poants

then A RSYGAFASR GKS FSF{ddaNBa 2F GKSANI 26y | yR 2
important or interesting by highlighting extracts of text. The group revisited their highlighted

poems during the ifperson sessionwhere the remaining data eve analysed by the group

as detailed in the section below

6.3.1.1 In person research day

Due to the Covid9 Pandemic,hte inpersonresearch day was the firitme the PRG had
met in person. Five eoesearchers attendethis sessionwhich took place at the PPA office
in Leeds. The day was split into three dmaur sessiongreview sessions two, three and four,

as described in tabl8). Review sssiongwo andthree focused on analysing the data from



184

cycle three of the project, including accessibility photographs, highlighted acrostic poems
accessibility questionnairdssy R WA Yy Y& & Godduictigy thelaEnalysiss yoac$ce d
three in person, as opposed to solely on @pprovided an opportunity for the group to use
creative methods to analyse the datadditionally, iRperson analysis enabled the group to
have greater control over how the dateeve analysed. During review session two, the group
discussed the best approach to analysing data foyele three Due to the broad range of
data typesincluded in the analyses faycle threg(including photographs, drawings, poems
and extracts from transcrig} the groupused a creatig visual mapping exercise to explore
the data.

After a process of familiarisation with all of the data collectedyidle three the
group worked together taut, sick, arrange and annotate data frooycle threeon a large
piece of paper, which sougkt demonstrate connections betwedhe varied data types
(figure 38). Coresearchers identified important and recurring ideas from the data, using a
similar process to that described in both cycles one and Rinysical space and groupings on
the page were used to represent the relationships betwaamtified themes and ideas.
Similarly, annotations provided context on these theraesl their relationshipsncluding
thet w De®p@riences anéeelings associated wittachtheme. Ceresearchers also named
and described identifiedroupgthemes. Thisnapping exercisés comparale tothematic
network analysis (Attrid&tirling, 2001). This qualitative analytical approach, similar to
thematic analysis (Braun & Clarke, 2006), is based on a process of generating codes and
themes at different levels of abstraction, usually from textualed&h Thematic Network
lylfearas GKSaS G KS VikedlustratidhsthdrdBnarisgezhe @aB I § S a6 So
GKSYSa O2yailA i dzitigeSbtirling, 20015p3886), thifs prodiding & visdal
map of the themes identified and the relationships between th€nresearchers chose to
O2yaiGNHzOG GKSAN)I @AradzZt YILI oFaSR 2y GKS OSy NI f
accessibility, both at PPA and in the outside world. This is discussed further in $c8thA

oy gy il T

Figure38: Visual map of themes identified during thepierson session

l.j
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Review session fowupportedco-researchers to reflect on their experiences as researcher
andon the project as a wholéelhe session also aimeddelebratethet w Da@hdevements
through their involvement in the projecthis final session may therefore be considered as
both data collection and analysis, since the session generated new data concerningtBeQ a
experiences with research, but also encouraged the group to reflect on and evaluate their
own experiences in the project. Data collected in review session four was analytee UR.
Results from these analyses concerning theesearcherfexperiences as a researcher, and
the outcomes of their engagement in PAR are reportechiapter 9

The following sectionwill discuss the themes that were identified through the co
NE&SINOKSNAQ yR !'wQa FtylrfeasSa Ay 0&80ftS GKNB
of the four aspects of access which impaciek S  texpddi€hées of accessibility within
PPAandin the widerworld. Theseare Wt K & &V QI fy &1 J2aldivavS 4 2 dzZNDO S & =
informationandl O (i A YAfuitheBsiiiigherlevel#FO G 2 NBR A Y Ffwia®aflsOA y 3 | OC
identified by the group. Thesefactorspositivelyor negativelyinfluencedthe coNB & S N K S N& ¢
experience®f accessibilityTheseare: W[ 2 O | WoAlaRly3Q & SKY dHd 2 SW/i 2 yoilk Si ke (0T
andWt S 2 Adadsliibdaltheme,W! O O S[& 34 Ndfuiye @@ co-researcher®
perceptionsof accessibilityspecificallyrelatingto the learningapproachat PPAFinally,
W5 NBUsw & I fcdnéetnghe waysin whichthe PRGonceptualisedxperiencesf
accessibilittandidentifiesthe t w De®p@ctationsjdealsandlived experienceof accessibility

within learningenvironmentsandin their everydaplife.

6.3.2 Results and Discussion

6.3.2.1 Aspects of access

Fourkeyaspectof accesavere identified by the PRGIn line with the SociaModel of
Disability(Oliver& Sapey,1983),aspectf accessdentified by the PRGhadthe potential to
disableand excludeco-researcherdrom arangeof everydayactivities,spacesand
experiencesldentificationof theseaspectf accesswhichoverlapandinfluenceeach
other, providedanimportant frameworkfor co-NB & S | MIEcKsSidn&baut accessibility
throughoutcycle three Throughdiscussiorandactivities(asoutlined above)designedo

explorethe co-researcher&experiencesnd perceptionsof accessibilitythe PRGdentified

9 It isimportantto note that while the PRGAdentified the four aspectsof accessibilityisted here, the
subjectivenature of accessibilittand wide-rangingexperiencef disabledpeoplemeanthat these
aspectsare specificto thet w De®p@riencesTheremaytherefore be additionalaspectsf access
whichhavenot beenidentified in the presentstudybut are nonethelessmportant for disabled
LJS 2 Léingageimentvith activities,spacesandfacilities. Thesubjectivenature of accessibilitys
discussedurther in section6.3.2.2.3.
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keyfeaturesof accessiblspacedqthus addressingesearchquestionthree), and considered
whichof thesefeatureswere presentwithin the PPAprogramme(thus addressingesearch
questiontwo).

Discussions during sessions about aspect of access often deviated fram the
NE&SI NODKSNAEQ DasedIehiir vt OBsaPPA FeneralNdiVihile these
discussions may not have alwdysendirectly related to PPA, eeesearchers shared the
broad range of considerations, thoughts and experiences relating to accessibility, which
influenced their participation at PPA. Past seemingly unrelated experiences of inaccessible
places, activities and€ilitieswere reported toinfluence thet w Defpiectations, perceptions
and decisions concerning attendance at PPA and other organizations and activitidslfer
with learning disabilitiedt was therefore important to understanco-NB & S I Nidades NE Q
experiences of accessibility, to provide context to their experiences within HRAollowing
sectionswill introduceeachidentified aspectof accessibilityn turn and in doing so, provide a
snhapshot into the aspects of accessibility thatresearchers considered when making

decisions around &ndance at programmes and activities, including PPA.

6.3.2.1.1 Physical

Physicabccessibilityvasone of the most commonlyidentified aspectof accessibilityand
wasalsooften one of the first aspectsof accesghat co-researchersaisedin group
discussion® & (wolildbe one of our first questions,s, isit wheelchairf NJ&A S ¥ ReinhieK €
C3).Asdescribedn previousresearch co-researchersvere often requiredto negotiate
barriersin the physicalenvironmentin order to accessctivitiesand spacegAnabyet al.,
2013).Potentialphysicabarriersidentified by the PRGncludedentrancesand exitsto
buildings navigatingthe space(e.g.routes,room layouts,signage pndthe absenceof and/or
challengesssociatedvith accessindacilitiessuchastoilets, changingplaces equipmentand
parking.lt istherefore unsurprisinghat the accessibility of the physical environmenéais
important factor impacting disableddS 2 LJt SQa LJ NG AOALI Gwarg Ay O2YYdzyAd
Health Organisation, 2001).

Entrancedo buildingsprovidedco-researchersvith afirst impressionof the
accessibilityof a space(although,asdiscussedn section6.3.2.4 first impressionsvere not
alwaysaccurate) Coresearchersdentified that slopedentrancesand automaticdoorswere
important featuresof accessibléuildingso & (dénBstairsfrom the carparkis not an
accessibleloor,it R 2 S e, | dzi 2 Y I i Jadite €3).Additionally,spadous
buildingsandrouteswere consideredo be more accessibléhan thosewith limited space
0 & | adinfowe B & ¢ dcrdsticpoem1, C3) Whenaskedto describewhat anaccessible
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spacelookslike, Leannestatedthat accessiblglaceswered 6 andlO 2 f 2 dONJF dzf ¢

Additionally,Johndiscussedhe importanceof spacewithin buildingsfor accessibility,

particularlyfor wheelchairusers:

Johnbr aAO0Ffttex AG KlFIa G2 0S 6ARS Sy2dzaKI ¢gARS
somewhere

UR:right yeah

John:with the chair. Even the house we live in can be tight sometimes

Indeed,negotiatingspace particularlynarrow spacesr tight cornerswasa concernfor co-
researchersvho usedwheelchaird & (i K &wasdrarnerto getNE dzy Jkn,C3)
Navigatingphysicabarrierssuchasnarrow spaceswvere consideredo be animportant skill
that co-researcherdiad developedovertime. Johnsharedhis skillsrelatingto navigating
narrow spacesn hiswheelchairin cyclethree, noting that othersmayhaveto practicethis
skillin orderto accesgarticularspacesdl couldmanageit, but | R 2 yfHihk everyonecould
driveasgood XK S Bage® practice

Accessiblspacesnadeco-researcherdeel that they were welcomeand safewithin
the spacetheywerevisiting(®c 2 @ 2dz FSSt &l E3ohnjGRIMSas , S K=
particularlyimportantin orderto encourageparticipationwith learningprogrammessuchas
PPAAccessiblespacesvere alsoreportedto supportfeelingsof escapismasEllaandLeanne

discussedn cyclethree:

Ella:l like beingthere, UR

UR:Whydo youthink youlike beipgthere Hla?

Ella:Becausd havelotsof funl 0 X

L'eanne:Y oucanforget abouteverythingw Xy8u cango into your own world

cEOII)::\:(IB: K | viihg& (nty Bavourite room
Thissuggestghat alongsidethe content of PPAsessionsaccessiblespacegshemselvesmay
be associatedvith feelingsof enjoymentand safety,thus aidingescapisnfor adultswith
learningdisabilities Theaccessibilityof the venuewhere activitiesand servicedor adults
with learningdisabilitiesare basedmaytherefore be asimportant asthe accessibilityof the
activitiesthemselves.

In contrast,inaccessiblspacesadthe potentialto havea negativeimpacton the
psychologicahnd physicalwellbeingof co-researchersboth in the shortandlongterm. Co
researcherseported feelingdisappointedand sadwhen inaccessiblenvironmentsexcluded
them. Alackof physicalccespreventedco-researchergrom participatingin activitiesthat
they enjoyed,or that were accessibl¢o non-disabledpeople,suchasleisureactivities,

learningopportunitiesandvisitingtheir friendsand family. Johnsharedthat due a lackof
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physicalaccess$ie wasunableto visit Traceyin her home, noting that he couldonly& Y' S S i
theminthe 3 I NR3®Wh&3).Indeed,previousresearchindicatesthat inaccessible
environments have been found to reduce participatiwith arangeof communityactivities,
particularlyfor thosewith limited mobility (Anaby et al., 2013; Williams & Willmott, 2012).
However, concerns around accessibiétendedbeyond participatiorio safety in
inaccessible spacggarticularlyin anemergencysituationd & I CoOt$1&riergencylike, you
know,um, like afire, isit easyto getout?¢ ¢ John,C3.

Inaccessible spaces also reduceeNsB & S NOKSNAQ AYRSLISYRSyOS

Janine described in cycle three:

TK S N&seranddoor betweenthat andthe lift, soagain,youneed,if youO | yn@niageit

yourselfyou ngedsomepodyto belp youopenthe door w Xy6u haveto pressthe buzzerto ask

somebodyA Uf@ & Y S 0 #rRhe Gedkat the time
Alackof independenceoften resultedin anincreasedelianceon other peopleto access
spacesandfacilities. Thisposedadditionalchallengedor adultswith learningdisabilitiesas
not only did this reduceopportunitiesfor independenceW A y I O Q.52 4(HsBiSxRd
further in section6.3.2.2.5, hadthe potential to be a barrierin themselvego accessibility.

Negativeexperiencewith physicalaccessibilityesultedin someco-researchers
experiencingongoinganxietyaroundgoingto new placesor trying new activities,particularly
whenthey were not familiarwith the spacen cycle oneJohnrecalledhisexperienceof
attendinga conferenceaboutaccessibilityand encounteringinaccessiblespaceswithin the
conferencevenue & U EcBialplacewherewe were doingthe conferencethe lift wasreally
tiny, I mean,l candrive through smallspaceshut it wasonly the sizeof maybea closetw Xité
wasreallyironic. It wasweirdé. W2 K gkgzdencef beinginvitedto anW | O O Sspaca, 6 £ S Q
onlyto discoverthe spacewasnot accessibleéo him resultedin anxietyaroundvisitingnew
andunfamiliarvenuesin the future. Thiswasobservedduringthe presentstudy,when
TraceysharedW?2 Kgbiz@rnsaroundvisitingthe venuefor the in-personresearchdayin
cyclethree: & K $Johm]worried aboutthe house the placewhereg S (yNiRybecausek S Q &
seena picture w Xh®w will he getin, isthereaNJ- Y LOKgpitethe fact the venuefor the in-
persondaywasaccessiblandwheelchairfriendly, W2 K gbiizérnsaroundthe venue based
on hispastexperiencesalmostresultedin him not attendingthe sessionOnlyafter speaking
to both the URand PP Astaff concerningthe accessibilityof the spacedid Johnagreeto
attend the session.
Thishighlightsthe important relationshipbetweentrust and physicakttendanceat

programmesor activitiesfor disabledpeoplewho haveexperiencednaccessible

environments Many of the co-researchersvere untrustingof the accessibilityof spacesand
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facilities,often expectingthe worst evenwhen environmentswere advertisedasaccessible.
Thiswaslikelydueto the coNB & S | NIp&iénbEideelingmis-led by spacesvhichwere
advertisedasaccessiblebut in reality, were inaccessibléo them and/or others (aswith
W2 Kegkaripleabove).It isthereforeimportant to note that disabledLJS 2 L jferSeQtinsof
the accessibilityof spacesandactivities(evenwheninaccurate)maybe asmuchof a barrier
to participationasspaceghat areinaccessible.

Inthe presentstudy,an influencingfactor relatingto coNJB & S | [9&bdéSidndniQ
the accessibilityof spacesvaspeople Secifically peoplewho provideinformation about
and/or supportthe accessibilityof servicesandwhether theseindividualsor organisations
were consideredo be atrusted source Inthe exampleabove, W2 Kpé@eptionof the
accessibilityof the venuewasbasedon information he gatheredfrom Google. This
information alonedid not reassureJohnthat the buildingwasaccessibleHowever after
speakingdirectly with the URand staff from PPAwho were both familiarandtrusted, John
wasreassuredhat the buildingwasaccessibléo him. Thepresentstudytherefore suggests
that adultswith learningdisabilitie€attendanceat learningprogrammesand activitiesmay
be supported by providingdetailedinformation aboutthe accessibilityof the spacejdeally
from atrusted individualor organisation Additionally,adultswith learningdisabilitiesmay
needreassuranceboutaccessibilityn the time leadingup to their attendance to reduce
anxietyaroundtheir participationand supportthem to feel comfortableand confident.

Reflectionon accessibilityat PPAsuggestedhat accessibilityithin programmes
wasviewedpositively Coresearchersvho completedthe accessibilityquestionnairerated all
aspectf accessibilityncludedin this survey(transport, venue, staff/support and activities)
as accessible, by circling the smiley face optitmwever,dueto the smallnumberof co-
researchersvho completedthe survey,only three PPAprogrammeswere represented.
Duringdiscussionsiboutthe accessibilityof PPAprogrammesn cyclethree, the PRG
identified somevarietyin their experience®f physicalaccesdetweendifferent venues For
example,in cycle oneLiamsharedhisviewsthat his PPAprogrammewasheldin an
accessibleenue:a L 1 Qa | Oldzl t €& FdzZfteé& RAAIFIOE SR TFTNRSYRCE
FLINEINI YYS 201 GA2yF GKS@QNB | Ofdzrfte I RAAL
FNASYRt@éd | 26SOSNE W2KYy3> dikBssdd vafief gxpefidRces RA T
2F LKeaAOlt | OO0OSaaroAfAte gAGKAY GUKS @SydzS K
access is not that good insidd Q& -li KK fi2 A f S { &3)Dheng ar@obcouisya t f £

2
2

number of factors to consider when assessing the physical accessibility of PPA programmes.
Firstly, it is important to note that coesearchers had varying perspectives of and
SELISNASYyOSa sgAlGK | OOS&a&aA0AT A& decesofphyBiBaR> | & |
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access differed to other emesearchers who did not use a wheelchair (discussed further in
section6.3.2.2.3. Additionally, since PPA operate from fmesting venues across Yorkshire,
co-researchersecognisedhat additionalfactorssuchasthe availabilityand commonalityof
accessiblerenuesin their localareaimpactedthe accessibilityf their PPAprogrammes.
While venuesandfacilitieswere expectedto varyin their accessibilitythe PRG
agreedon the importanceof sharinginformation about the accessibilityf a venueaheadof
time to reducestressandanxietyrelatedto accessinghe spaceandensurethat disabled
peoplefeel comfortableandwelcomein the space Relatingto this, co-researchersnade
recommendationsaroundthe transparencyof accessibilityat PPAvenues whichwill be
discussedurther in section6.3.3.3 Additionally,holdingprogrammesand/or activitiesin
spaceshat are familiarto adultswith learningdisabilitiesmayincreasethe likelihoodof
participation,andreduceanxietyaroundattendingan unfamiliarvenue.Similarly,
researcherdiopingto activelyinvolveadultswith learningdisabilitiesin researchmaywishto

considerholdingresearchmeetingsin venuesthat are familiarto the group,where possible.

6.3.2.1.2 Transport
Relatngto physical access wamnsport, particularly transporto and from PPA

programmesas John explained:

UR: So, if we say something is acgessiplg, what dgam? ) o A .
W2KYY A0Qa LI2aAuUAGS YR A0Qa UKSNB 02 0SXZ dzaSRZXZ dzvy
to use
In a survey completed hby,674 disabled adults, 26% stated that transport was the biggest
challenge in their life (Copestake et @&014) Transport was a particularly important aspect
of accesmility as it often determined whether or not esearchers could atteni@arning
programmes, appointments and social activitiEsr example, in cycle three Ella shared that
AdadzSa sAGK GFEA& AYLI OGSR KSNJIoAfAGe G2 FGGSYR
$SS1T wX8 Al RrasRaycheis discdgdell thelacdessibility df various modes of
transport, includingpublic transport €.g.trainsand busseg privatetransport €.g.taxis and
minibuses) and the use of personal vehickeg family car)Regardless of the mode of
transport used by coesearchers to access PPA programmes, all members of the PRG
reported experiencing barriers relating to transport.
As noted in previous researchamiersto accessingublictransportwere oftendue
to deficits in the transport system which resulted in a lackafessibility particularly for
individuals with physical disabilities (Casas,80Bor example, coesearchers with mobility

challenges described difficulties accessing public transpsriohn explained in cycle three:
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GLQY Ay I OKFANI a2 L KI Bdvevarile dzsassibiitg of thdsel YSa o
modes of transport were also impacted by the attitudes and behaviours of drivers and staff
members (see sectioB.3.2.2.5for further discussion about the impact of people on
accessibility)Additionally, factors such dke costof transport distance between transport
FYR GKS | OGA®AG & 20 & K Bolni @3fandRaldkkéof information and/or
lack of skills or experience impacted the accessibility of transpdet.discussed not being
FotS (42 | O00Saa Lzt A0 (NI yaLR2NI 6AGK2dzi & dzLIL.
32 Ayid2 26y 2y Y& 2¢EfazC2oenéfory, dhile pliiNd tr@rSort (G NI A y
was physically accessible to Ella, she was not able to travel independently.

Negative experiences with transport resulted in anxiety around usargsport in
the future. For example, after having several negative experienbdés taking a taxi to PPA,
Ella shared her concerns about using this mode of transport to access BReAuture:
GoKEFEG AT AlQ il EAB R2Say Q@3 lihezdpge afdrdnspdtNI G KS ¥
related challenges described by the P&&in keepingwith previous research which suggests
GKFG O00Saa G2 dalRFLIGSR FYR FTFF2NRIFIO6ES (NFya
particularly for those with physicalghbilities Copestake et al., 2014, p.54). Delbosc and
Currie (2011ylescribe individuals facing barriers to transportatast’ (i NI Yy & LI2 NI | G A 2y
RA a | R @l Thasé viehS éxgerience transportation disadvantage reported to have
reduced access to employment opportunities, health services and education, alongside
opportunities for social interaction with others (Currie & Stanley,800his highlights the
importance of ensuring thdearningprogrammes and activities for disabled people are
within easy reach of accessible modes of transport to facilitate attendakmeessible
transport may also have a positive impact on the quality of life of disabled people, by
supportingindependence, autonomy and social interacti@ascom & fristensen, 2017;

Christenser& Byrne, 2013

6.3.2.1.3 Cost

Cost of attendanceat learningprogrammessuchasPPAwasconsideredo be animportant
aspectof accessibilityThe costof attendanceat PPAis subsidedby the organisatiornto
ensurethat attendanceat programmess asaffordableaspossible Additionally,one co-
researchemwasalsoin receiptof a bursarywhichsupportedthem to attend PPAprogrammes
by coveringthe costof attendance Leannenoted that without subsidisedattendanced & S
g 2 dzf Beylikeio 3 2(€3).However manyco-researchersvere responsiblefor covering
(either partially or fully) the costof their attendance Thecostof attendancewastherefore

consideredasabarrierto attendanceat PPAfor someindividuals,asLeannenotedin cycle
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three: & & 2 peSplemightnot haveenoughY 2 y S @ ¢ @

This idn keepingwith previous research, which found th&1% of disabled adults
reported finance as the biggest challenges in their {fef{estake et al., 2014). This may be,
in part, becausadults with learning disabilitiegre less likely to be employed. Indeed, only
6% of adults witla learning disabilityn England are in paid employment, compared to 52%
of adults with any type of disability and 76% of rdisabled adults in the general population
(NHS Digital, ZP). Howeverii KS 02 y 0 S Ljides@ifed by Gidahility rights &ctvists
suggests that disabled people may aladoe a multitude of additional hidden costgectly
related to their disability, such as travebsts accommodation and support (Blanchard,
2020) Therefore, costs associated with attendance and/or travel to programmes or activities
may be a significant barrier fadults with learning disabilities

Outsideof PPAco-researchersonsideredhe costof accessingquipmentand
resourceswhichaidedaccessibilityWhile the PRGacknowledgeda rangeof devicesand
equipmentwhichwould aid accesgo activitiesand opportunities manyof theseaccessible

accessoriggesourcesvereinaccessibleo the PRGlueto the costof purchasinghem:

¢ K S MBe@ éeaderfor books.Likea pen. Sq you canjust run the penoverandit readsthe
words® XoBcourse A radh@r expensiveput somethinglike that wouldd S Xthey couldmake
it more userfriendly, or cheaperg Janing(C3)

Thisraisesthe important point that the existenceof accessibleesourcestechnologiesand
activitiesdoesnot meanthey are accessibleAccessibilitcouldinsteadbe consideredbased
onthe easewith whicha particularactivity or item isaccessedasdiscussedurther in section
6.3.2.2.2

6.3.2.1.4 Resourcesinformationandactivities

Theways in which information was communiealto coresearchersvas considered to be an

important aspect of accessibilitiPresentational factors such as colour, lay@ndtext size

impacted theaccessibility of visual information and resourée& 11 Beeddbigger font, | need

O2YAO alya 2N ySé NBTYacey, Capindlarly, yifordationSesoumces2 NJ dzLJé

and activities provided in multiple formats were considered to aid accessibility. In particular,

reliance on written communication alone was viewed as less accesEit@egroup agreed

OKIYG (A y3 62 NRuarosticlpdeB|C3)ivaS & key consideration of accessible

resources. This included the usesihpler language and8vA RAy 3 aKI NAy 3 aG22 YdzOK
AYF2NXYE GA2YyE | The PRCaRtiscudsddh@dhe Bse of onages alongside

written words supported the accessibility of information and resources, particularly for
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people who cannot read:

John:lcanreadbit KSNB | NBy Qi Ylye K2 OFyYy NBFR
WX 6

Tracey: you know, you know the *project external to PPA*

UR: mm

Tracey: that information, on one side there was pictures on the other side there was words
UR: mm

Tracey: | thought that was very helpful

Inaccurate or insufficient informatidnesources were considered to negatively impact
accessibilitysince ceresearchers relied on this information to make informed decisions
concerning th& engagement with activities arldarning opportunitiefdfé 2 dzQ @S 32 G LIS
gK2 NBE (GStftAy3a &2dz GKS gNRy3I YSaal 3Sasz gKSy
do% ¢ Janine, C1).

Co-researchersgreedthat in order for activitiesto be truly accessiblét S S NE 6 2 R &
joinsin, so@ 2 dz diddhe samepagedoingll K A yJmhiaet C3).However,as previously
discussedthis doesnot necessarilyneanthat everyonedoesthe sameactivity in the same
way. 6cCompromiseandO K 2 Xabr8sficpoem1, C3)were consideredo be importantto
facilitate accessiblectivities. ThePRQGliscussedhe relationshipbetweenaccessibléearning

activities,freedomandchoiceduringcyclethree:

Jo: *to Qarlie* is it important to be free and do what you want to do? Do what you want to do
and not be told what to do. Yeah? Yed#hs important for @arlieto have his freedom and
choose what he wants to do Xa&d his choices, and you know, choice

John: the choice is there, yeah

wX 6

John: to have the choiceiimportant | think

UR: Yeah

W2KyYyY FyR I f20,eRdy Qly 2Kk @K SBK & 20K2IA BHsPS | OK?2

LIS2LX S 2F dza R2X ¢S Iff R2X ¢S 1y26 oKFG AGQa
sometimes, even today you know, even these times
Inthe extractaboveJohnalludesto the relationshipbetweenaccessibléearningactivities,
andwhetherthosefacilitatingactivitiesoffer participantsfreedomandchoice. Theattitudes
of peoplemaytherefore be consideredasa mediatingfactor, influencingthe level of choice
providedandtherefore the accessibilityof the activity. Dueto the arts-basednature of
activitiesexperiencedat PPAadditionalarts-relatedfeaturesof accessiblactivitieswere

discussedy the groupin cycletwo andhavetherefore beenreportedin chapter>.
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6.3.2.2 Factorsinfluencing access

Alongsidehe aspectwof accessliscussedbove the PRAdentified sixfactorswhichmay
independentlyor collectivelyinfluenceanA y' R A @éxpedendeofaicessibilityFor
example JocationmayinfluenceanA y R A @dcéestb \fadasservicege.g.by impactng
physicalaccessavailabletransport, the costof servicesandthe activitiesavailableto an
individua). Factorsmayinfluenceeachother (e.g.locationmayimpactpeople)and mayalso

be experiencedn isolationor in combination

6.3.2.2.1 Location
Coresearchersuggestedhat geographicalocationinfluencedthe availabilityand
accessibilityof learningopportunitiesand activities.CitiessuchasLeedswvere consideredo
positivelyimpactaccessibilitydue to the rangeof organsationsprovidingactivitiesand
supportfor adultswith learningdisabilitieso Llieedss areallygoodplaceto liveif & 2 dzgo@aS
family with a child, or ayoungpersonwith aleaningdifficulty o Xb&causeli K S NB Q &
organisationgo helpe ¢ Ella,C3

Meanwhileother locationswere consideredo be lessaccessibledueto alackof
opportunitiesfor adultswith learningdisabilities Thisresultedin somelocationshavinga
negativereputation for inaccessiblegr unreliableservicesasJaninediscussedn cyclethree:
@location in Yorkshire* is notorious unfortunately for not having ldagting programmes,
but Purple PatclD 2 YS & T NISivilafly$hs IBcatiordf PPAprogrammesvere
consideredasanimportant contributingfactor when consideringhe accessibilityof these
programmesForexample co-researcherattributed the variationin the accessibilityof
buildingsusedby PPAo location,includingthe priorities andresourcesof localauthorities
Indeed,while somelocationsbenefitedfrom speciallybuilt andfully accessibleenuesother
buildingswere lessaccessibleparticularlyfor thosewith physicalaccesseeds. Of course,
the locationin which co-researchersesided,alongsidethe locationof their nearestPPA
programmealsoimpactedthe accessibilityof other aspectsconsideredby the group,suchas
publictransportand cost. Theoverallaccessibilityof a locationtherefore alsoinfluencedease

of accesswhichwill be discussedurther in the following section.

6.3.2.2.2 Ease of Access

The existence of accessible servidesrning opportunitiesactivities or spaceslonedid not
guaranteeaccessible experiences fadults with learning disabilitieRather, the ease of

access to these experiences was considered to be a more important factor when considering

how accessible they werRatherthan beingconsideredaseither accessibl®r inaccessible,
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coresearchergxperiencesvere consideredon anindividualslidingscaleof accessibility,
from inaccessibléo easilyaccessible.

Barriers impacting ease of access included time, such as waiting for services of
support @ 2 y 38 dz)MJEI2 NIi = ¢ A (i K 2adpG3)ahdRlogisticsgsuch dsicémplicated
processes for accessing support, benefits, or faciliBesnetimes barriers facsy ce
researchers included literal ones. Sam and Janine discussed their expenéacesssing
disabled toilets, which were often locked. This meant that there were several obstacles
accessing the toilet, includindifficulties obtaining a kegd @&u havethe key,onits own. If
someonemaybeborrowed,the key,youO | Y@y @ key,yougetit onits owy & Sam,C3),
challengesassociatedvith relianceon othersandthe time and discomfortassociatedvith

havingto wait for access:

When you look at the door it says to get the key go to the WHiﬁnitrv]CV)Az dzyAii S NJP . ’dzﬂ AT
hours you have toinganumber = g KSyYy e 2 dzQ N:B ) R §,é LJS NJ-AU S u 2 AEI 23z
then get them to go and get the key themself, youno @ X BR20yKEIE Y I 1S AUZ SNXZ
accessible to get into the bathroofdanine, C3)
Therefore while the bathroomitself mayconsideredo be accessiblethe processof
accessinghe bathroomwasnot. A lack of ease of accesssultedin someco-researchers
takingaccessibilitynto their own hands,for example by sourcingtheir own radarkeys°to
avoidthe challengesssociatedvith lockedbathroomsdiscussedboved Idhave a stash of
radar keys ¢ Janine, C3).
Coresearcher§experiences ofesponding to and/or planning foimited WS &S 2 F
I OO0 S a a Osthk additkorialingnkalioadexperienced bydults with learning disabilities
and theirfamiliesin daily life Discussed most recently in feminist literatuparticularly in
relation to the experiences of mothensiental load refers to theften invisibleand unpaid
cognitive and emotional labour associatederydaylife (Dean et al., 202 Robertson et al.,
2019. This may includeognitive load, such as thinking, predicting, planning and organising
(Daminger, 2019) and the emotional labour associated with this, asatorrying, stress and
YEYylFr3Ay3a 2ySQa Syz2dA2ya | yR (KBrevbszedeareghya 2 F
has considered the emotional impact of inaccessible experiences for disabled people, which
may be as a result of direct or indirect psyedtootionaldisablism(Reeve, 2006). Reeve
(2006) notes that inaccessible spaces and people may exclude disabled people, resulting in

additional emotionalabour.While previous research has investigated the mental load of

10 A radar key allows an individual to independently access locked public bathrooms in the UK using the
National Key Scheme (Disability Rights UK, n.d). Radar keys are designed to improve access to

accessible toilets for disabled people and can be purchased UKo  a SR RA & 6f SR LIS 2 LJ
organisations.
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those supportingadults with learning disabilitiesuch asearning disabilityhurses iitchell

& Smith,2003), the mental load aidults with learning disabilitieis relatively unexplored.

Despite this, caesearchers described the forward plannirgsearch anticipation financial

investment and emotional labour that was required in order to meet their basic needs and/or

participate in everyday activities d L K R NB & S| NOI&nte, £1).  KSFR 2F GA
TheSocial Model of Disability) N2 LJ2 8 S&a GKIF G AG Aa a20AS8G@Qa N

B <
Q¢ Yy

ensure that facilitiesspacesservicesand activitiesare accessible to disabled people, rather

GKIFyYy (KS Ay RA QAR &Sapay, 1980 gf Zevied ihenadcessilde

facilities are providegdthe responsibility for accessibility (and therefore the associated

cognitive and emotional labour) often falls on the individéaK A & A & Af f dzad NI SR o6&
acknowledgement of thie personal responsibility when attempting to access daily activities,
asJohn noted incycld KNB SYe dxdliK I fix0lS > @2dz RSIHf 6AGK Aléd ¢KAA
ease of accessare often the norm forco-researchersWhen applied to the experiences of

the PRG, the concept of mental load demonstrates that a lacks# ef access can place

additional responsibility and stress adults with learning disabilitiesgs they attempt to

negotiate the challenges of accessibility in everyday life. Individualsm@ashisations who

hope to improve accessibility malyerefore wish to consider reducing the mental load

experience by adults with learning disabilitiedy focusing not only on providing accessible

services, but considering the ease of access to these services.

6.3.2.2.3 Subjectivity

Perceptionsof accessibilitwariedwithin the PRGlependingon eachA y R A @livéRidzl f Q&
experienceandpersonalaccesseeds.Coresearcher€experience®f acceswility at PPA

andin everydayfife, wereimpactedby their mobility, level of independenceandthe
characteristic®f the space activity or experiencethat wasbeingdiscussedDuringcycle

three, co-researchersharedphotographshat they hadtakenof accessibl@ndinaccessible

spacegseefigures 39 and 40).
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Figure40: A photograph of a building entrance, taken by Tracey

Discussionaboutthesephotographsrevealedthat co-researchersnadevaryingjudgements
aboutthe of the accessibilityf thesespacesEllareported that the buildingentrance
capturedin figure 39 wasmore accessiblehan figure 40, sincethe former depictedfewer
stepsin orderto accesghe desiredlocation.However,asawheelchairuser,Johnnoted that

the entrancesn both pictureswere equallyinaccessibléo him:

UR:so, what do we think about this photograph?[figure 39|

Ella:A (nr access

John:well, that & | & slc€eés that A & slcCedsibleeally

WX 6

UR:yeah soyouwere sayingEllathat you thoughtit lookedmore accessibleyeat? Do you
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think more accessiblehan the picture of the stairs[figure 40]

Ella:yes

UR:andwhy do you think that?

Ella:i K S Ndly/2sieps

wX8

UR:yeah,so,do we think, sodoesthat look more or lessaccessibl¢han the, the big flight of
stairs

Leanneum

John:well, to me A Ust) fooksunaccessiblenot flat or aramp ¢ XA8(istll &ad

Thisexampleillustratesthe impactof subjectivityand personalexperienceonthet wD Q a
viewsaboutaccessibilitySimilarly the impactof subjectivitywasalsoconsideredn relation
to non-disabledpeople,whoselackof lived experiencemayimpacttheir viewson
accessibilityCoresearcherg@mphasizedhe importanceof activelyinvolvingdisabledpeople
in decisionconcerningaccessibilityAs Tracey noted in cycle threk fhink they shouldask
all disabilitiesand wheelchairsand disabilitiesif it is ablefor everybodyto do beforethey use
A (Afpepsoncentredapproachwhich prioritisesactivecollaborationwith disabledpeople
with arangeof experiencesnaytherefore supportthe effectivedesignand evaluaton of

accessibléearningenvironmentsand facilities.

6.3.2.2.4 Context
Somefactorsimpactingaccessibilityvere reportedto be contextspecificandtherefore
difficult to predictand/or control. Oneexampleof a contextualfactor wasthe Covid19
pandemicwhichco-researcherglescribedasnegativelyimpactingphysicalaccessibility,
transportandthe supportthey receivedfrom others.Forexample Johnin particularnoted
that the pandemichada negativeimpacton the accessibilityof facilities,suchas
toilets: & 6 S O bf @viBi K S NdBrAEe a lot of issuesabout accessibilityo Xa8tually,the
toilets in town are closedbecauseof Covid,d 2 X ¥ 6 NRE

Additionally,Johndiscussedhe potentialimpactof the pandemicon the attitudes of
othersandexpressedoncernghat anxietydueto the pandemicmayreducethe support
availableto disabledpeople:d getthe feelingwith this Covidi K S sJBrinére paranoiaw X 8
| wonderif peoplealsowill be lessinclinedto K S f Wbélethe pandemicimpactedthe
populationawhole, it isimportant to note that Covid19 disproportionallyaffecteddisabled
people,further reducirg accesgo everydayactivitiesand experiencegBrennanet al.,2020).
Thepandemicmaytherefore havealongterm impacton the supportneedsof adultswith
learningdisabilities

Another example of a contexdpecific factor discussed by the PRG is the

weather. John noted inycle threethat wet weather conditions in particular resulted in
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challenges using an electric wheelchair, thus reducing access to everyday tasks and activities,

alongside PPA attendance:

hy 6FR NIAy& RI&a 06K S8yfueasonadd yQuknal Wit DeiwedBil G K S NB 3
JdzSaasx gKSy @2dz2Q@0S 0SSy 2dzi FyR AdQa o0SSy Lkdz
your chair, you know
In theseinstances, Zoom was viewed as mitigating the effects of poor weather conditions by
LINEGARAY3I Iy EtGSNYIFGAGS YSGK2R 2F | 0O0SaaAry3
R2Ay3 (GKS T22Y &daSaarzya YSIy GKIFG Lramdty Qi KU
adl NI a (@3)mhig degichstrated how digital skills and access to technology may
increase the accessibility of activities and programmesféiits with learning disabilities

when external and/or contextual factors reduce access to these serice® y %22Y A0 0
R2 g6y (KScAcloddNbefNECS).

6.3.2.2.5 People

Thepotential for people to have a positive or negative impact on accessibility in a range of
contexts was discussed throughout cycle thégé (p&oplereallysometimesk & ¥ @ dohn,
C3) Negativeattitudes, behaviourandassumptionsalongsiddack of support fronof
othersmay be a significant barrier to accessibility for disabled pe@ataby, 2013 John
suggestedhat the negative attitudes of bus driversdhareviously prevented him from
accessing public transport, thus reducing his access to other activitideamihg

experiences

It was the actual bus driveflK S 6 dzaaSa 6SNB G(KS
albe GKS NIYYLI 6layQid g2NlAy3ad L
bother putting you on the bus

G2NRG 2
R2Yy Qi 1

-+ Ov
~» )¢

{AYAfEFNI&s 9tftlQa yS3IrdAaodsS SELSNASYOS sAGK |

taxi on her way to college:

Ella: You know when | had *cab company* they were awful to me when | was having them for
college

'wY hK NBlIffeées (GKSe& gSNByQi GSNEB yAOSK

Ella: NoOne morning this one taxi driver told me to get out of his taxi

Coresearchersalsosharedvarying experiences with others in the public. In particular, Tracey
and John, who often socialised together noted differences in the way in which John was
treated as a wheelchairusefi@ KSy L 32 2dzi 6A0GK W2Ky (G2 LI I O

JohrE ¢ Tracey, C3)ohnshared his experiences of receiving negative reactions from
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members of the public, who often made assumptions about him prior to speaking td'lhim:
KE@dS KIFER I T8¢ LIS2LX S G(KIFIGQa 3I2yS o6& FyR ONAY3ISR
OX6 odzi 2y08 L aAlGFNISR (2 teENISOGB2LYBE WHRBQA A1 S5
experiencesarein keepingg A 1 K wSS@SQa 0 direot gsychegtotioidadza 4 A2y a 27T
disablism whichincludesnegative remarksprejudice andattention (or indeed, lack of
attention/avoidance of disabled people), thatlults with learning disabilitiemay experience
from others. Reeve (2006) notes that these negative expegs with others may negatively
AYLI OG RA&FOf SR LIS2LX $Qa sSttoSAay3das asSyasS 2F &St T
physical access.

Coresearcher§perceived negative interactions with peopearticularly non
disabled peoplejelated to a lack of understanding abdearning disability5 dzZNA y 3 (G KS WAy Y@
AK2SaQ | PRBEfisgusséd®haw aliakSof understanding from others often resulted in

people underestimating them and their capabilities

W2KYY GKSNBEQa Ffgléa oAltar GKIG LIS2LIXS R2y Qi NBO23y
UR: Yeah

John:Zan you do th&tohreallk Qy R & 2 dzZQNB NBF f ft & A dzZNLINKR&ASR a2YSUGAYS:
UR:yeah, so surprising peogtereah

Elatk S R20O0G2NA RAR y2i 1y26 AT L ¢l & 3IF2Ay3I G2X &2dz 1\

UR:mhm

Ella:the doctors did not know what the future was gonna hold for me

wX8

'wY $KFG ¢g2d R €2dz aFl& (2 GK2a$S R200G2NA y263 | 02dz
9ftflY LQR GSft GKSY L I OKAS@OSR a2YSGKAyYy3

wX 86
John: a bit like all of ustlat w X 8u k@ow when the doctors first say, you know do this and
that, would we have done so much. They, they would get a shock now, I think

Additionally, a lack of understanding from others meant tharesearchers were not always
provided with the support that they needed in orderémgage with daily activitiesi go in a
AaK2L) a2YSGAYSas GKS Odzzai2YSNR R2SayQix GKS adarTF
time to ask them question® Xsémetimes they rush me WR 06 9 f Duting cy¢lecthiee,
Ella and Tracey shared their desire for others to learn more about them and their experiences
as disabled people and therefore increase undamsging an awareness learning
disabilities
Ella:my disability, they just have to ask

UR:you just have to ask? Yeah
Traceythis is what | put, UB Xa8k me if you need to know something

While people were often considered as a barrier to accessibility in themselvessearchers

often relied on others to access various activities and services, as Janine noted in cycle three:
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GOKSNBEQA O6FNNASNA |yR @2dz KIFI @S G2 é6FAG FT2N a
RA&20dzaaSR NBfAlFIYyOS 2y 20KSNB ¢KSy GNI @StfAy3
G2 YSSG e&2dzx G2 R2 GKS NI Y IRl { KR ATHES 2 df RR 21K
highlights the importance of people in the livesagfults with learning disabilitiegnd the
potential for others to reduce or increase accessibility.

Previous research suggests that thest common facilitatoref accessibility inlude
inclusive attitudes\(Vorld Health Organisatiqr2011) aul social support of family and friends
Co-researchers discusselde positive impact of peopl€ NJ WI OO S a asXagilitafors LIS 2 LI S
of accessible environments and experiencEseconcept of accessible people was first
discussed by the group in cycle two, when analysing data relating to accessibility and the arts
During this session, eesearchers identified that people could be described as both
accessible or not accessible, depending on tbleracteristicsbehaviours and attitudesihe
following section provides an overviewttie characteristics of accessible people identified
by the PR@nd investigates the impact of these individuals on accessibility, both within PPA

programmes and in everyday life.

6.3.2.2.5.1 Accessible People

wSaSlINOK [[dzSadAa2y 2yS a2dzaKid (G2 dFRSNEIGlI YR W
researchers explored the characteristics of accessible people through dis@misaur the
commonvalues and behaviours tiese individualsAdditionally, some ceoesearchers chose

to draw an accessible person (see figus8and41). Coresearchers identified 10

characteristics of accessible peopl&abled summarises each of these characteristics and

provides examples dfow these facilitated accessible experiences.

Table9: Characteristics of accessible people outline by the PRG

Characteristic | Description and examples

Helpful and Accessible people were considered to be willing to hEyp example by
supportive providing information and/or practical supporsuch as openindoors €.g.
GLT L asSSsS az2vyS2yS ai NdzZBumie Pafchneribar,
S L ¢ A €Hla, &% Gededicke$sSudggested that an
daArAofS LISNAR2Y YAIKG are GKAY
FYR aL OFy TAYR Atdédsibile pRrapté Wweredsuppoltiveiof
co-researchers and often filledfficial (e.g.carers and parentand unofficial
eg.YSYi{i2NI I YR FNASYRUO #&awlJJ2 NI NPt

Accommodating| Accessible people were described as accommodafing @ Y S 6 2 R &
002 YY 2RI fobn, GIatet described how an accommodating
approach to support meant having a good attitude and being flexible to tk
needs of thendividual youare workingwithd L ¥ G KS& QNB | ¢
iKSe Q@S 320G G2 KF@S F 3I22R LISNRE?2
@2dzONB y2WUQBHRYRE HORKE GBMDE VI YIS v 2
020 K&NBRE3
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PersonCentred

Apersoncentredapproach to interacting with others was considered to be
key characteristic of accessible peofglresearchers stated thatccessible
peoplefocused on them amdividuals andvere interested in finding out
more about the people they mefor example, Leanne suggested that
accessible people mighska | 6 2 dzii & 2 dzNJ LiSd\aEt lyat youi
tA1ST KIFE@S Ay 02YY2yé 6 Sitegled Bar /
questions and communication directly to-cesearchers as opposed hon-
disabled peoplde.g.a parent or carer)Accessible people took a person
centredapproach to support. For example, by treatingresearchers as
individuals as opposed to focusing solely on their disabdity: K2 R 2 S
YAYRI GKS@QNB y2i 02GKSNBR:>Z (KSe
gK2 R2SayQi &aSS K &djdskiét medo thiigRhingsolz
y 2 N | £ ¢J8hn,R3. Rhés approach to support is in line with previous
research concerning Active Suppdvtansell & Beadlrown, 2013, which
promotesashii Ay YSydlftAGe FNBY WOl NAY|

Openminded

Accessible people were considered to be oeind in their opinionand
approach to support{ ¢ KS& QNB dzLJ F2NJ [ y@ (G KA Y1
LIS NEcFohiE, C3)Coresearchers compared thepenmindednesof
accessible peoplandinaccessiblgeople noting thatthe latter were less
flexible in their thinkingd b Zagtessible people are people who are stuck
0 KSANJ 2¢dofin, 83 @& ¢

Authentic

Accessible people were considerbg the PR®o be authenticand genuine
G¢KSe R2y Qi LINBGSYR (2 0 8zaddganre)Cs
By being open, honest and matching words and actions, accessible peoy
built trust with m-researcherswhich facilitated meaningful relationships
between staff and participant$¢t NUzA G A& AYLRZ2 NIl y i
Accessibility poerd, C3

Friendly and
welcoming

Coresearchers valued individuals wfastered a welcoming environment
particularly at PPA

UR: what kind of things do you think an accessible person would
Ella: Welcome other people into the group

Accessible peoplereated a welcoming atmosphere by being friendly and
kind to everyonetalking to participant® ¢ a KS ¢St O2vySa d
Y2 NY EHIa €3pndo SAy 3 | LILINR I OKI o f S ¢dobin;

C3).

Respectful

1 00SaaArofsS LIS2LXS 6SNBE NBaLSOGFadz
g1 a ¥F2)akhSa%ndbalancel providing support and facilitating
autonomyand respec{épNR @+ 08 @ KSy ¢ S ¢cteysibility
poemb5, C3)

Understanding

In contrast tothe lack of understandinfrom others discussed in section
4.3.3.3 accessible people were considered to be understanding and have
good knowledgef learning disabilitieand the access needs of others
6anl 00SaaArotsS LIS2LX S8 (y2e 6KI G

Y S € Ella, C3). PPA Staff were considered to have a good understandin
coresearcher§heeds and lived experiences, particularly when compared
staff from services outside of PPA:

LeannePurple Patclunderstands how hard it jso they know
GKSNBE gSQONBE O2YAy3d FTNRY
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'wY 8SFKXZ (KS@& dzyRSNREGFYyRZ @K
CSEKET dKFGQa |+ 322R LAY

Ella: I have toldprogramme leadefr loads of times about when | go
to shops, | say teprogramme leader*L. Q@S & prog@mnied
leader*loads of times

UR: mm, yeah definitely, okay

Ella: and he understands ahgrogramme leader understands

' YRSNEGFYRAY3 2F 20KSNR o6l & |faz
to be empathetic, whichvasidentifiedasan important trait of accessible
people:

UR: What kinds of features or characteristics might an accessible
person have?
Janine: Empathy

Easy to Accessible people wemnsideredo be easy tocommunicate with because
communicate they wereapproachable and reassuring and adapted their communicatior|
with meet the needs and preferences of-bdS & S| NOKSNARY a 02

20KSNE wX8 O02YYdzyAOFdS A4 YSlIyasz
Fff a2Nlia¢ o¢NI OSe s edtodvdmuniéationza A y
accessible people supported-cesearchers to share their views and
preferences€.g.by askingy 6 K i R 2 ¢E&hantle, @38 { SK¢

Reassuring Accessible people provided-tesearchers with reassurance, particularly in
times of stress. For example, Ella shared how the programme leader at H
reassured her that others in the programme would like her:

Ella: | said t6Programme Leadéz L QY y 2 G & dzNB
2N y20 ¢KFiQa o6URFG L (K2dzaK0GZ
UR: Mhmm, and what ditProgramme Leadérsay?

Ella: He said, | bet they will like you

UR:Yealg K (KIGQa 3I22R

Ella: That was good dProgramme Leadéri 2 X NB I & & dzN

By reassuring others, accessible people supportetesearchers to feel
happier and moreonfident, particularly when trying new things for the firg
time. Coresearchers also took it upon themselves to reassure others whq
gSNE yS¢ G2 tt! oO04aAFT ¢S IS ySgo
NBE I & a dzNEllajiaR)S Y ¢

Coresearchers shared examples of people ttiey knew in real life who embodied the
characteristics of accessible people outlined in téblExamples of accessible people

included peersd.g.other PPA participants or friends), members of the emergency services,
organisations (such as Citizens AdviceRR& | yR tt! adlr¥Fo [ SIyySQa
accessible person (see figutd) included a drawing of her programme leader at PPA,

surrounded bycharacteristics of this individual which made them astlele. The present

study therefore supports previous research which suggests that the characteristics and
behaviours of others may improve accessibilityddults with learning disabilitie@Vorld

Health Organisation2011). This highlights the importance of ensuring that those working
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within inclusivelearningorganisations align with the characteristics of accessible people, to

ensure that these services are as accessible and inclusive as possible.

Leanne
HecaSineperry

FiguredlY [ SIyySQa @GAadzt AYyGESNLINBGFGAZ2Y 2F Iy WH00SaaAirofsS LISNE:
6KS g2NRa WKIFLILRQEZ WIAYRQ YR WyilSQo

6.3.2.3 Accessibland inclusivd_earning

Research question four sought to understand wiratkes learning more or less accessible

Coresearchers described accessible learning as something that everybody can engage with

anddzy RSNBE Gl YRY daL GKAYy(1l | O00OSaairofsS tSFENYyAy3a YSrya
A @ John, C3lnaccessible learning was reported to have a negative emotional impact-on co

researchers, highlighting the importance of feelings of inclusion within learning

environments:

O«
O
w
Qx
Qx
>
(@]
w»
-~

PwY ¢KIFIG Aa fSENYAY3I tA1S 6KSy AdQa yz2ida |
Leanne: uh, sad

WwXB

Ella: ups, feel upset

Leanne: be like, black and white

There were many factors which influenced theresearcher§experiences of accessible
learning These included learning approaches that hagendiscussed in previous sections,

includngtheme-based and artdased learning in sectidf 3.2.4 Additionallythe aspects of
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accessibility identified aboviefluenced the physical and social accessibility of the learning
environment at PPA.

Inclusive learning was considered to social, collaborative andrfumfollowing
sections will discuss two key approaches to learning at PPA which facilitated inclusive
learning experiences, and in particular, enhanced belonging and collaboration. These are

Communities of Practice (Codt)d active learning techniques.

6.3.2.3.1 PPA as &ommunity of PracticéCoP)

Inclusivelearningat PPAvasconsideredo be a socialexperiencewherebyparticipantsand
staff co-createdand sharedknowledge throughregularinteractions.PPAmaytherefore be
consideredasa CoPR Accordingo Wenger(199), CoPconsistof three keyelements:domain,
communityand practice.Theseelementsfacilitate contextspecific,collaborativesocial

learningexperiencesn a groupsetting

Domain- PPAparticipantsand staff sharedaninterestin the artsanda desireto accesarts-
basedLLL Similarly co-researchersuggestedhat the sharedidentities of participantsas
adultswith learningdisabilities(asdiscussedn section4.3.3.2.2)contributedto the shared

domainandsenseof communitywithin PPAprogrammes.

Community- Peopleplayedanimportant role in facilitatinginclusivelearningexperiences
within the CoP Thecommunityat PPAincludedparticipants,staff, supportworkersand
families.Collaborativeapproachego learningthat took placein personwere preferredby co-
researchershighlightingthe positiveimpactof socialapproaclesto learningwithin PPA

programmes:

UR:what doesaccessibléearningmean?

Ella:in person

wX8

MK:why do youthink that accessibldearningisin person?
ESwe canalllearntogether

While PP Astaff and supportworkersdid not alwaysshareidentitiesrelatingto disabilitywith
PPA participanss, they were nonethelessonsideredo be part of the PPAfamily. Previous
researchhassuggestedhat powerimbalancesn CoPmaybe consideredasa limitation of
this approachto learning(Roberts,2006. However the presentstudysuggestshat through
reducedsenseof hierarchy familiarity and consistencyacceptanceand belongingand having

thingsin commonwith staff, powerbecamemore evenlydistributedwithin the CoP thus
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aidingamore equitablelearningenvironment.Supportalsoplayedanimportant role within

the PPACoP Forexample staff providedpracticalassistancéo co-researchersby providing
one-to-onesupporto & ¢staffalwayscomesroundand helpyouwheneveré 2 dZ NSO | €
Ella,C3)andcheckingunderstandingof key concepty([staff] asksusif we understandbefore
movingonto they S EciEl&a,C3).Similarly, ceresearchers supportedach otherthrough

their direct understanding of the support needsaafults with learning disabilitie@ & 8iow

how bestto supporteachothere ¢ Liam,C1).

Practice- The practiceelementof PPArelatedto thet w Dc@-éeatedapproachego
learning,includingsharingstories(éwe shareour storiesandlearnabouteachother, and
other peoplein the worldé ¢ Sam C1),support, and peer learning(dearningfrom me, they
were learning ¢ Ella,C3).PPAparticipantsbecamearts practitioners,who developedandco-

producedcreativeoutputs, whichwere sharedwith others.

Thepresentstudy suggestshat CoPmay supportinclusivelearningexperiencedor adults
with learningdisabilities by facilitating co-createdand collaborativelearningopportunities
whicharetailoredto the diverseneedsof the community. Treatinglearnersasequals,while
offering tailored supportwhenrequiredfostereda supportivelearningcommunityfor co-
researchergo developtheir creativeand personalskills.While CoPcannotbe specifically
WO NB WangdreQal (2002)note that the conditionsrequiredfor CoPto developmaybe
influencedby learningorganisationsForexample by encouragingcollabordion, peer
supportandfeedback CoPmayalsoenhanceinclusivelearningopportunitiesthrough
collaborativeapproachego learning,includingactivelearningtechniques(Tomkinet al.,

2019. Active learning at PPA is discussed further below.

6.3.2.3.2 Active learning at PPA
Theapproach to learningit PPAutilised active learning techniques, including gaiina@sed
learning(or gamification)yole playingandelements of experiential learningctive learning
suggests that individuals learn better when knowledge ismeated through active
involvement in the learning process (Petress, 20@8dup activities at PPA were designed to
be collaborative, through activities such as group discusgi@blemsolving activities and
handson activities (such as creative tasks, experiments and sensory activit@sler to adl
inclusion.

Gamebasedlearning,wherebygamesareincorporatedinto learningactivitiesto aid
understandng of a topic, were usedto supportlearningatPPAO ¢ S LJ I & 3l YSa

f SFENY 6KI{cledteNEl). Raniaged léarning included quizzes and sensory

g2
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I YSas | & RS adnddberPlRying a&garfefRiirpleyPatdii A § K 2025004 o
RAR | dFradsS dSad 2F RAFTFSNByld FTNuzA G FyR ©S13

across a range of topics:

(s}

Ella:we do playloadsof gamesat PurplePatch

UR:mhm, what kindsof gamesdo you play?

Ella:learninggamesike learningaboutthe world, learningwhere our food comesfrom and
what countryit comesfrom

Additionally,co-researcherseported that gamessupportlearningby testingtheir knowledge
of specificsubjectsd & F LINE Febdervid@®aystestingour knowledgeg Ella,C1)and
promoting healthycompetitiond & @lbecomeO 2 Y LIS (icA érin@@l EThisisin
keepingwith previousresearchwhichsuggestshat gamebasediearningcanprovide
learnerswith opportunitiesfor feedbackthus supportng learningoutcomes(Pivec2007).
Learningvasconsideredo be a collaborativeand socialendeavourwithin the PPA
community,with co-NB & S | NEamn§éaEnifgapproachesand contentby sharing
feedbackandsuggestionsParticipant feedback directly influenced learning topics and
themes. For example, Ebhared her desire to learn more about penguias. ¢+ y i G2 f 2
penguins, | want to learn about penguins. | might need to*f@lbgramme leader i K | G £
Additionally, participant feedback regarding inaccessible learning experigraessed to

improve the PPA programme, as Tracey discussed:

When | first started it was very hard to learn from every week, but PPA seemed to change it. It
took a while, but they got there. | had to leave early because | had a headache because of too
YdzOK AYTF2NXIGAZ2Y F2NJ YS (2 O8ddB oAGKEI a2 LQY ¢

This highlights the importance of collaboration witlults with learning disabilitie® ensure
that learning environments and content are accessible to diverse learners. Through
meaningful feedback from service users, learning programmescmayeate inclusive

learning experiences.

6.3.2.4 Dreams vs Reality

As previously discussed in the sections above, often the reality of accessibititufts with

learning disabilitiesvas highly contrasting ta) their ideals concerning accessibility dnd

their expectations of accessibility based on the information provided to themalysis of

research meeting accessibility photographs amdrostic poemslemonstrated that ce

NB a S| NJIpdiénbel and perceptions of accessibility could be organisedintessibility
NEFYaQ |yR GKS WNBFItAGASE 2F | O0SaaroArftiiteq
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6.3.2.4.1 Accessillity Dreams

Accessibility dreams captured the-oesearcher€ldeals relating to accessibilitfhese ideals

could be organised int#} OO0Sa a A o AfyARI dWI TOKYAGSIZEH A0S 380 || OO0OSaaAoAt Al
Accessibility fantasies were examples of accessible dréfaamhsvere currently not

possible in the real world. These accessibility fantasies were often related to spaces and

landscapes. For example, John shaied @ RNB I Y ¢ 2 NI(E3) Adlditidmialigcoo S F€ | (¢

researchers discussed the idea of a magic key card, which opens every door to mitigate the

challenges associated with locked doors and physically inaccessible spaces. This was included

in accessibility poerthreel 80 FGNR | OOS & a (T3pPPA 66 Matudgel i8 & ¢

t wDQAa RNBI Y | Daré&adsdibet ker dbeanidcdessitdle place, which included

having everything she needed (including PPA) under one roof, and services specifically for

disabled people:

It [dream accessible place] would be a nice building Withple Patclwith your day centre, and
then above it, with a ramp, mayliaree floors where everybody has disability problems, and

a

82dz R2y Qi KI @S (2 32 IyesgKSNB odzi SOSNERBGKAY3I (G4KSNB

While these accessible fantasies may not be achievable exactly as they were described by the

INRdzZLIE: GKS twDQa gAaKSa O2yOSNYyAy3a | OOS&aaAoAf Ale

in which organisations and services may be able to support accigshir example, the
t w Dwish for a magic key card which provides access to all spaces highlights the importance
of easy access within spaces and buildings, and the physical and psychological barriers of
locked doors (as discussed previously in sedi@r2.2.2.
In contrast, ahievable accessibility goals were examples of accessible dreams that
were theoretically possible in the real world. These goétsn related to basic access to
services and facilities in everyday life, forexample 6 A f AG& (G2 Y2@0S Sl aatee 6!
3C3.l YR aaKz2LA YR NBallFdz2N}yyida ¢2dZ R 6S I O0S&aaAro

(Accessibility poent, C3).Additionally, ceresearchers shared their accessibility goals relating

e

02 AYRSLSYRRZOBEKI @808N) 82dz ¢ y ((Eccessbifitk 2 dzii y SSRAY 3

poem3,C3} YR G FNBS (2 RA2cessiBiliyjpoe®ddy ¢ y i é
Achievable accessibility goals described by the gftgn represented the bare

minimum access required in order for disabled people to be included in society. Under the
Social Model of Disabilifliver & Sapey, 1983it is socied Q@eBponsibility to make these
accessibility goals a reality, by adapting spaces, activitiefeanuing opportunitiego create
accessiblenvironments. In other words, these accessibility gsaisuldbe a reality(and
may well be for some disabled peoplaut were oftennot for members of the PRGue to a

wide range of factors (such as those discussed in se6t.9. For example, relating to the
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32Kt 2F | O0O0SaarofsS akz2Lasz 9ffl y20SRY aLQ@S

dzy RSNE Gl Y RE ®© Ekgbaldi d&dessibla shdps rhay ok shBuented by external
TIOG2NAEE &dz2OK +Fa GKS t20FGA2ys LIS2LX S . yR
However, individualactors relating taco-NB & S I N&2és &rdBpreferencesay also

impact the achievability of accessibility godigleed the achievability of independence as an
accessibility goahay differ depending on theceresearcher&upport needsthe level of
independence requireldlesired by the individuahnd the activity that they wisdd to do
independently.

6.3.2.4.2 Realities of accessibility

Therealities of accessibility in the real world often differed to the expectations and ideals of

the PRGAs such, the realities of accessibility often included negative experiences and stories

shared by the group concerning a lack of accessible environments and people.
Coresearchers made judgements about accessibility based on their past experiences

and the information provided to them. Information includeadformation from others shared

via word of mouth €.g.hearing about the accessibility of facilities from friends/family),

advertised information about the accessibility of a venue, activity or se(gigeon a

website) and information based ondB 4 S| NOKSNBEQ 206aSNWI GA2ya

(e.g.making assumptions about the accessibility of a spaces or activities based on the outside

view of the venue in which these were hosjelth some cases, e@searchers reported

discrepancies between the information they received about accessibility (and therefore their

expectation and the realities of accessibililyd Gt KS&S L) | 0Sa al & GKI

2 KSY AU FOGdH €8 22VSEnineR@3Fof exdntple, kiriay thé K S & Q NB

accessibilityphotography tashkn cycle threeTracey took a picture of a building with a large
ramp at the entrance (see figud20 A Y RAOI GAy 3 GKI G GKAA 641 &
it had a bit o OO S & & Jokin2C3) Hiowever, a second photo revealed that visitors to the
building are immediately greeted by a large staircase leading to the upper floors of the

building

0
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- 0
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Figured42: Tracey's accessibility photographs depict the contrast between the entrandwrutlalimg, versus the insid

The juxtaposition of these two images communicated contrasting information-o co
researcheraboutthe accessibility of the buildings John discussed in cycle thré®u can
understand where the ramp goes and thehere you getinside@ f A1 S 21l &2 GKSNBQa
and thensuddenlg. 2 K . TR ¢ pldtographs provide an example of when looks can be
RSOSAQGAY 3 Ay NBf I GA2yitmaRes Yok tBinklitsaCrBsaidlelbuth t A G& 2F &Ll
Ay & A RS ¢JolinQC8)A Mck Of trust in the accessibility of services and facilities (as
discussed in sectioB.3.2.1.) may therefore be due to experiences such as these, where co
researchers were led to believe they were able to access a space or activity based on th
information available to them, before realising that it was actually not accessible to them
oaLiQa 3I20G1 06 & JoBnNERP Inded, agskdrchersiaportédifedlig
GRA A LILIR A Y iviseRtheir éx@dcthtibns of Acoessibility did not align with the reality
of their experiences. This demonstrates the importance®NB & S NOKSNBQ SELISNA Sy 0S§:
accessibility of environments aligning with the way in which they have been advertised.
Unreliable services and facilities weds@acommon reality for ceresearchers. For
example, in cycle three John shared his experiences of unrdliablgy lifts in his
I O02YY2RIGA2YyS 6KAOK NBadzZ SR Ay KAY KF@Aay3a (2 f
GKSNB e2dz aiill@SR &2dz (y262 &2d2QQR SyR dzLJ 2y (GKS 02
0KS f2dzy3S Fff yAIKG ats$hsindpoyance and vali@of st InA NE @ ¢ KA &

services, facilities and people. -@zsearchers trusted that PPA programmes would be

Q)¢

accessible to them, and &t they would be supported when needed. Trust between co
researchers and PPA therefore meant thairesearchers felt safe to attend programmes,

even if the reality of accessibility in the outside world as a contrasting experience.
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Similarly, the group recognised that often attempts had been made by organisations
or buildings to ensure accessibility, but in reality, the execution of accessiuiliytatiors
were not always successful. For example, John described how a local organisation had built a
sloped entry into the building to improve physical access, but had lined the path with gravel,
GKAOK YIRS AG RAFFAOMZ O F2NKAKSTENDOKEA NINd#za § NB
¢ John, C3). John described these misguidéd&ty LJG & | G | O @ SGGS\&DaAA oAf(1Spe I
whereby the concept itself was accessible, but the execution (in this case, due to the choice
of terrain) meant that the environment was not as accessislm&nded. This reinforces the
importance of consulting disabled people on the accessibility of a space or service, taking into
account that since accessibility is a subjective experiencétiple perspectives should be

considered to ensure maximum accessibility.

6.3.2.4.3 Purple Patclirts: Dream or Reality?

Coresearchers naturally compared their experiences of accessibility at PPA to the outside
world. This was depicted visually during thepgrson analysis session (see sectdil.)),
where ceresearchers mapped their accessibility dreams and experiences of accessibility
realities(see figure38). Figure43 below shows that caesearchers organised their

experiences of accessibility into four categories:

1. Realities of accessibility in the outside world (i.e., theesearchers lived
experiences of accessibility and/or inaccessibility)

2. Realities of accessibility at PPA (i.e., theasearchers lived experiences of
accessibility and/or inaccessibilioy PPA

3. Accessibility dreams in the outside world (i.e.sresearcher&accessibility ideals in
the outside world)

4. Accessibility dreams at PPA (i.e sresearchersdeas surrounding themccessibility

ideals within PPA programmes)
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Figure43: Area of the theme map concerned with ‘dreams versus reality'

While categories one, two and thregereLJ2 LJdzf  § SR gA 0K (GKS twbDQa ARSI a&a
category four remained mostly saddressedas demonstrated by the question mark in
figure43p tt! gl & RSAONAOSR | 4 déscarhns ldntfiedfew ¥ | OOS&a & A0
accessibility ideals that they would introduce to the PPA programme. Inde@aly of theco-
NEaSFkFNOKSNEQ | OO0SaaroAfAde I2rfta ARSYGATASR RdzNAy
PPA, and therefore included in category tveog(0Easy access, easy instructi®ns
accessibility poem, C3). This demonstrates thBPA programmes were considered to be the
closestreab 2 NI R SELISNASYyOS& (2 (K Soreseabh@raexplaiiBd ¥ | OO0SaaA
that this was due to the fact the PPA listened to their accessibility ideals and attempted to
implement as many of these as possible within the programrhe. attitudes of
organisations and approach to feedback may therefore play an important role in establishing
accessible learning environments.

This is not to say that PPA was fully aligned aitlofthe t w DaQc@&ssibility goals.
Some aspects of accessibility at PPA were not considered to be fully accessiinkng
aspects of thgohysical accessibility of vendes 6 KA OK gSNB y20 lftglea s6AGKAY
alteropza KAy 3 R22NR JQaiogQikility jpdess,CB) in ling With hé subjective
nature of accessibility, eeesearchers had varyimgerspectives on physical accessibility at
PPA depending on their personal access needs. For exagnplgtwo described PPA as
altgleda | O0SaaAn o b SkeredslgoupBesundested that Sotne dsie&syof
PPA were notlwayss OO0OS&aaAof S o0 d&ad S Liaccgsaililitypdemd) e a | OO0Saarot S

Despitethis, caresearchergonsideredPPAto bea good example of an accessible
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organisation foradults with learning disabilitieparticularly when compackto other

environments

UR: Is it [PPAhore or less accessible than other places?

Leannemore

Ella: I think more

wX8

UR: what would that be like if everywhere was as accessitfeigde Patchwhat would the

world be like?

[ StyySY LGQft YI{S I 6A3 RAFFSNByOS
Furtheropportunities for sharing best practice of creating accessible environments would be

beneficial in order for organisations to learn from their service users and fromatheh

6.4 Reflections and Recommendations

CoNB & S I NO K S Nan &ycletiréeresfl@diirk recgndmendations relating to

responsibility and accessibility, online formats and information and accessible research
2dziiLldziad |yt A1lS Oed0ftSa 2yS IyR G2 GKS twDQ
additional data collection stage tie project, in the form ofinal interviews(discussed

below).

6.4.1 Whose responsibility is accessibility?
This recommendation was identified by the UR through their independent analisis.
researchers identified a range of individuals, organisations and services who were responsible

for accessibility, as Tracey, John and Jo discussed in cycle three:

UR: Whose responsibility is it to make things accessible?
TraceyPurple PatctArts

UR: Yeah

Tracey: and the place

wX8

W2Y L GKAYy]l SOSNEBo2Re&Qa 320G + NBaLRyaAoAftAGe |
wX8

John: or like, um, the councilsX @ like @biO K Ay Aay Qi Al

Factorgnfluencing the accessibility of PPA, and of activities and spaces more broadly, were
considered to bexternalto PPA For example, inaccessible transport was cited as influencing

the accessibility of PPA programmes, and therefore had a negative impactdibed S I NDO K S NA
access to learning opportunities. Indeed, almost all members of the PRG reported negative
experiencewith the accessibility of transport, regardless of the mode of transport they.used
Despite the impact of transport on the perged accessibility of PPA, issues with transport

YId 0S O2yaARSNBR | a 2dziaARS 2 F:a)ttansiéis NSa LR Y
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not organised by the organisatiph) limited staffing, particularly within smaller

organisations, may prevent some organisations from taking responsibility for external factors
influencing accessibilifyandc) it may be challenging, or in some instances impossible, for
organisations like PPA to alter pestablished systeme(g.the transport system), even when
the inaccessibility of these systems influences the overall accessibility of a
programméactivity. This therefore raises important questions cemming who is, or should

be, responsible for accessibility. For organisations suppoatitults with learning disabilities
responsibility for accessibility may extend beyond their programme and/or organisation, into
the outside world.

Despite the constraints described above, PPA were often described as supporting
with a range of external issues impacting accessibility. For example, during her final interview
Ella shared that PPA staff arranged alternative transport for her when hiedithrot arrive:

GAG OGFEAB RARYQOG GdzNY dzlJs o6dzi frpa&adl FF YSYOSNF 61 3
range of responsibilities undertaken by PPA staff, which extend beyond providing inclusive

creative learning opportunities to supporting theeilfare and overall quality of life of

participants.

Alongside providing practical support (when possible), organisations providing
learning opportunitiesr activities foradults with learning disabilitiemay wish to consider
what adaptatiors they could make as an organisatitmjncrease the accessibility of the
programmes and/or activities they providie keeping with theSocial Model of Disability
(Oliver & Sapey, 1983coresearchers believed that groups and services should adapt in
order to meet the needs of service users, as opposed the indivishiag at fault or needing
G2 OKIy3S 6dae2dz aKzdzZ RyqQlohn CBAltbughthe aEckds Ay 6A 0K (K¢
needs of participants will vary depending on the type of activities provided and the individual
needs of participants, tabl&0 provides an overview of adaptations that organisations may
consider when evaluating the accessibility of their serviBesommende@daptatiors listed
in table 10below were collated by the UR, based on discussions by the PRG throughout the

project, but predominantly from cycle three.
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Table10: Examples of accessibilagaptations that may be considered by organisations supporidglts with

learning disabilities

Aspect of access

Potentialadaptatiors

Physical access

1

il

=a =

Consider the accessibility of any venues based on the individual neec
participants

Clearly advertise the accessibilityasfy buildings,including:information
aboutentrances and exite(g.does the building have automatic doors”
Where is the accessible entrar®ginformation concerning the use of
lifts and stairs (including lift dimensions where possible, or clearly sta
whether these are wheelchair accessiblejations ofchanging places
and accessible toiletstetails about thespace within the venues(g.how
large is theroom andor any corridors required to access the space
Where possible, share the route that participants will need to take
through the venuén advance (this may be particularly important for n¢
participants) Highlight where the main activities will take place in
relation to all of the features of the building mentioned above. This co
be via a videdWalk throughbr accessibldloorplan

Make sure the venue has clear signage to key spaces participants mi
need to access

Share clear safety information concerning accessible emergency exit
Where possible, consult with participants about the accessibility of
venues as they may identify additional aspects of accessibility that ne
to be addressed

Transport

Where possible,fmose programme locations/venues which are
accessible via multiple modes of transport

Consider bus and train timetables in the local area and thmse align
with the start time of programmesctivities

Creativelearning organisationsiay wish to consider incorporating
learning around travel and transport to increase particip@btsfidence
around travel

Share information with participants in advance concerning accessible
travel routes, directions to venues, availability of disabled parking
Consider offering a virtual programme/activities or hybrid attendance
options for those who are unable to travel to a venue (discussed furth
in section6.3.3.9

Cost

Consider whether support may be made availablsubsidise and/or
coverthe cost of attendance (where applicable)

Information,
Resources and
Activities

Consider sharing information and resources via a range of metleogls (
written text, videos gasy readlocuments)

Consider cecreating resources withdults with learning disabilitie®
ensure they are accessible

Design activities/ learning approaches which facilitate choicadoits
with learning disabilitieand utilise a range of learning approaches ang
resources

6.4.2 Continuation of Zoom sessions

Coresearchers shared a desire for Zoom session to continue alonggideson delivenof

the PPAprogrammé a L G KAY ]l GKS@& &dK2dzZ R dzAS %22YX AT

ol R RI @&

While coresearchers preferred physicattendance at PPA, virtual attendance was viewed as

GAGK GNY @StftAy3as LIS2LX S cOohd£L3R dza S

useful alternative method of accessing PPA sessions wheesearchers were not able to

attend in persond.g.due to adverse weather or illnes®r to mitigate physical barriers to

l.j

0K
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attendance €.g.issues with transportiYou might have people that might struggle to get

GKSNE O02a (KSeQ@S y20 KI@gAy3a GKS (NI yaLR2NI FyR af
2FFSNE G(GKSe Q@S 32¢liarh, ¢3). Thdicdntihyation @ Zabri degsibns,] 2 2 Y

particularly when external factors prevented participation, was therefore recommended to

support attendance at PPA programmes.

6.4.3 Website accessibility and information

Research question five aiménlinvestigateW K2 g6 | O0S&daAofS Aad GKS Ay TF2NXNI
a4 K | NDBri@abtion session one, the PRG evaluated the accessibility of information shared

by PPA, including the PPA website. Discussion about the PPA website in particular revealed

that coresearchers did not feel that the information shared on this pags for them, and

many ceresearchers had never visited the webpage Q @S Yy SOSNJ 4SSy (KS 6SoaAi:
to know there was a website fdturple Patchg Ella, C3). The group identifiedditional

information which could be included on this website in order to make it more accessible and

useful for them. For exampleo-researchers recommended that additional information

about the accessibility of venues should be included on the website

W2KYY 2y GKS | Olidzrt 6So0aArAidSz &2dz {y263x (KSe& R2yQid |
buildings do they?

Tracey:noli KS& R2y Qi

John: and what is accessible and what is not

Additionally, ceresearchers felt that further information was needed to clatifgt
participants could choose to bring their support workearer with them to programmes or
attend independently:

z ~

¢NF OSeyY IyR GKSNBQa y2 YSyilAzy (GKIG &2dz Oty 32 2y &
UR: mhm, okay

Tracey: is that important or not?

John: um, well yegh suppose that information would be good to know that you know you can

bring your own support if needed

As previously discussetthe PRG reported tha lack of information about accessibility

caused anxiety around attendance at new programfegues, and occasionally resulted in

nonattendance¢ KS t wDQ& NBO2YYSYRIFGA2Y (G2 LINPDARS FdzNJI K S
accessibility and support at PPA was designed to reassure prospective participants so that

they felt safe and comfortable to attend a PPA sessitw importance of providing up to

date, clear information concerning accessibilityatults with learning disabilitieso that
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they have a clear understanding of what to expect with regards to accessibility should not be

underestimated.

6.4.4 Research comic book

According to Johnson and Walmsley (20@8)important goal of inclusive research is that

GNBLR2 NI A& Ydzad o6S | 0O0Saairot S BuringS@ditireésof 6 A i K
the project, ceresearchers recognised thaery few research outputsere accessible to

themé ¢ ¢ KS& | NB y23G St aA g BeanheQECBBcademiofuldicatiohddzo t A O (
are traditionally textbased, may include specialist languggegon and may bechallenging

to accesdor those outside of academia. These features of traditional publicatiftes

excluce adults with learning disabilitiesom engaging with research outpytsven when

they have been directly involved as-mesearchersand/or the research is designed for the

benefit of disabled people.fter discussions with the PRG about the inaccessibility of

research outputs, including the thesis, the group discussed their ideas regarding the

accessible dissemination of the research. These discussions led to the suggestion of a

researchcomic:

Tracey: what about a comic?

wY | O02YAOK ¢KIFIGQ&a | 3I22R ARSE ¢NI¥OSe wx8 L i
Liam: yeah

{FrYY I NBFERAY3 062 NRZI ¢KSy @&2dzQNBE NBI RAy3
UR:yeah with pictures and writingyeah

wX8

Tracey: and then we could publish It as a separate book

URyeahg S O2dzZ R AKINB Al oAye#&h 20 KSNJ LIS2LX S O2dzZ R\
Liam: | reckon that would just be really fun to share

UR:yeah

John: unusual as well

The goal of the comic was therefore to-create and disseminate an accessible research
output, which was suitable for botadults with learning disabilitiesnd nordisabledpeople
Co-researchers shared a desire to see madalts with learning disabilitids & NB & S NO K S NJ
G6AAK GKSNB 6SNB 20KSNI NB aGHIaNTCBK Sriehfthe Reyidmst S N/
of the comic book was therefore to increase the representation of disabled people in
research roles and challenge common assumptidraialearning disabilittandwho can be
aresearched LG ¢2dzf R LINRPQ@S G2 LIS2LXS ¢S O2dz R R2 |
O2dzZ R R2 I O2YAO | @R, @B2dz Oy R2 NBaSI NOKE

A comic book was chosen as the format fastiesearch output as it was considered
G2 6S Iy 00SaaAofS YSGK2R 2F &AKFNAYy3I Ay TF2NY

accessible and fun so that they can understand it more e§siglf because not everyone has
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I O0SaaArotS 0221 a | ofRkbovKs &é rechyyii§ed ds@n acofRifeSaR> O
engaging way to tell storie¥\(halen et al., 2016 Comic books haygreviouslybeen used as
an engaging, artbased and accessible format for the dissemination of research across a
range of disciplines (Pleace, 20P3iego, 2016Yigurs et al., 2016Pue to their emphasis on
visual communicatiorQ2 YA O&a OFy o6S |y | 00SaaArofS NB&az2dz2NDOS
NBI RSNERE& ot 2t 3 NBa tfictefore suppt Indérdtamdingof complBx
information Lewis & Cole&Kemp, 2014

Duringthe final stagesof cyclethree, co-researchersupportedthe URto write a
fundingapplicationto supportthe co-creation,illustration and disseminatiorof aresearch
comic.Thisprocessprovidedfurther opportunitiesfor thet w Da@i&einvolvementin anew
aspectof researchandfacilitated conversationsabout researchfundingand dissemination
Thegroupreceivednewsthat their fundingapplicationto the Societyfor EducationMusic
andPsychologyResearchwassuccessfuin July2022.Thegroupbeganco-creatingthe comic
bookduringthe concludingphaseof the project (seesection7.2.2.] andit is expectedto be

publishedin 2024. Twopilot pagesfrom the comicare includedin appendixl.

THE PURPLE
RESEARCH GROUP

Figured4: The PRG as their comic book characters, illustrated by Molly Pukes

6.4.5 Final intervievg
During cycle three of the researato-researchers planned a seriesfiofal interviews. The

idea for these interviews had been discussed throughout the project, as a way of capturing

T2
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the elements of the coesearcher€experiences at PPA that were not directly addressed in
cycles one, two or three. In line with tiBARapproach of this project, coesearchers were

asked to indicate whether they would like to interview someone, be interviewed by someone
or both, by responding to a poll on the PRG Facebook group.cbaasearchers chose to be
involved in the final interviews. The UR pairedresearchers based on their preferences and
availability. Additionally, Tracey requested to intew the UR and due to a lack of

availability from other caesearchers, Ella was interviewed by the UR. Tabkhows the
interview pairings. All interviews took place online via Zoom and lasted between 23 minutes
to 1 hour. The UR researcher attended all interviews to supparesearchers when

required.

Tablell: Interview pairings fofinal interviews

Interviewer Interviewee

Ella (with supporfrom her mum) John

John Tracey

Tracey UR

John Sam (with support from Janine)
UR Ella

Interview questions were written collaboratively by the group during an intergamning
sessionn the concluding phase of the project (see chaptefTHese interview questions
were used to create a serstructured interview plan, which was split into two sections.

Questions in section one pertained to theNB 8 S NOKSNEQ SELISNA Sy OSa |

including:
1 What made you start going teP~&
1 What doesPPAmean to you?
1 What is youPPAday like?
1 What motivated you to come t&PAduring the pandemic and now?
1 How would you describBPAN three words?

Questions in section two were used to supportresearchers to reflect on their experience

in the project as researchers, including:

What has your personal journey been in the research?
How did you feel at the start, middle and end of the research?
What, if anything, have you learned about yourself by being a researcher?

What have you enjoyed the most and least about being a researcher?

=A =/ =/ =2 =

What are your plans after the researchhat would you like to do next?
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Interview questions were shared with all interviewers via the Facebook groupesearchers
used this interview plan as a rough structure for their interviews but were also encouraged to
add their own additional questions, depending on their interests.éxample, Ella chose to
I RR FRRAGAZ2YIft [[dzSadAaz2ya O2yOSNYyAy3d W2KyQa SELISNA
interview questions, the UR provided informal training on how to conduct an interview. Since
this was the caesearcher§lirst experience of interviewing others, it was important to
ensure they felt comfortable and prepared. Training included:adon starting an interview
(including ethical considerations such as checking for consent and informing participants that
GKSe OFly ait2L) 6KS AYyUiSNBASg |G lye egdorS0X R2Q&a |y
give the person time to answer your question @@ yineirupt the person while they are
speaking)and tips for ending the interviewe(g.asking the person if they have anything else
they would like to share and thanking them for their time). Key points were shaite the
coresearchers via a PowerPoint presentation. Opportunities to practice elements of the
interview process were built into this research session, to suppoN&3 S NOKSNE Q Ay i SNIIA ¢
preparation.
All interviews were recorded and transcribed verbatim. Interviews were analysed by
the UR in line with the methods described in sectdoh.2.2 Themes relating to the €o
researchers experiences at PPA weoenbined with theresults from cycles-B according to
their content. Additionally, analyses of interview transcripts informed understanding of the
overall outcomes of attendance at PR#ongside the underpinning mechanisms supporting
these outcomes (reported iohapter 8).Themes relating to the cesearcher§experiences
of being a researchema the outcomes of engagement with PAR forresearchersare
reported in sectiorchapter 9.
Final interviews were the last formal activity the PRG led in this project and
theoretically signalled the ending of the research. However, ending the research became an
important stage of the projean itself, involvingadditional activitiesnew considerations and
questions that the PRG were actively involved with. The following section details the process

of ending the present study, and thele of ceresearchers in this stage of the project.
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7 Ending the project

While previous literature has specifically discussed the process of setting up a PAR project
(Herr & Anderson, 2005; Kelly, 200Psin et al.2019 fewer papers have reviewed the
process of ending a PAR project. Indeed, Northway (B0Q6tes that the ends of

LI NI A OA LI ( 2 NsbagelidNiR 8SeéréhiprodedsIvhich nedéds to be given much
Y2NB SYLKI&aAa 0GKFIYy KIa IONB@IOA ddtye  yRSWSYRS yO
Y2RSEt 2F aYlftt INPdL) RSOSkeddiSTE My O daRNERIdZLYQ
The nature in which a PAR project ends can therefore be considered as equally important to
the way it begins, particularly vem considering the level of involvement of-tesearchers,

who are often considered to be vulnerable, in the research process. The following sections
gAft 2dzifAyS GKS 'wQa LXIya O2yOSNYyiAy3a GKS

(p))

ending the projet, alongside the practical, social and ethical factetsich influenced the

approach to ending the present study.

7.1 Planning the end of a PAR project: what is possible?
When planning the present study, the UR was aware that ending a PAR project required a
different approach and process to ending a raarticipatory project. PAR often involves
longterm contact with ceresearcherandmay provide a valued social and learning
experience foadults with learning disabilitie@Nind, 2014). PAR therefore has the potential
to become avaluedpart of coNS & S NOKSNEQ f A@Sad LYRSSRYX gKS)
projects in the lives cddults with learning disabilitiedilly et al. (2015) note that the
research groupbecam@ 3 2 YSGU KA Y3 Y2NB (GKIFy &aAyYLXe& WNBaS!H
0 KSANJ f AThefore, theddst impabtabt consideration when ending the project was
to support ceresearcher§&ransition from regular contact with the research group, to less
frequent conta¢ and ultimately, the end of the research.
This transition to the concluding phase of the project required a shift in role and
focus, both for the UR and the PRG, from active data collection and analysis, to reflection on
the project as a whole and planning research outputs. These activitieseddass regular
contact with the group. An #person research session and celebration (see seéti®ni.])
was planned as final researctsession, which signalled the end of data collection and a
transition into theconcludingstages of the research. To avoid a sudden end to the project,
the UR planned that after the iperson meeting, sessions would gradually become less
frequent and eventually stop altogether. As suchyresearchers were initially informed that
their involvanent in the project would last approximately 12 months. The UR anticipated that

research sessions during the concluding phase would focus on data valigagshéring
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any analyses undertaken solely by the UR and/or by other members of the group) and
consulting on the writaup of the research to ensure that gesearchers felt their
experiences were being accurately represahte

However, in reality, ending the project was a difficult and messy process, which at
the time of writing is still ongoing. @esearchers have therefore been involved in the project
for over double the initial expected time period. While previous &tare highlights the
importance of planmg for the end o PAR project (Northway, 200Y) it was not possible to
fully plan for this stage of the project before having undertaken research with the PRG. The
UR was aware that the @85 & S ND K S Ngiwith tHe EesdardhKs8cyf 8sSheir level of
enjoyment of the project), the nature ¢f w Dré€dadionships witheach otherand the ce
NEASINDKSNAQ 2LIAYAZYAE YR LINBFSNByOSa 02y OSNyAy3
would impact the concluding phase. The concluding phase therefore retphieeURto
adapt the planned approach in refiine to balance the needs and preferences of BiRG
alongside factors such as time and logistics, shifting roles and responsibilities, and ethical
considerations. These factors, which influenced the nature of thAl&3a S NOK S NA Q
involvement in this concluding phase and therefore the approach taken to gridan

researchwill now be discussed

7.1.1 Time andogistics

PAR requires eonsiderabldime commitment from both the UR and @esearchersgaum

et al., 2006. Since the PRG had already dedicated a year of their time to the reseavel, it
initially unknownwhether coeresearchers would want to continue to dedicate their time to
the project after cycle three. Additionally, the project began during the pandemic when social
contact was limited and many activities that-sesearchers usually attended were caried!
Despitethis, a key challenge of this project was finding time for the group to meet. The UR
was therefore unsure whether the PRG would want to and/or be able to continue their
involvement in the project beyond cycle three, sinhis stage in the research coincided with
the end of national lockdowns and the-opening of thet w Du@u&l programmes. It was
therefore important that the concludinghase of the researcprovided a balance between

a) respecting the w Diigh@ and ensuring that they felt that any further participation in the
project was entirely voluntary and b) providing enough contact with the group to suppert co
researchers to navigate the end of the project (particularly taking in to account the kthica

consideratiors discussed in sectighl.3.
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7.1.2 Shiftingroles andresponsibilities

Due to the structural constraints of doctoral research, the conclughmaseof the project

inevitably provided fewer opportunities for the involvement ofi@searchers as equal

partners in the project. For example, writing up the thesis was not only an inaccessible

activity for ceresearchers, but also one that they were notabd be actively involved with,

since the thesis must be written by the UR. Therefore, during the conclptimgetl KS t wDQa
role shifted from that of a research collaborator, to a research consultant on aspects of the
thesis writeup.

It was infially unclear how the coesearchers would respond to this shift in their pre
established role, particularly since a key goal of the project was to suppoesearchers to
take ownership and control over the project from start to finish. Explainingsbate aspects
of the research could not be fully collaborative due to the nature of doctoral research felt
uncomfortable and at odds with the goals of the project an®®ARHowever, this was
mitigated by the decision to eoreate an accessible researctitput in the form of a comic
book (discussed further in secti@3.3.4. Cewriting the comic book influenced the
frequency and type of research sessions included in the concluding phase of the project.
Since the comic book was an accessible outputesearchers were encouraged to take a
leadership role in its creation. €ltomic book therefore provided an additional but related
project for ceresearchers to engage with, meaning that thev Dc@¥adge in responsibilities

were related to a new and positivexperience, as opposed to the ending of the research.

7.1.3 Ethicalconsiderations

Previous literature has noted a number of ethical implications of ending PAR, including: the
impactonceNB a4 S NOKSNEQ NBflFGA2yaKALA FyR a20AFf
the removal of a learnirigpersonal development opportunity. These ethical considerations

will now be discussed in turn in the context of the present study, supported by quotations
fromcoNB & S NODKSNA YR GKS !wQa oNARGGSY NBTE SO

7.1.3.1 Impact of ceresearcherQelationships and support networks

One major consideration of ending a PAR project is the nature of the relationship between

the UR and ceesearchersand the impact of the ending of this relationship for all parties.

PAR projects require researchers to collaborate and build trusting relationships with
O2YYdzyAGASa GKFG YIe 0S O2yaARSNBR (2 0SS wgdd
time Johnson & Walmsley, 20p3®uring the course of the research i@searchers may

therefore form close interpersonal relationships with others in group (Atkinson, 1993; Tilly et

al., 2015). In the present study,-tesearchers dedicated a considerable amount oEtim
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the project and in doing so, developed friendships and strong working relationships with

other coresearchers, as Ella discussedynle three

UR: and what do you think about research has helped your independence skills?
Ella: making new friends

As coeresearchers attended different PPA programmes across Yorkshire, research sessions
were often the only place where this particular community could meet. Additionally, unlike
other approaches to research, tesearchers in PAR projects often build eloslationships

with the UR and may even consider them as a friend (Chalachanovg,d&t®@@ssed further

in section10.5. This was certainly the case in the present study, agsearchers shared

their hopes around retaining contact with the UR, alodgsineeting and working together in
0KS FdzidzNB o0aL K2LIS ¢S OFy YSSO Ay LEBNE2Y SOSNE 3
Tracey C3. Indeed, previous research suggests that the end of a PAR project may be viewed
negatively by caesearchers as it symbolises the potential loss of relationships associated
with research(Atkinson, 1993). This presents additional ethical challenges and
responsibilitesfor participatory researchersyho must support ceresearchers to manage

the reduced contact associatedth ending a project. This may require extending contact

with coresearchers beyond the original project end date, as the UR noted in their reflections

at the end ofcycle three

While it may be standard procedure for researchers to end relationships with participants as
soon as their involvement in the project is over, the same cannot be said for PAR, where a lot of
time is invested in building relationships and trust withregearchers and between eo

researchers over a significant period of time

Indeed, Northway states that due to the nature of the relationships developed within PAR

LIN22SOGax aAld Aa SaaSydaialt (KteinconBct Bith NOKSNAE | NB L

theircoNS a8 S NOKSNE AF (GKAAab,p3 RSAaANBRE O0b2NLIKglLE&I wn
A gradual reduction in contact with the group whereforerequired,as the PRG

became an important support network for gesearchers. Ceesearchers shared personal

and often challenging aspects of their lives with the group and research sessions therefore

provided a space for the PRG to give and receive support frompghers. It is therefore

essentiako consider that ending a PAR project may also removi&a S NOKSNE Q | 00Saa

Gl £ dzSR NBfFiA2yaKALA | YR |y edchothy dllsdmach & dzLIL2 NIy S

when we have to end this research journeyracey, C3). An important ethical consideration

when ending a PAR project is therefore to consider the support needsresearchers

during this transition period and ensure that they have accesdternative support
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networks

As a nordisabled researcher who was unknown to the members of the PRG, a key
F4LISO0G 2F GKS 'wQa NRESS LI NIHAOdA FNI& Ay 0&d
community by developing strong working relationships withresearchers and PPA. Due to
thecoNB & S NOKS NE Q {diSabZd paalie’ ehiciwer dfterybaséd on negative
past experiences (see sectidr8.4), it was particularly important to develop trusting
relationships with the group in order to work together efféil A @St & 6aL ySHSNI t A
SalLISOALtte ySs LIS2LI S 4 Kracey). NBeed!BighNeral. {208) 6 KA O
OAGS WiNMHzalAYy3 NBflIGAZ2YAKALIAQ Fa  O2NB 02 VYL
goal of this project was to spprt adults with learning disabilitie® have ownership over
researchthat concerns them and in doing so, challenge ideas around who can be a
researcher. Since the present study was the\dB & S NOKSNBEQ FANBRG SELISNA
participation in researctthe URrecognisel that their experiences in this project may shape
their future involvement in research\ keyethical consideration was therefore to ensure that
the project ended positively, so that gesearchers felt valued for their contributions and
remained open to engaging with research (either with the UR or with other

researcherforganisations) in the future.

7.1.3.2 Loss of the role of researcher

For all but one of the coesearcher¥, the end of this project symbolised the end of the

t WDAENNB Y G NBf S |a NBASI NOKSNAR |yR adzoaSldsSyi
WNB &SI NOK S NIb, p.30P Aslpriéuiolisly Biscussibding a researcher was a

valued and desired role, to which-tesearchers were very committed. Indeed, Tracey

compared participating in the research to her previous experiences of employment,

highlighting the seriousness with which-msearchers considedetheir role in the project.

During cycle three with the end of the project imminent, members of tR&Megan to

enquire about the potential to extend their role as researchers by participating in future
NBaSFNDK LINR2SOGa 04dctIm Cy AiBportatetical a2 YSG KA Y 3
consideration was therefore how to support-cesearchers with the potential loss of the role

of researcher This wagarticularlychallenging since it mayot be possible to signpost

researchers withearning disabilitie$o additional opportunities to actively engage with

research, due to limited widespread opportunities for tfdgscussed further in sectiah0.6).

11 As previously discussed in, during theprson research session Liam shared that he was going to
continue his role as a researcher in an unrelated research project.
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7.1.3.3 Removal of a learning/personal development opportunity

Nind @014a) notes that PAR projects can provide a platform for learning and personal
development for ceresearchers. Indeed, the PRG became a community of practice in itself,
with coresearchers selfeporting the development of researetpecific skills alongsideesas

of personal growth (seehapter 9. Adults with learning disabilitiesften have fewer
opportunities to access learning experiences than their-dizabled peers, since common
sites of learning (such as adult courses or learning associate@&mployment) are often
inaccessible to them. In particular, the opportunity to develop research skills is most
commonly associated with higher education institutions, which are widely considered to be
inaccessible tadults with learning disabilitiedt is therefore important to consider that
ending PAR may also remove access to a valued learning opportunityresearchers. To
mitigate this, previous research has suggested signpostirrgsaarchers to other

opportunities.

7.2 Ending a PAR project with sensitivity
Due to a combination of th&actors discussed above, tesearchers are often reluctant for

PAR projects to end (Northway, @; Tilly et al., 2015). Indeed, during cycle three members

ofthe PR KF NBR (GKSANJI RSAANB T2NJ 6KS NBaSINODK G2 02y

¢ Tracey, C3Previous research has noted the ethical implications (Northway, Bpaad
WYSaaAySaaQ I aaz2 QookiRGR Howvdvérfersis/aRakk/od t ! w6

transparency around how PAR projects have practically addressed¢haenges when

ending the researcfSmith et al., 2022)As &keystage of the research process, the following

sections will outline the four key ways that the present study sought to mitigate the

OKIFffSy3asSa aa20AF0iSR 6A 0K Sy PhageThebeate:! w LINR 2SO
information and managing expectations; ending the project gradually; reflection and

celebration and continued support. The following sections intend to provide a snapshot of

the ongoing process of ending this PAR projecttardvays this process sought to mitigate

challenges outlined above. Reflections on the successes and challenges of each of these steps

to concluding the project are included in each section.

7.2.1 Information and managing expectations

Theprocessof endingPARshouldideallybeginwhenthe projectdoes,with the URproviding
asmuchinformation aspossibleregardingwhenandhow the projectwill endto co-
researchersProvidingtime scaledor eachstageof the project (wherepossible)maybe
helpfulto supportco-NB & S I NibK&nsidtirtresearch Timelinesproducedfor the

presentstudy supportedco-researcherdéo managetheir time and schedulesffectivelyand

z
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ensuredthat the groupknewwhat to expectfrom eachstageof the project. However,as
previouslydiscussedthe collaborativenature of participatoryresearchmeansthat it is not
alwayspossibleto provideinformation aboutall aspectsof the projectin advancesince
decisionsare madecollaborativelyby the group.It istherefore important to take a flexible
andadaptableapproach particularlywhenendingPAR Thepresentstudy soughtto provide
co-researchersvith asmuchinformation aspossibleto supporttheir engagemenand
manageexpectationsaroundthe project, while allowingspacefor collaborativedecision
making. ThePRGwere informedthat meetingscouldcontinue,albeitlessfrequentlyandthe
groupdiscussedvhat they envisagedheir engagementvith the project duringthis stage
wouldinvolve.

However,it isworth consideringhat co-researcherand/or the URmaynot agreeon
how andwhenthe project shouldend. Northway(200() notesthe importanceof
understandinghe levelof commitmentboth expectedanddesired,by everyoneinvolvedin
PARIn the presentstudy,the end of the researchhighlighteda differencein the levelof
contactboth expectedanddesiredby different membersof the PRQincludingthe UR).
While someco-researcheravere happyto endtheir involvementin the project, others
expressed desireto continueto meetregularlyd & Y An@etaachother onceamonth on
zoomafter this, butit ¢ 2 yb@the & I Y STgacey C3. Arangeof factorsmaytherefore
impactco-researcher@lesireto end or continuetheir engagementn a project, including
personalinterests,enjoymentof researchand availability.

Inthe presentstudy,transparencyaroundthe practicalconsiderationsf the
researchprocesqsuchasfundingandprojectdeadlines)Wwasrequiredin order to facilitate
honestconversationsbout endingthe project. Forexample co-researchersvere awarethat
the time restrictionsof doctoralresearchmeantthere wasatime restrictionimposedon the
t w Dréséarchmeetings.Addressingchallengingand particulaty uncomfortableaspectsof
researchmayalsoleadto additionalopportunities.Forexample the ideafor the research
comicwasconceivedy a co-researcheafter a discussiorabout the inaccessibilityf most
researchoutputs6 & U [fuBl@ations]arenotl O O S & -4 dadnk)S@enconversationwith
the groupaboutresearchdisseminatiorthereforeincreasedhet w Dufdderstandingf
important aspectof researchand supportedthem to engagewith new areasof the research
process.

Alongsiddanformation concerningthe processof endingthe project, previous
researchhighlightsthe importanceof signpostingco-researchergo additionalopportunities
they maybe interestedin. Indeed,researchby VIPER2013)notesthat & 2 K & gfojectends,

makesureyou preparethe youngpeoplefor the end and do exit interviewswhichlook at
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possibleother opportunitiesfor the youngLJS 2 Lip.5 Whilethe URwasableto signpost
coresearchergo additionallearning and development opportunities, such as the buddy
training scheme and steering group at PPA, signposting to additional research opportunities
was more challenging due &) alack of opportunities foadults with learning disabilitie®

be actively involved with researcbee sectiori0.6) and b) limited preexisting networks to
connect researchers with LDs to projects/organisations conducting inclusive research. The
development of such networks would be beneficial to suppattits with learning

RA al olanbterin n&Bement in research.

7.2.2 Ending the project gradually and collaboratively
The concluding phase of the present study was designed to facilitate a gradual end to the
project Caeresearchers reported positiveutcomesof engagement withhe researcton
their social networks, personal development and research idefgigchapter 9. Therefore,
endingthe project graduallyvas intendedo avoid the sudden removal of researséssions,
especially given the positive impactontheN®d 8 S NOKSNARQ ¢Sttt oSAy3a 206aSNBS
the research.
'y AYLERNIIFYGd FFEOG2N dzy RSNLAYYyAy3d GKS !'wQa [ LI
research was understanding and responding to the needs and preferences of the group. As
Johnsorand Walmsley2003) statea keyOK I NI OG SNRAaAaGA O 2F Ay Of dzai dS NB &
people should be involved in the process of doing the research and should be able to exert
a2YS O2yGNRBf 2 @SNJ LINPeSubjective yiaRire fd2ARp2o¥@sa ¢ 0 LIJbcn v @
meansthat the process of ending of participatorgsearchwill inevitably differ between
projects, depending on the preferences of the individuals involiteglas therefore
important to continue to involve the PRG as much as possible in decisions relating to the
nature and frequency of contact within the concluding phase.
As previously discussed, perspectives on how the project should (or in some cases,
should not) end differed between members of the PRG. In the present study, like other PAR
projects(Atkinson, 1993; Northway, 2000, some ceresearchers expressed a desire to
continue their involvement in the project, and to continue conducting research more broadly.
¢CKA& NBadzZ 6SR Ay &a2yYS (Syairzya o0SiGs6SSy G(GKS GAYS (
to continue to allocate tira for regular research sessions during the concluding phase, and
the desire of some coesearchers to continue research sessions as normal. It was therefore
helpfulto work with the group tadiscuss the nature of thmeetingsduring the concluding
phase while thinking realistically about factors such as the\eB & S I NOVQSINEIQ Y S
schedules, funding and theveralltimescale of the projectfThe content and regularity of

these sessions are discussed further infibllowing section.



7.2.2.1 Content of concluding sessions
Concluding researclessions took place on an dubc basis between October 2022 taly
2023 While these sessions are currently ongoing, meetings with the PRG became less regular
as the PhD came to en@oresearchers were informed that they could stop attending
sessions during the concluding phase at any time. Despite this, only enesearcher did not
attend any meetings during the concluding phase.

Topics discussed in these sessions included validatingadeteeptualisations of data
analysed by the URor example, by providing feedback on tRarple PatchPotion discussed
in chapter 8 Feedback provided by the PRG during these sessions ensured thaithz Q &
views continued to inform theoncluding phasef the project during a stage where the UR
gl a az2ftSte NBaLRyaAaAoftS F2NJ NBELINBa Sohdwiggl G KS
research sessions weeadsoused to discuss the dissemination of the research. This included
planning and cewriting the research comic bodappendix) through a series of meetings
specifically designed to exreate this accessible researchtput. Additionally, the PRG
planned and participateth other research disseminatiaactivities during the concluding
phase such as meeting with thgniversity of LeedMusic Psycholog@roup to share their

researchin February 2023.

7.2.3 Reflection and Celebration
Akeystage of ending the project was reflecting on and formally recognising thveDefbaits
and achievements. Formally recognising the time and commitment the group had shown to
the projectreaffirmedK 2 ¢ @ f dzt 6t S (G KS t Thd@RidkedpdghithNRA 6 dzi A 2 y
previous research, which suggests that celebrating the achievementsretearchers is an
essentiaktage of successful goroduction (VIPER, 2013)

Reflection and celebration ave integrated within theconcludingstages of the
project but were particularly important during the iperson research day itycle three
During this session, emsearchers were encouraged to reflect on their roles in the project
and to identify members of the group that they were proud of and why. This supported the
group to recognise and celebrate their own achievements, the achievesradrdthers ando
receive positive feedback from other members of the group and PPA staff-#iearchers
were awaded with a certificate for their dedicated and hard work throughout the project.
Thein-person session symbolised the beginning of the concluding phase. While seme co
researchers were apprehensive about the approaching end of the project, the concluding
phase of the cycle was presented as an exciting stage in the project, with new apiiegu

and activities for the group to be involved in. Additionally, since some members of the group
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had already indicated that they would prefer to continue with the research, there was a risk
that ending the project may be viewed negatively by the group. By celebrating the co

NEaSHNDOKSNEQ NRES Ay (KS LINE eSO biresdakifand w

in doing so reduce the potential for negative emotions associated with ending the project.

7.2.4 Continued Support

As previously discussed, the PRG becawmeuedsupport network for the PRG (see section
7.1.3.7). Although Zoom sessions were focused on the research itselésearchers often
shared theigood and bad news with the group, from bereavement, iliness and stress to
friendships, expanding families and holidays. The UR provided practical and emotional
support to ceresearchers throughout the project, during and outside of research sessions
(see sectionl0.5). Having built trusting relationships with ¢esearchers, the UR became
somebody that the PRG felt they could confide in. This was particularly evident during the
pandemic, when coesearchers did not have access to spaces and communitiesnaiio
ordinarily provide supportd.g.inclusive programmes, family and friends).

To maintain the support network developed throughout the project, the UR
continued to have contact with the PRG throughout the conclugimagse, both within
research sessions and via the Facebook grdabhpPRG continued to shatheir newson the
Facebook groupboth relating to the project and their personal livedte PRG Facebook
group will remain open for as long as needed to provide a place fogsmarchers to
continue to communicate and maintain their relationships, with or without the involvement
of the UR. At the time of writing the UR halsomaintained contact with the grougbout
ongoing projects th&@RGare involved with such ashe cocreation of thecomic book

Additionally, throughout the concludinghase the URontinued to work closely with
PPA, who provided welfare and practical support to ensure thatsearchers were
supported through and beyond the end of the project. The present study highlights the
importance of a strong partnership and communicatiothvwiommunity partners to ensure
that coresearchers are provided with the support they need. This is particularly important
when URs must inevitably dedicate less time to a project due to project deadhmd
therefore have less capacity to provide support teresearchers. PPA arranged chéclcalls
with co-researchers (when required), and alsacouragedhe PRG to access new
opportunities to use their research skills, such as through involvement iRB#steering
group.

Thischapterhighlights the longerm ethical responsibilities of participatory
researchers to ensurthat ending the projectloes not result imegative outcomes or risk to

coresearchersWhile this stage of the research is often not reported fully, the present study
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argues that the importance of the concluding phase ARBhould not be underestimater
understated. Future research should clearly outline the process of ending PAR projects, to
support understanding of best practice with regards to managing this crucial stage in the
project. Further reflections on the implications wfvolvement in PAR fao-researchers and

URswill be discussedn chapters 9 and 10 respectively.
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8 Outcomes of Engagement with PPA?dyple PatclPotion

Thefirst aim of the present study was identify the outcomes of participation iRPAfrom
the perspective of participantsCombined aalyses conducted by the WRd PRGsee
section3.5for further details) revealed five overarching outcomes of engagement with
inclusive learning at PRA WL YIPAB Kk B S Erfhdnges NIf @ D SBlusiEdQ> W
[ SENYyAYy3 9ELSNA Sy OSappdatunitids HNR B Oha3@dBomésk Q | y R W
were presented to (and validated by) the PRG in the form‘Biliaple PatcliPotion(see
figure45). As discussed in secti@5.2.2 the content of the Purple Patch Potion derived
from the combined analyses undertaken by the PRG and UR of all data from across all three
cycles of research. A creatieasy reacdutput wasdesigned by the UR to provide an
accessibl@verview of the ceresearcher§experiences at PRAnd the outcomes they
reported throughout the project. Within the context of thmtion, the outcomes of
engagement wittPPAmay be considered as the effects of taking the potibaking the
potion (attending PPA) did nguarantee that participants would experience all outcomes.
Since all participants brought their own unique experiences, preferences and neB&to
programmescoNB & S NOKSNBEQ SELISNASyOSa 2F (KS&aS 2dz2i02YS3
subjective. Some outcomes were reported more frequently than others, and the impact of
these outcomes on ceesearchers varied depending on the individual. Additionally, while
reportedindividually within this thesis, outcomes of PPA were rarely experienced in isolation,
and wereoften related to and influencedach other For example, coesearchers who
reported an increased social network may also report increased wellbeing as a result.
While the outcomes of attendance at PPA prodida insight into the effects of the
PPA Potionthey do not tell us the ingredients of the potion how it is createdPrevious
research suggests théte evaluationof LJ- NI A OA LI yiaQ SELISNASYOSE sAGKAY
frequently focus on the outcomes or effects of engagement with programmes, with less
attention paid to how and why these outcomes are achieveawson and Tilley, 1997). This
Ad 2F0Sy NBFSNNBR (2 +Fa GKS worbad@rassthithe LINRPOf SYQ 6
opposite approachl Y26y | & WgKAGS 02EQ 2NJ WOt SINJ62EQ SOl f c
inner mechanisms, features and contexts of a programme, which contribute to the identified
outcomes (Scriven, 1994hvestigation of the relationship between the outcomes of
engagement with PPA (the effects of the potion) and the underlying mechanisms (ingredients
andinstructiong cantherefore support understandig of how inclusive learning experiences
were facilitated at PPADverall, thePPA Potiorseeks to explain what occurs Wih PPA
(ingredientginstructiong, what this has achieved (outcomes) and why (the relationship

between the two).The following section will briefly introduce each identified outcome of



engagement with PPA in turn, drawing on examples from all three cycles of research to
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demonstrate the impact of these outcomes in the lives cfesearchersSection8.2 will

thenintroduce theunderlying mechanismshich facilitated these outcomes

The Purple Patch Potion The Purple Patch Potion

R
PR

i
/ \

]
A pinch of people (accessible ¥/
ones are best)

Ingredients

Brew your potion in a safe space

Instructions

a

Creating this potion should be a F f-
challenge, but not impossible! You 1 _'
A sprinkle of the arts and variety can ask for help if you need it. __t’_,!
\ Y
Don't forget to celebrate when you
A splash of accessibility and support are done! -C 1

A dollop of different ways to learn

A teaspoon of trust

OF®

A CAUTION! &

Taking this potion may mean you...

Learn about the real world

Make new friends and connections

Freedom carefully combined with routine Feel good
* *
) , * @* Change in yourself and learn new skills
The feeling that you are listened to and = g
valued y

Figure45: ThePurple PatcliPotion

8.1

Increased &cial Connections

Want to show/tell others what you can do!

One of the most commonlseported outcomes of engagement with the PPA programives

increasedopportunities forsocialconnectionsAttendance at PP#as motivated by and

providedadditional opportunities foco-researchers to meet new people, form friendships

and build their personal support netwarkhus reducing loneliness and social isolatiot (i Q &
KSf LISR dza

322R

g2

Ay dSNI Ol

a2 LIS2 LX S

gAGK LIS2LX S | oAl

I YR (gAohry SIS pretidusSyvdis@issed)

people with learning disabilitiesften have significantly smaller social networks, and may

therefore have reduced access to support systefahéri et al.2016). This was paitularly

evident during the Covid9 pandemic, whe manyadults with learning disabilities

experiencel extended periods of social isolatioAttendance at PPA provided additional

opportunities for ceresearchers to receive and provide supporotbers, developing larger

social networkswhich became important sources of support in their lives.

Y 2 NB
NEB 3
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Whilean increase in the size of 8¢5 a4 S| NOKSNRQ &a20Alf ySig2Nyla 61
valued outcome of attendance at PREwas the nature of these relationships that was
considered to be particularly importatd the PRGCycle one highlighted the positive impact
of meaningfulsocial connections in the lives of PPA participants, and the range of personal,
instructional and support roles that staff and participants filled in their lives. Additionally, a
key experience shared by all-oesearchers was the sense of belongioghe Purple Patch
family (defined in sectiond.3.3.2. This term was used independently by alresearchers
across all three cycles of research and provides an important insight into the characteristics
of the relationships developed within PPA programmiésePurple Patch Famikgpresented
acceptance in a social group and the opportunity for consistent-teng support and
friendshipoRurple Patch NIia A& | T YA £ AccessilitylpoemSC3miSf 2y 3 (2 ¢
was particularly valued given the negative experiermfdsullying and a lack of acceptance
from others reported by the PRG.

Cycle thregeportedthat some characteristics of people weparticularly valuedy
the PRG. Individuals whitemonstrated these characteristics weReS 8 ONA 6 SR I & Wl O00Saa A «
LIS2LJ SQ FyR FIOAfAGlI G§SR AsyldamhidgioppdittnitieayicR | OO0SaaA
experiences. Many of the accessible people named by the group were staff members and
peers at PPA. This suggetstat the characteristicof the individualspresent at PPA
programmes support the formation of stronigng-term relationshipsPPA therefore
facilitated opportunities foradults with learning disabilitiet® create new and meaningful
social connections in a safe and supportive arvinent, which hada positive impacin their

everyday lives, but particularly on their wellbeing

8.2 EnhancedNellbeing

Attendance at PPA contributed to e@searcherSbverallwellbeing and quality of lifeCo
researchers reported that attending PiRgsulted in them feeling happier, more relaxed and
more positive(@ L QY K I LJIERa, QLR 0LBE, coesearchers did not always
experience positive emotions at PPA-1@eearchers described feeling overwhelmed and
nervous, particularly when attending PPA for the first time. This was often due to a lack of
information around what to expedtom PPAHowever, negative experiencésmotions at
PPA were often mitigated by staff support (as described above) and the way in which PPA
responded to feedback (discussed furtleisection8.2.4).

In cycle one, coesearchers considered the impaaftpeople on their experiences at
PPAPositive elationships are considered to be a key component of wellbgindels(Ryff,

1989;Seligman, 2012)ndeed,previous research suggests that a social lifestyle can support
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adults with learninglisabilitiesto feel happier and foster a greater sense of belonging and

inclusion Mason et al.2013; Wilsoret al,, 2017).Attendanceat PPA increased €o

NE & S | MdddsStdlgugport networks and lotgrm social relationshipésee section

8.1.1). Coresearchers often continued the development of these relationships outside of

PPAby meeting up with their peers for social activities and staying in contact via social

media. The impact of social experiences on wellbeing at PPA were particularly contrasting to

0KS twDQ&a &a20ALf SELISNASYyOSa A yulgng @isiod SGGAY
and ableismThese experiences negatively impactedaresearcherQvellbeing and sense of

seltworth, resultinginsel G A 3YlF o6aL | f g & ZEIRE2/StehSaNde &tKA y 3 4
PPAenhancedco-researcher@vellbeing by fosterig a supportive and accepting community,
whichprovided opportunities fothe developmenof meaningfuland trustingrelationships

with others.Additionally, the structure and atmosphere within PPA programmes supported

the developmentof clNB & S| NOK S NAE Q NP dzii A i Béirwellieikkdh OK ¢ a A"
Routine supported cdB a4 S| NOKSNARQ aSyasS 27F Lldz2N1J22asS FyR L
a20A1t AYGSNIOGA2Yy o6daL ¢g2dzdZ R 0SS |jdeiTeader y2id O
C2). This is discussadther in section 8.6.2.

In cycle two, caesearchers specifically related qualities of the artthieir wellbeing.
Engagement with artbased activities were reported to aid escapism and relaxation
Additionally,creative approaches to learning at PPA facilitated inclusive learning
opportunities (discussed further in the following sectidBipgagement with inclusive learning
experiencesesultedin co-NB & S I Ndbde Sfgh@vement and pride in their learning,
meeting their personkgoalsandthe development ofcreative outputsThis is in line with the
PERMA model of wellbeing (Seligm2@12) which proposes thaachieving y SQa 321 f a
(achievement/accomplishment$ a key component of wellbeiniloreover, ®me PPA
aSaarzya oSNB aLISOATFTAOIf @& RSeghkhdnfed sessios a dzLJLJ2
2YaRBSY (1 dzNBa Ay aRISyN AR A2, RABRIcIFENOH settudzH Q
and wellbeing tips and activities). However;researchers also reported using aliased
activities and techniques they had learned at PPA to support their wellbeing in everyday life.

For examplein cycle twoTracey discussed using art and drawing to support her wellbeing at
home:dit [art] relaxes me when | can do itBurple Patch NIia FyR G K2YSéd ¢
that engagement with the PPA programme supported-ded€overy in relation to wellbeing
techniques and the aplation of these approaches in everyday life.

In gycle three the PR@ioted thataccessible environments and experiences,
including people, supported their wellbeinghe realities oinaccessible spaces (or in some

cases the idelgperceptionthat spaces and activities would be inaccessible) resulted in
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anxiety, discomfort, norattendance and high cognitive load for-oesearchers and their
families.PPA was generally considered to be an accessible and inclusive space and was
described by caesearchers as the closest reabrid example of their dreamaccessible

world. Attendance at PPA therefore aided wellbeing, asesearchers trusted that PPA
programmes would be accessible to them, thus reducing the stress and anxiety associated

with attending activities.

8.3 InclusiveLearning Experiences

Engagementvith PPAprovidedco-researchers wittopportunities forinclusivelearning

experienceswhich they may nohaveotherwise had access thearning at PPA was

described asongterm, based in/on the real world, aggppropriate(aimed at adultsand

inclusive Engagement with PPA supported the developmenteNd® & S NOKSNEQ a1 Affta I

knowledge relating to a variety of topicBheseincluded

1 Increased knowledge of the worlthd a broad range of topics, includingrid
cultures and celebrations, history, literature, art, geography and science

1 Artsbased skillend techniques

1 t NI O A O fuch@doadES8etyatrhvelfelEcar® andnoney management
F LIN2INI YYS £SFRSNF A& GNBAY3I (G2 &SI OK dza | 62d
Ella, C}

9 Learning about onesehrough selfreflective activities designed to support €o

NB&aSHNOKSNE Q thiylikeS anl dislikgsRpergaRal skifs ayuhls

1 Personal growth (i.e., the development of interpersonal skills, confidence and

independence; discussed further in the following section)

Learning content and experiences were often newteNsB 4 S NOKSNAR oaL 221 FT2NBI
A2YSGKAY3 ySg3 UKL (icElagOl)SHoyesed ShalPREAlgoStgmd S F 2 NB ¢
NEIIFIAYyAy3 alAftfa GKNRBAAK tt! Y gKAOK &SNB LISNDSA GBS
learning skills at PPA that she had previously learned from other learning coritelxts K I @S
f2ad az2vyS 2F Yeé alAffa ParpeFatthcan startpiEking @pazny £ SIS OXB6
skills agaia(Ella, C3)

Coresearchers recognised the connection between the learning content at PPA and
its application taheir lives outside of PPA. For example, Ella shhosdher learning

experiences at PPA related to road safety in her everyday life
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ElaawS 32 | yR f SI NYy | o*3tdifimernkiitisRelliglud How 8 catoiXadousl y R

as well
'wY 1 2¢ (2 OFGOK | odzasx GKFGQa 3I22R
Ella*Staff membet A & G SF OKAy 3 dza | f GKSasS ajAatfta ArAayQi

'wY ¢KFdQa 3I22R
Ella: Maybe one day he wants us to go out on a bus on our own and go out to town

Similarly, Charlie and Jo shared that learning about healthy eatiP®M y T2 NY SR / K| NI
NRdziAyS IyR SIGAy3 KlFIoAlGay asS tSINyid K2g (2
GKSY / KFENIAS GKSy RSOARSR KSQR fA{1Shet avz2z2ik
developmentand applicatiorof these practical skillherefore supported and enhanced €o
NEaSINOKSNEQ SOSNERIE fA@Sao

LLLis considered to be a right for all adults, witariedpositive implications for
learners(United Natiors, 2016. PPAprovided ceresearchersvith access tanclusivel LL
experiences, which are often limited fadults with learning disabilitieglue to a range of
environmenta) socialand institutionalbarriers The present study suggests that engagement
with inclusive learning activities provides opportunities &olults with learning disabilitiet®

expandtheir skillset develop theirknowledge ofa range of topicend enhance quality of life.

8.4 Personal Growth

Alongsidehe development of specific knowledge and skills identified abowgesearchers
experiencel personal growthin a number of areas asrasultof attending PPA programmes
These areas of personal growth impactedd® & S | NXpétiénbigvithin PPA and in their
everyday lives.

Attendance at PPA supported-cesearcher¢o be dmore independent (Liam, C1)
within PPAForexample by learning to make drinkir themselvesr byengaging with PPA
activities independently. Varied approaches to learning (described further in sé&:ads
supported ceresearcherfindependence at PPA by providimgltiple methods of accessing
activities.PPA thereforgrovided opportunitiedor coresearchers to apply their
independence skills, which in turn aided the development of other personal skills, such as
2NHIFYA&aFGA2YY aL vy P&pke Patd@evdiykriuysday whin:| go tdthey SSR |
@Sy dzS “X86 L R2.ChrasedicKes alyilscliséerhn mGehse NS ¢
independence in their everyday liveBhisincluded: collecting medicationusing public
transport(including to attend PPA programmeahd using a elevatorindependently a skill
that Sam developed specifically through her attendance at PPA programmes, where she is
required to use a lift when accessing the toilébr Sam it was independence XsBe can get

in the lift now and go down one floor, along to the bathroom and backquianine C1).Ella
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alsoattributed anincrease irindependen thoughtto attending PPA

Ella: | thinkPurple Patcthas changed my life UR, and helped me to get more independent

wWXB6

'wY gKFEG R2 @2dz GKAY]l @2dzQNB Y2NB AYyRSLISYRSyd 64
you®@e more independent at doing?

Ella: thinking for myself

By providing additional opportunities for @esearchers to meet and interact with others,

attendance at PPA supported the development ofe® & S | NdRi& SkNSn€uding:

AKFENAY3I 04LQY &K NAY 3 Puphk PatchgENa) G)warking andd K SNJ LIS 2 LI S
communicating with other a L  f SI N} SR | 0 2 dglohm €1¥dd inghaging & | 3 NP dzLJé

difficult relationships:

Ella:Purple Patctiaught me to get along with *person*

(X]

UR: how do you thinRurple Patchiaught you to do that?

Ella: by getting on with the other people Burple Patch

UR: mhm

Ella: | took that away frorRurple Patctand | can try it on *person*

Co-researcherslsoreported an increase in confidence in a range of areas in their life,
includingg¥ O2Yy FARSYOS 6AGK ALISOAFTAO ajAftta 6aaryosS St
cooking and nowprogramme leaderA & ( NB A y 3 &R, CI)&iifidehcato 6 1 O ¢
undertaketasks independentlgnd increasedelfO2 Y FARSY OS o6dL Y Y2NB O2y FA
Y & & & frrdcéy, C1Recognitiorof LJ- NIi A Gdhiedlenyfeintéart skillsat PPAsupported
their selfconfidenceandimpactedco-NB & S | Nalk&Bckd,résultingin increasedoride
in themselvesandtheir abilitiesé Me isthe bestl cano SgAccessibilityPoem1, C3).
Experiencesit PPAchallenged assumptions of ¢esearchers concerning their own
capabilitiesas learnersThroughself-examination and reflection within PPA programmes, co
researchers were supported to recognise their strengths, resulting in a shift in perspective,
behaviours and confidencé( St A S @S - AcyesshigtydP&EHSE3fThe present
study therefore suggests that inclusive learning experiences may suagoits with learning
disabilitiesto consider their learning capabilities based on their own-ssflections and
experiences, rather than the misconceptions and judgement of othecseased self
confidenceand selfefficacysupported ceresearchers to advocate for their need and

interests, as discussed in the following section.



8.5  Opportunities forAdvocacy

Attendanceat PPAprovidedco-researchersith opportunitiesfor selfadvocacyandthe
developmentof skillsand beliefswhich supportseltadvocacysuchasindependenceself
confidenceand communicationskills). Thedevelopmentof selfadvocacyskillsmaybe
particularlyimportant for adultswith learningdisabilities who havehistoricallyhadtheir
voicesexcludedfrom society(Oliver& Sapey;1983.

Coresearchersvere encouragedo advocatefor themselveswithin PPA
programmesForexample by sharingtheir viewsand opinionsandbeingempoweredto
sharetheir preferencesconcerningparticipationin the PPAprogrammeandthe supportthey
receivedd dyAuR A RliKed gou cantell them, look| R 2 yfe@liywantto dothati 2 Rt & ¢
John,C1).Attendanceat PPAwvasalsousedby co-researchergo challengemisconceptions
aboutthemselvesandto proveotherswrong:a (i Kifk*aame* saidl ¢ 2 y IvarS y @bleto
be goodat anythingw Xl frovedher wrongby comingto PurplePatcte ®hisdemonstrates
coNB & S | Nasike®® BHareheir personalstrengthsand experiencesvith others,andto
advocatefor themselves.

Alongsideselfadvocacygo-researcheradvocatedfor other adultswith learning
disabilities by sharingtheir viewsand opinionsaroundthe strengthsof adultswith learning
disabilities andtheir inclusionin society:a | | Zalegfrngdisabilitycanoffer something
3 NB PohriC2. Previous research has suggested a relationship between learning
opportunitiesand selfadvocacyPetriet al. (2020)note that learningenablespeopleto do
advocacyfor exampleby learningabout oneselfand developingnew skills whichaid
advocacyTherefore while PPAis not specificallya selfadvocacyorganisationthe present
studydemonstratesthat accesgo LLLopportunitiesserviceanaysupportthe skillsneeded

for advocacy.

8.6 Underlying Mechanismaithin Purple PatclArts (Ingredients)

Analyses conducted by the UR (see seclid@n2.9 revealed five underlyinmechanismst
PPACKSAS FNBY W{IFTS &L} OSQs WCNBSR2 YWHIAfGEMYT &
LI NI A OA LI WIi NXE R OIS IQLING IR TKeSeifeatilirds weré ¢bdekied YichoSs
allthreecyclesdlB & S NOK 'yR Yl & (GKSNBT2NB Ay¥tdsSyoOS
FYR +F NAS(Ge&Q wW! OG8ndeandeérlyiiginachanisms Ray auzedt 12 el Q

more directly related to specific outcomes.g.varied learning approaches as directly

influencing inclusive learning opportunitiesjowever, he interaction betweerand

combination ofthese mechanismsupported an inclusive learning environment at PPA,

reducing barriers to participatioand generating the outcomes described above.
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Thesehgredient) a KAy S | f A3JKG 2y G KSintérattipr®NJ YSOKI YA &Y

at PPAbut also providean insight into thébroadercharacteristics of inclusive learning
environments foradults with learning disabilitied’he mechanisms described belavay
therefore be applicable to other inclusive learning environments, includihgr LLL
programmesorganisations foadults with learning disabilitie®r perhaps even learning
specificallywithin inclusiveresearch environmentdVhile not all mechanisms may be
activated in all inclusive learning contextsefresent study suggests that thesgechanisms
may provide a useful frameworkrfthe design and evaluation of inclusive learning

environments across a range of disciplines.

8.6.1 Safe Space

Safe space refers to the facilitation of a physicabciallyand emotionally safe environment

for learners Trust was important to creating a safe spga@ NHza G A a A YL NIFyYyd FyR NX

¢ Accessibility poerb, C3).Peopleat PPAormed the basis of a safe learning environment
As noted in cycle one, trust in people was facilitated through consistent support, pronzoting
culture ofacceptance, knowledge of participants, mutual respect and reducing perceptions of

hierarchy

Johnd2 &2dz 788t alr 7S GKSNBK ,SIKS L R2d 52 d2dz 788t 3

Tracey: Yes, | do

Additionally, cycle three demonstrated the importance of embodying the characteristics of

W O0S&aaAofS LIS2LIX SQY gKAOK O2yiNARO6dziSR (2 GKS
relationships with participants. Trust in people waaslti-directional, including between staff

and participants, and between PPA peers. Sam noteycle oneghat the safe environment

fostered by staff and peetselpedher to feel confident to explore and learn:

| feel safe in myPurple Patctworld because even when | visit other people and countries, by
eating some foods they might eat, and playing some games they might play, | am still right in
our group with my friends and our supporters
The unpredictability of the reactions of otherss(manifest ippsycheemotionaldisablisn)
may prevent disabled people from attending social or learning activities, due to anxiety
I NPdzyR K2g LIS2LX S gAff NBaALRYyR pondeddS> HnncO @
PPAas coresearcherdgrusted that they would be accepted and supported, whittabled

them tofeel safeandto be themselves without fear of social exclusmrbullyingo You

pufi
w»
<N

Wp{ 2

aK2dzZ RyQi KIFI @S G2 OKIFy3aS G2 FAG Ay ¢gkKGK GKS 3INRdzL

John).Trust in others thereforéacilitated apositive atmosphere angense of belonging for

co-researchers, which contributed to the categorisation of people at PPAlaO OSa dA o0f SQ | yR
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part of a¥amilyQ

Another core feature of a safe space was trust in the wider organisation. PPA was
considered to be reliable, and g¢esearchers trusted tha®PAwvould be available to them for
a lifetime. This provided participants with the confidence to include attendance at PPA as
part of their longterm routine. Trust concerning the longevity of PPA was particularly
important to supportceNB 4 S NOKSNEQ ¢Sttt o0SAy3az & Ylye LI
experienced the removal of services and therefore the removal of aeswithich had
become important aspects of their daily life.

Trust in PPA also supported learning opportunities ferasearchersPPA
participants and parenfO | NENAE (G NHzZa G0SR GKFG tt! Qa | LILINRI OF
1y26t SRAS | yhere rBallylidg§heFdvice Behiadit, you know the psychological as
well as the educationalk Janine, C)L Coresearchers trusted that learning at PPA would be
accessible to them, and that their views and concerns around accessibility would be listened
to and acted upondiscussedurther in section8.2.4). Maintaining a safe space at PPA also
contributed to the development of adinmunity of Practice (CoPAs Roberts (2006) notes,
trust is key to ensure that individuals belonging to a CoPdemifortable to share their
knowledge and experiences.

Safety and accessibility in the physical spacecmasialto co-researchers. As
discussed in cycle three, inaccessible spaces communicated informationrésearchers
concerning whether thefelt welcome in the spacéhe accessibility of a space influenced
coNB & S I NOK S NBE Qattdndaipcs &swéll attieir \BeWs chiderning attendance at
similar activities in the future. Therefore, as discussed in cycle three, one of the most obvious
yet important features of a safe learning space isd¢hseof access for learners.

Overall, safe space referred to tieeeation ofan environmentwhere co-researchers
were supportedo learn and grow, express their views openly and to connect with others.
The importance of a safe space for adatrners with learning disabilitienay be especially
important, since this community may have been excluded from previous learning
environments €.g.through inaccessible learning experiences, ableism or social exclusion).
Inclusive learning programmes fadults with learning disabilitiemay therefore need to
actively counteract these experiences, to suppetlts with learninglisabilitie€active

engagement with learning.

8.6.2 Freedom within Structure
Both freedom and structure were considered to be important characteristics of inclusive
learning environmentsThis mechanism refers to the need for a balance of these

characteristics in order to facilitate an environmehat was both structured and flexibieé & A
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Ad alNHZOUGdZNBR o0dzi>s L R2opnel) FSSt @&2dzQNB LINB & adzZNBR
Structure was embedded within the PPA programme. For example, each session
followed a familiar routine, with timings allocated to each session in the day. Programmes
also included repeated elements, such as the waighcookdown, which was included in
every session through the year. Additionally, the learning theeng. ¢! R @ S ywihiddNBQ 0
consistent across the yegsrovidedPPA participants with an indication of the types of
content they would be learningtructural elements may therefore be important features of
inclusive learning experiences theyby provice a routine and sense of familiarity.
Freedom was also an important characteristic of PPA programkreedom was
facilitated by: providing coesearchers with options within programmessd.by providing a
variety ofadaptablearts-basedactivitied approaches to learning; discussed further in section
8.6.9; encouraging autonomyyy supporting caesearchers to make choicaad promoting
an atmosphere whiclvas flexible, fun, notstricd ¢ L G Q& y 20 f A glSanadi NAOG = A Qa
CI)f YR NBfFTESR o60aAriQa + o6AG 2F tA3IKG NBEAST odzi &2
& 2 dz 1oC3.Fléxibility may therefore support B & S NOKSNBEQ | dzi2zy2Yex £ S| N
wellbeing, byproviding a sense of freedom and facilitating adaptable and varied learning
experiences.
A balanceand interactions betweerharacteristics, oteedom within structur®is
thereforerequired to facilitate inclusive learning experiendésA G Qa | 3,28 Ra a § RIzO G dzNB
G2aGrtte NBIAYSYUSRI @&2dz |y 2dohnAGLWhEen strhciue> IAFSa & 20

outweighedfreedom, theaccessibilityof PPAvasnegatively impacted:

John:sometimes you know | think they just need to uh, kbW S & Q@S 3J2G | aOKSRdzZ Sz o
need to ease up on the schedule for some people *unclear* different

UR yeah

John: | think they do try their best

UR yeah

bhny &82dz {y26 GKSNB FINB &a2YSs a2YS LIS2L)X S K2 2daAald C

Equally, when sessions were not structtienough, this impacted cresearcher@vellbeing

and enjoymenof PPA programmesla Yy SSR (2 6S Ay | NRdziAySe® LF¥ L R

f2ald Ay Y& YAYR YR Y&TAWFRRSYOS g2dzf R 32 R2gYyE
Cultivating the right balance between freedom and structure was therefore crucial to

facilitate inclusive learning environmentsy supportingfeelings ofsafely and familiarity

while enhancinghe autonomyof learners
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8.6.3 Reaching Maximum Effort

Reaching maximum effort concerned thpproach to supponvithin inclusive learning
environments which enabled caesearchers taeach their potential, experience challenge
and meet their goalsThisrequired the balance of several factors influencing the treatment
of disabled learners.

The views of otherse(g.conscious or unconscious bias &rnegative perceptions
of people with learning disabiliti@snay intentionally or unintentionally impose limitations on
learners with learning disabilities common example of this is the impact of benevolent
ableism. Benevolent ableisra form of discrimination or bias that occurs when peofles
attitudes towards disability (e.g. viewing disabled people as weak; Graff & Russell, 2023)
result in assumptions about when and how disabled people may require support without
considering their choices or preference. Benevolent ableism may bewealhing, but
ultimately discriminates against disabled people (Robb, 2015). Tiis dd ableism may
resultin disabled people being infantilised (Robb, 2015), receiving unwanted ihdlpNJRA 2 Tt
Redmond, 2019r having their independence disregardédpractical example of
benevolent ableism within a learning context magludeobserving an adult witl learning
disabilityexperiencing challengand automatically assuming that this challenge is undesired.
This may result in staff within learning environmedtingactivitieson behalfof learners
with learning disabilitiesrather than asking them about their support needs. Within a
learning context, benevolent ableism may therefore result in reduced expectations around
the capabilities of disabled learners (Lynch, 2013).

Inclusive learning environments were considered to be those where these barriers
imposed by others were removedio-onetellird € 2dz ¢ KI 0 @& 2 dzLiét, y | yR
CZ .lReaching maximum effothereforerefers to the social interactions within inclusive
learning environments, whicénableadults with learning disabilitie® be in control of their
support, experience an appropriate level of challengedto reach their full potential

The approach to support within inclusive learning environments therefore plays an

important role in the experiences téarners with learning disabilitie€oresearchers

O

RSAONXGSR K2¢ W OGADGSQ | LILINEaktiGely Srigagd ig their dzLILI2 NI

own lives by promoting independence and se#liance For example, Ella described how
PPA staff consulted her regarding her support needs before offering assistamd¢ S | 41 SR
me, whatdoyou need helpwiiL & & (2 K Xk K&, CEUES dappryach ta2 dzi €

support balancegroviding encouragement and guidan@ehen needed)without pressuring

f S NWEKEINBQE y2 LINBaadaNB G2 R2 Al 82dz (Y263

LlJdza KSR G2 (KS & JoMAGL). Bha autsnomyNableéamelaNUas therefore an
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AYLRNIOFYG FSFEGdzNBE 2F AyOfdzaA @S fSENYyAYy3d SYyGANRYYS
Oy 06S 3JdzARSR wX8 0 dzi?écdchnlzCRProdding level©K 2 A OS R2y Qi & 2 ¢
involvement and challenge within inclusive learning programraas lfy setting
individualised goals, or providing a range of adapted activities for different learneag)
therefore support engagement by providing learners with options regarding the nature of
their learning experiences.
People, and particularly the attitudes of staff and peers, played an important role in
facilitating inclusive learningpportunities thatsupportedadults with learning disabilitiet®
reach their maximum efforand potential Janine reported observing change in her daughter
Sam noting that this change was not forced by PPA, but rather, occurred naturally due to the
communitywil KAy tt! o6ay2 2yS GNASa (2 OKFIy3aS &2dz 0 dz
0SSOl dzasS 27F (KS cLsidd INSupboiiBodzgeBearéhrsité reach their
maximum effort thereforeequired staff and support workers to embody many of the
jdz- t AGASE 27F (Mpoiedis sedtiard 3.22.5.06h2 atiituBel of others and
their approach to learning therefore impacted-tab & S I p&bd€Bidnd aRdd experiences

of learning.

8.6.4 Valuing participant voice

+FfdAy3 LINIAOALNI yiG @2A0S NBflIGSa G2 GKS gle&a Ay

regarding their learning experiences were used to influence the learning environment. In the

presentstudyY  { Ay 3 OKIy3aS o6FaSR 2y LINIAOALIYGAQ NBO2 Y)Y

resulted in ceNB & S N K S NAtkeir Gedv$ vie@ Fespécket ahd talled and b) that

their feedback would result in positive action within the PPA prograramet t ! | NB68 @S NE

adzLILR2 NG AGS FyR 2Ly (2 2dz2NJ ARSI &é¢ O[ALFYXZ [/ o0®
HonouringceNB & S NOKSNEQ FTSSRolFO1 2y GKSANI € SINYyAy3

of belonging and autonomynd encouraged them to share their views in other settings,

including through selfidvocacy. GiBE 4 S NOKSNEQ FSSRolF 01 AYyTF2NXYSR GKS

learning, the learning environment artde learning content (as described in the previous

AaSO0A2y0d wSALRYRAY3I (G2 LINIGAOALIYy(GaAaQ FSSRol O1 F

and tailored learning experiences, which reflected the needs and inteaégparticipants,

0 Kdza NBadzZ GAy3 Ay LRAAGAGS 2dzi02YSa F2NJ £ Sk NYSNE

FNRY SOSNER 6SS1= o6dzi tt! &ASSYSR (2 OKIFy3daS Al wX8

Tracey, C2).
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8.6.5 Varied Approaches to Learning

Discussion of the underlying components of inclusive learning environments desaribicle

range of approacheandactivities.Varied approaches to learningere particularly

important, as these appealed to different learning styles, supported the inclusion of learners

with diverse needs and interests and provided varying levels of challenge depending on

A Y R A Qabitglivel engpreferenceslinclusive learning environments should therefore

seek to provide a variety of learniagproachesactivities,resources and techniqueto

AdzLILI2 NI £ SENYSNBEQ Fdzizy2Yéd ¢KAA Yl & AyOf dRS

1 Artsbased learning approaches, including activities utilising movement, visual arts,
musicanddrama.Arts-based activities supported learning, as there was no wrong or
right wayto approach them. Artdbased activities were also viewed agaptable and
promoting choiceandindividuality,and werenot considered to beompetitive
(although this was linked to the learning atmosphere promoted by PPA, which
encouraged fun over learning). Additionally, sensory activities provided multiple ways
for participants to access an activity, including those with complex needasev
disability impacts one or more of their senses.

1 Thematic approaches to learning, which proddearners withopportunities to
engage with a range of subjects (and therefore a variety of activities) to explore a
single topic

1 Resources and activities utilising multiple methods of communication, including:
verbal, written, Makaton, signs and symbatsy. easyread)

1 Active learning techniques, including role playing, gdrased learning and
experiential learning, which actively involved learners in ther@ation of learning

content.

Whileavariety of learning approaches was considered to support inclusive learning at PPA,

some consistency in the characteristics of learning was also required:

1 Learning was rooted in the real world and was therefooasidered to beractical
and appliedCoresearchers acknowledgedrelationship between learning content
and the application of this learning in their lives.

1 Learning was agappropriateand stageappropriate(i.e. learning was aimed at
adults, but wasadapted to be inclusive for diverse learners, using multiple

approaches to learning described abdve
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1 Learning was social and facilitated opportunities for collaboratiog.¢ia CoP) and
the development of social relationships.

1 The learning environment was supportive ssafe.Programmes focused on what-co
researchers could achieve, rather than the challenges associated with their disability.
This promotedselfacceptanceincreased seléfficacy andselfadvocacy.

1 Learning goals were individualisetincePPAwas not related to a qualificatioro-
researchers set their own goals to work towarttaus allowing caesearchers to set
their own level of challenge.

1 Learning was enjoyed and celebrated. Enjoyment of learning and learning activities
increased motivation to attend PP#ypportedengagement witiPPAandtherefore

adesire to continue learning.

The present study therefore suggests that while varied approaches to learning should be

offered toadults with learning disabiliti€&s Ay Of dza A @S € SI Ny Ay 3 2NHIF YAAl GA2
learning should be consistently learregntredand collaborative. The active involvement of

adults with learning disabilitieis co-creating and evaluating learning experiences in

particular may support the development of more equitablelopportunities for this

community.
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9  Outcomes of Engagement with PAR forr€gsearchers

Thethird aim of the present study was to explore the outcomes of engagement in PAR from
the perspective of coesearchers. In particular, the present study sought to investigate the
potential for learning opportunities and personal and professional developmenttir
involvement in the research processes:-i@searchers reflected on their involvement in
researchthroughout the project, but particularly in cycle three during thepgrson research
session (sectiof.3.1.] andfinal interviews(see section 6.3.3.5).

Thematic analysis of transcripts from research meetings across all three cycles
revealed five overarching themes in relation to the outcomes of engagementR#iRior co-
researchers. These outcomes aséearning and DevelopmeRi€ommunit@W/ 2 Yo I G G A y 3
the Negative Impact of Covid p Researth Identiand \PFurQEach theme contains several

subthemes, which are discussed below.

9.1 Learning and Development

Coresearchers in the present study reported that they enjoleatning new things and
developingnewandprS EA &G Ay 3 &1 Affa GKNRIdZAK (GKSANI Ay @2
0SAYy3IX 2dzail f SkMHCY Brévious@eBedrch h&slsiifeStét dhaRmay
provide opportunities fotLLfor adults with learning disabilities (Nind, 2094 This may in

part be due to the development of a range of skillhich were required as part of tte w D Q &
new role as caesearchers (Billet, 2010). Analysis of the research transcripts and final
interviews in the pesent study revealed four specific areas of developmentidelitified by
coresearchers. These are: research skills and experience, working and communicating with
others, personal development and overcoming challeragel an increased knowledge of

PPA. This theme explores the potential for PAR to serve as a learning opportunity in itself and

identifies the ways in which esearchers learned through the project.

9.1.1 Research skills and experience

By undertaking the role of emesearchers, the PR&arned about the process of planning and
delivering research, including the key stages of a research prejgrtqoking at previous

literature, choosing research questions and collecting and analysing data). The cyclical nature

of PAR enabled emsearchers to repeat the research process several times, resulting in an
increase in understanding of how research mayundertaken. Ella demonstrated her

1ly26ft SR3IS 2F GKS SINIeée adalr3asa 2F NBaSINDK Ay
NE&SIFNOKSNAR wX8 o0SF2NB 6S OF YS dzZLl gAGK 2dzNJd |j

of the research process, @esearchers deveped practical researchpecific skills through



24¢

direct experience in th®RG These included: narrowing down the topic area and choosing

NB&SHNDK l[dzSadAazya o6al St LI G2

f S| NdES8aRYY, processing information, data collection and analysis and collating and
AYGSNIINBGAY3a RIEGE 6dal 24

G2 ONAYy3dI SOSNEBUOKAY3

i 2 Rt Jarine C3. Two additional researetelated skill{learning to use Zoom and

analytical thinkindj were reported by researchers as skiliat they had developed within the

research contextbut had since incorporatbA y (i 2
NBaSI NOK> L RARY QdTratey @3By khe end af the pPoRct, ¥2 2 Y ¢

NE&SFNOKSNAE NBO23ayArasSR
NBaSI NOK

G§KSANI SOSNERIFIE fAOSa o04a. S

OKFG GKSANI NBaSk NDK
I VR clLigh Q3. Corededrahes inlehtified sebdarch as something

that they were good at, as Tracey expressed to the giuing the inperson research

sessionn cycle thre¢

& ¢ K S Nihgsiau arg §oéd at, and one of them, for all of us

2RI 82 A TablaBxsnévs tN&Kférabce in research confidence ofresearchers at

the beginning of the project compared to the end of the project.

Tablel2: Coresearchers' research confidence at the beginning of the project compared to the end of the project

Co Research confidence at the beginning of t| Photograph indicating confidence |
researcher | project
Tracey
Low High
John Oneto-one meeting was undertaken on th
phone therefore it was not possible to
Ol LW dzNB | LIK2G23INIL
confidence.
Medium

VIENNRBS Al R26YZ G(KS

G238

A1AE € 3



24¢

Ella

Medium
Leanne

Medium
Liam

Medium

High
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Charlie

Medium

Sam

Just above medium
High

AT ESG 6nunmn0  &dz3 3 &.4.fioin partiipaiit tolcore€elrehgiicdn Ay WNRE SQ 0
prompt informalLLL.due to the specific knowledge and/or skills required to negotiate this
new role. Indeed, previous participatory projects suggest that the development of research
skills and experience are a key outcomeddults with learning disabilitiesndertaking the

role of coresearchers (Nind, 20b4 Rickson et al., 2014; White & Morgan, 2012). The
present study facilitated researespecific learning and opportunities for personal
development as the PRG negotiated their new role agsearchers. This suggests tifAR

can serve as a site fot Lfor disabled ceresearchers and for thBRs/organisationsvho

benefit from understanding their experiences. Personal development and research skills
appeared to develop simultaneously and influemaeh other The following section will
discuss examples of personal development outlined by the PRG, and how overcoming

challenges in the research led to opportunities for personal growth.

9.1.2 Personal Development and Overcoming Challenge

Coresearchers discussed th@ersonal development during the project with members of the

PRGsharing areas of personal growth at different points in the researche€esarchers

NEBLI2NISR Fy AYyONBFASR lFoAftAle (2 F20dzaa 64aLQBS S|
42 YSi&bhABY, increased independenca L Ol Yy SRAG YdraeywGd 62N Y206¢
FYR AYLINR@GSR 2NHIyAalldA2y aiAatfta oaLi oNBaSkNOKS
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Y26 LQ@S ZEln C) asa diractir&itof involvement in the researClo:
researchers expressed pride in themselves and others for their reséaisdd and personal
achievements (including those discussed in sections in the section above) as Tracey and

Janine discusseduring the in person session

WEYAYSY LQY LINRPdzZR 2F KSNJ o{lY8I FT2NJ SOSNRGKAY:
Tracey: you should be proud of yourself as well as someone else

In keeping with previous research, a commonly reported area of personal development for

disabled ceresearchers was confidence (Rickson et al., 2014; White & Morgan, 2012). Co
researchers in the present study discussed an increased confidence in relatesesrah,

themselves (i.e. selfelief), and in application to other activities and experiences. All of the
co-researchers reported feeling more confident in doing research at the end of the project,
compared to the beginning (seable 12. During cyclehree, Liam explained how his growth

in confidence as a researcher had led to a desire to pursue this role outside of the project,

leading to other research opportunitied- 1 Qa 3IA Sy YS O2yFARSYyOS G2
aKl £ F @SFENJ Y2NBE NBaSINOK LINPINIYYSS gKAOK L
have doné Additionally,during cycle threeElla explaied how her role in the research

helped her to approach a new experience with confidence:

L adlNNBR Ay (KS aSyoOl Ll gARS2 wx6 (KSe ¢l yiSR
be aPurple Patchiesearcher, at first | was not afraid to go first, because | &uarple Patch
researcher, that helped me get my confidence
The present study therefore demonstrates the potential for personal development through
involvement in PAR to impact the everyday liveadiilts with learning disabilitiesncluding
activities and experiences outside of the research.
Additionally, the online nature of the project supported-tasearchers to
develop digital skilland therefore digital inclusion. In line with previous research (Mikulak, et
al., 2038) coresearchers in the present study grew in confidence uZimgm, the internet

andsocial media to collaborate in the research

John:Zoom was new
TraceyyS+ KX Al gt a ySgz a2 S RARYQU (y2¢ K2g G2
tFGOK R2Ay3 AlGS 68 g2dzZ RyQiu KIF @S (y26y K2¢ (2
However, it is important to note the development of these skills was reliant on the co
researchers having access to a device and often to individuals who were willing to support

their digital inclusion:
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Overcoming challenges in the research also provided the PRG with opportunities for
personal development. For example -m@searchers reported overcoming personal
challengessuch as using scissoesd.to cut out data during analysis), trying new thingad
making friends, as Tracey expladhin cyclethreed L. RARY QG f A1S ySg LIS2LX S 2N
but by the middle of being a researcher | changed, | liked new things, not all new things, you
1Y26 yegl &3 &a2Rededdddl vasCokididgralB R IWIRRRPEOKE f f SyasSQs
required ceresearchers to think differently and challenge themselves in different ways i
wlhylfearae R2Sa lain €. BeSominiNPrdskhidberiakd rgquired
some ceresearchers to challenge their perceptions of themselves. For example, in cycle 1 in
particular, Ella appeared to be surprised by her contributionthégproject, particularly
when theURor other members of the group praised her good idé&here are my good
ARSI & O2 YAy HDulingdheproje@ a4 shaketl her previous experiences of
bullying9 t £ Q& yS3F GA GBS &20Alf SELISNKSnfiderkca NB

QX
o
N

~n
[afN
(s}
pul
>+

and negative perceptionsf her abilities. Indeedprevious research suggests thagople with
learning disabilitiesre more likely to experience low s&fteem than their nordisabled
peers, particularly when there is a lack of social support from pé@Bgrbera, 2008 The
present studysuggests that direct involvement in research, combined with peer support, can
encourage disabled emsearchers to challenge their perceptions of themselves and their
OF LI oAt AGASA 6aL f S| Q&aCR and ipdoifgtsdprovideRA Ry Qi 1y 26 L K
opportunities for personal growth and increase in sedteem(d prove myself wrong and
others that | can do it, that is all it takes reéltyTracey, C3)
Some challenges were related to the perceived accessibility of research. For example,
as previous discussed in secti®3.2.1.1W2 Ky Qa4 O2y OSSNy a | o2imzi GKS | O0Sa:
person research venugimost resulted in him not attending the sessidihile the building
was indeed accessihlthe perceived inaccessibility of the building, which was based on
previous negative experiences and a lack of clear information available online, had a
AAAYATFAOI YU AYLI Ol 2y W2KY Qrafor®k ghielaiadkdya O2y OSNY A Y =
I O0SaaroAfAdle Aa OftSIENIe& || oFNNASNI G2 AyOfdaAaArdS N
concerns around accessibility may also prevent participation and can therefore be considered

as a barrier to research in itself.

9.1.3 Working and Communicating with others

Coresearchers reported developing their communication and teamwork skills through their
involvement in the project. This included listening to and communicating with others, which
areimportant aspecs of PARsince decisions regarding the research are made collaboratively

(Johnsorand Walmsley20@B). Sam highlighted the importance of listening to the ideas of
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others while reflecting on the projeit cyclethreer a2 S GFf 1SR Fo62dzi Al o
82dzNJ GAYS ®X6 42YS2yS YAIKG aleée azySaKAaAy3a AY
online research made it difficult to listen to and communicate veilth other as Tracey
explaired:d ®2y %22Y8 &a2YS2yS aLlStk1a FyR &2dz R2y Qi
1y26 o6K2 ¢la 3I2Ay3a (2 Grfloé 126SOSNE GKS 3N
making sure everyone had a chance to share their thoughts as ways to combat thegbslle
2F 2yt AYBKRG6f SDERELOBDS f SINYSR A& YIS &adz2NB
ARSI | ONRaa o0S7¥2 NDBicHé&cey@$ Adbiioyallyagettng to dnvdachl 2 2 Y
other and developing trust in the group was an important aspect of working together,
particularly when disagreeing with others or discussing more sensitive topics, such as bullying
YR 1 OO0OSaaArAoAtAte OKIFftSyasSa oab2twithy@QdS ¢
gSttxr a2 U(Klcd@ACIr 3TF22R GKAYy3IE

The inclusivapproach tathe project meant that ceresearchers were required to
adapt their communication during research sessions to meet the varied needs of the group
6a2S KI @S tSINYydiG RAFTFSNBY(O 4 @ gTra&dyCPFHNYdzy A Ol
example, some coesearchers communicated verbally, while others preferred to type
responses in the chat or respond through physical movement or gesture. Sam and Charlie
were also supported to share their views in research sessions by their swpmider/parent.
Coresearchers recognised the benefits of working within a diverse team, with varied
strengths and preferences. Through peer support and adaptive activities, the group were able
to work to their strengths and participate in research sessamtording to their needs and
LINBEFSNByOSa o0a2S ff O2yiNROdziS G2 GKAA &2NI
T2N) St OKLiandENE 2 v ¢

Alongside communicating witkach other coresearchers also reported enjoying
communicating their ideas to others, including those within and external to the PRG. John
acknowledged the potential impact of sharing his experiersrebexpertise irmccessibility,
NEO23ayAaAaAiy3a (GKIFIG 20KSNA YIeé o0SySTAG FNRBY KSt
guys on this | feel, what with the access | think it can really help you, give you my view across
FYR AU0Q&a& | 322 R (C8BAME Baresearhers Slfoldestrised agplying their
communication skills to their day to day liv&uring cycle twoElla discussed how her role as
I NBaSINOKSNJ KFER adzLJLl2NI SR KSNJ 12 akKlFNB KSNJ
doing thePurple PatciNB & S NOKSNAR X L (Y26 K2 gThidsuggassdS Ye
that involvement as coesearchers can suppaadults with learning disabilitie® develop
their skills in communicating their views and preferences with others, thus promoting greater

autonomy in their lives.
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9.1.4 Knowledge of PA

Coresearchers reported an increase in knowledge of PPA and the waydgemmeis

managed and delivereds explained by Tracaycycle thre¢y &G L ¥ A Burple Paicif QG T2 NJ

F2NJ OKAY 1Ay F02dzi €2dz F2NJ 82dzNJ RSPHMBS S ¢S 62 dzZ Ry
Patchbé | & |y AYLRNIFyYyd LI NI 2F GKSANI £t A0Sas GKS t wl
the research, including the roles and responsibilities of offiased staff, approaches to

session planningand hownewideas are raised and implemie. Additionally, ce

researchers were curious to learn about and consider how PPA operated, particularly their

status as a charitgnd approach to fundraisings Ella and Leanne discussed in cycle three:

Ella: I wonder iPurple Patclis a charit®

wX 86

UR: yeah, it is a charity

Ella: why?

UR: so they, so people pay to comePrple PatctlR 2 y Qi G KS @ K

Leanne: yeah

Ella: and that pays the um, staffing, the staff wages

'wY AlG0 R2Sa &SFHKIZ GKIGQAa NRIKD

9tftlY tA1S FaidlrTF¥ YSYOSNEF Qa

URGKI Q& NRIKI

Ella: *unclear* paying for me to come Rurple Patchbut | have to put money towards to it

UR: yeah

Ella: use that service

PwY KL (shaheylRRAIKAI] oP@BNJ Y2y Seé FTNRY LIS2LX S (2 KStLE (2
RARYQGZ AT (KS& ¢gSNByQd I OKFNRGE | yhenitiKS&8 RARY Qi K
would be a lot more

Feedback sessions with PPA staff also providegsearchers with the opportunity to share

their preliminary findings and influence practice within PPA. For example, after sharing their

ideas for a buddy system aycle oneof the project, PPA developed a buddy training

progantme.DS G G Ay3 G2 4SS WoSKAYR (GKS aoPVMBaQ yR O2yi
considered to be an exciting and important aspect of being-eesearcher. Ella

acknowledged the importance sharing feedbaclvith PPA staff during discussion prior to

thet w Dfidfeedbacky SSGAYy IY aAG QA | o0A I CRPRVIdAE NJ dza 2y CNAF
opportunities for ceresearchers to see the applications of their research reinforced the

importance of their role in making real change within their organisation.

9.2 Community

The formation of thdPRQesulted in the formation of a new research community, which

served multiple social functions for ¢esearchers. This theme explores these social

functions and the impact of participation in the researchonthe\dB & S NOKSNE Q &2 OA I f

networks
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9.2.1 Development of Social Relationships
Coresearchers reported developing nesscial connections through involvement in the
research, by meeting and forming relationships with new people, as well as developing pre
existing relationships. Making new friends was one of the most contymeported
2dzi02YSa 2F Sy3dl3ISYSyid ¢AGK GKS NBaSHNDOK 6da?
Tracey C3. Participation in the researctierefore widened the social circle of eo
researchers, by exposing them to new peope(other coresearchers, th&JRand PPA
staff), as Ella statkin her reflections on the social nature of her involvement in the research:
2dzQf f 3SG (2 YSSG LIS2 LY §EIREIThEERwEIGinenyo2 N | £ &
new relationships was supported by the online context of the research, which enabled co
researchers to meet and work with individuals who were not usually accessible to ¢hgm (
due to physical distance or being based in diffeléR&programmes)This is in keeping with
previous research which suggests that a keyefit of PARsithe development of new
connections and networks (Nind, 2017).

The virtual setting of the research was reported to have a positive impact on the co
researcher&ability to make new friends. Gesearchers described how they typically find
meeting and engaging with new people challenging. This was discussed in relation to general
anxiety around meeting new people, as well as nervousness to interact with specific
individuals due to previous negative experienoeg pullying andhegativeinteractions with
non-disabled people). Initial nervousness around participating in the project was largely
centredonwhothe coresearchers would be conducting the research wittther than the
research itself (although this was discussed). When explainihgr final interviewwhy she
FSEGd ySNB2dza G GKS 060S3aAyyAy3a 2F GKS LINR2SO0
NBaSI NOK § Sres¥atckersZek that Bakitysew friends and meeting new people
was difficult, the virtual setting of this project mitigated sometuse challenges and made
AG SFaASNI G2 02yySOi0 é6A0GK yS¢ LIS2LXS 64aL R2y

because you can see the new peapl€racey C3J.
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You seer @pout bRING A Researcher?
|\ Privalage and GBSt ke be a veseAl ChtV

hat 16 900 abow being o res&arch(l?
mMreeing NeW Sriends and STDANY Nnews
1"*)/”75_9 orE

What iS bad about being ares@arcne(

T cant think o5 amything

What s ind dApont hR1ng 6 reseaydni

MRAing new pPecPiR and Knou

ralx on Zoom

Figured6Y [ Al YQ&a NB Tt SOlGA2ya 2y o6SAy3 I NBaSINOKSNE (I1Sy

¢CKS @GANIdzr € Yyl Gdz2NE 2F KS twbDQad NBflFGAZ2YAKAL
the first time for an irRpersonresearch day in September 2021, they knew and had built
NBfI GA2YEAKALE 6AGK S OK Sané se®dedichasdaidre thsurry Qi 2 FTTA OA |
how to view and respond to these relationships, now that they were in person rather than
online. The group considered the ways in which they would usually behave in the presence of
LIS2LX S GKSé& Wl ySgQ Heyrine eelatiosiipS Rey tzdldegefoped el NJ {
GKSANI AYRAGARdAzZEE ONRGSNARLEF 2F FF YAL A ldtkri & o 'y SEI
3KS aK2dzZ R SHdG Ay FNRYG 2F GKS 3IANRdAzZLI 6L R2y Qi dzi
R2 1Yy2¢ &2 dz TrdeROd. Déspie Yhis, coesearchers expressed a desire to
Y20S GKSANI FNASYRAKALIE FTNBY Lty 2ytAayS O2yGSEG (2
NBfFOAZYAKALA | FGSNI GKS SyR 2F (GKS LINR2SOG 6al 26
I F G S NG Tadey GIK ¢

While this theme has mainkonsideredhe development of social relationships for

adults with learning digbilities the PRG was also used as the basis to form new connections
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between parents, as demonstrated by Janine:

L YSG [AlFYQA Ydzy i GKS LI NByil SoOSyrmyae | FiSNJ
@2dz [ Al EE YHORKKCYH| AR &@SaH
This demonstrates the potential féine shared experience ¢fAR to support the social

networks of all members, including parents/ supporting staff

9.2.1.1 Celebration and Support
The PRG served as a support network feresearchers (consisting of otheo-researchers,
support staff/parents, thaJRandPPAA G FF0 X 6KAOK (KS& O2dzZ R Wil
pandemic. Caesearchers used this network to celebrate and support one another.

Coresearchers shared their researbhsed and personal achievements with others
in the PRG. This included posting to the Facebook group, sharing news during research
sessions andnessaging members of the group directly-i@searchers shared things they
were proud of, and the group responded by celebrating their achievements through positive
O2YYSyida o0OSNbIf IyR LRaGSRO yR WNBIOGAZ2ZYyaQ
were shared with the group included: research achievemeaig.completing a piece of
work); personal growth/achievement®(g.doing an interview foky News, being more
independent or achieving a good swimming tinmeceiving an award/certificate (suas Ella
sharing hePPAcertificate; see figurd?); and personal newse(g.the birth of new family
members). This demonstrates the-oesearcher§lesire to share their achievements with
GKS 3INRdzZLIE Fa 9ffl RAaOdza aPadly Patelion thédzidcebgak O S NJi
L3S wX8 L g yiSR (2 aekdarskidrs disk telebrated theit refuii S 3 NP
to physical attendance @PApost-pandemicby discussing their excitement in research

sessions. Leanne and Ella compared the feglihgy anticipated they would experience in
their first session back ®PA1 2 W/ KNAaGYl &4 Y2NYyAy3IQo
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| got a certificate from purple patch

’ ¢ ~‘\\

Patch SUPC'S‘“"‘ \\

. Purple

RN asanids

-

Figure47: Ella shares hd?urple Patclsuperstar certificate with the PRG via the Facebook page

Coresearchers also supportazhch otherthrough challenging moment#cluding past

negative experiences and current challengBese included: bereavement, iliness, conflict

with others, reliving experiences of bullying and negative views dfaselfsability. The PRG

supportedeach otherthrough reassuring comments, both via Facebook and verbally during

NEaSFkNOK aSaarzyasz |yR (KNRdgiKSaeOLIRIDA FR) Of 98672
reactions). An example of this is when oneresearcher (anonymised for privacy) shared a

family bereavement that occurred during the research in the PRG Facebook group. As can be

seen in figurel8, coresearchers responded to this news through comments and supportive

WNBF OUA2YyaQd ¢KAA RSY?2 ywaliedslipjog aetwdrkforice § KS t wD LINE @A
researchersThis was particularly important during the pandemic, where access to usual

support networks was limited, particularly fdisabled people (Kim et al., 2021).
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Just to let you all know that my nanna died yesterday at 10.30pm in
her sleep with my auntie and cousin by her side. Also nanna didn't
die because of covid than god, now she isn't suffering anymore and
now with grandad again in heaven

Eless her

Miss her so much and nanna's going to be missed by all. | thought |

would let you know

thank you xx

VoV VovVYeYevvevee

FuD 5 4 comments Seen by 9

Figure48: A screenshot of a eesearcls Nfogon the PRG Facebook group sharing a recent bereavement

9.3 Combatting the Negative Impact of Co\il

It is wellacknowledged thatlisabled people have been disproportionally impacted by Covid

19 Brennaret al, 2020;0ffice for National Statistics, 20R2Previous literature has

documented the firsthand experiences of adults with learning disabilities during the

pandemic, including its negative impact on soct@itact Bartlett et al., 2022; Embregts et

al., 2020; Kim et al., 2021), changes to daily routine and activBeml€tt et al., 222; Kim et

al., 2021) and the challenges of understanding Ga9idestrictions (Embregtd al., 2020).
Coresearchers in the present study reported that engagement with the prajetigated

some of the negative impacts of Cowdp~ 6 & LINPGARAY3I daz2YSOiKAy3
isolation, and providing a Covi® support network. These stthemes will now be discussed

individually.

931 G{2YSGKAYy3 (2 R2¢

Coresearchers in the present study reported significant disruption to their usual routines as a
consequence of Cowitl9, such as the closure of programmes they attended regularly before
the pandemic (includin@PAand other groups). Ella reflected on the negative impact of the
pandemic on her routine during her final interview in cycle 3 of the project. Here she shares
her experiences of the repetitive nature of life during lockdown, resulting in extended periods

of boredom:
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discussion with another emesearcher about life in lockdowaturing cycle three
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9ttl Kra OGAGAGASA 2y Yz2ald Rrea FyR I O2ddX$S 2F S¢
from being like that and it all just stopped
Covid19 lockdowns resulted in severe disruption to our daily routines, with activities outside
the home cancelled, and working/learning from home prevaléwalults with learning
disabilitiestherefore had to adjust to life at homand a routine without the inclusion and
support of their usual activitieBartlett et al., 2022; Kim et al., 2021). For some, this
adjustment and lack of structure was particularly challenging, resulting in anxiety and
boredom@ L QY y2i0 (GKS gFrac&, @y f 201 R26Yy ¢
After the initial closure of groups supportiaglults with learning disabilitiemany
activitiesadapted to online forms of delivejlikulak et al., 202). This required a
considerable adjustment, both for organisations, and tipeirticipants. Ceesearchers
discussed the benefits of these virtual groups in their lives during the pandeimiever,
with the knowledge of what their groups were like prior to Celj ceresearchers reported
I RSAANBE (2 NBGAZNY (2 Wy2N¥If@® SRAESMNGESCRE = | Ol y206f ¢
In contrast, research sessions began during Gb9idnd were therefore consistent in their
format and virtual nature. The emsearchers' only experience of research was during the
pandemic, and theraire their knowledge of the research process was based entirely on the
virtual nature of this project. ThHBRGwas therefore one of the few activities during the
pandemic that was not cancelled or adapted from its usual format.
Coresearchers reported that involvement in the research replaced their regular
activities in their schedules, giving-bts 8 S+ NOKSNE daEeam&GCBwWyY 3 (2 R2¢
O2Yol GiAy3a 02NBR2Y RdNAYy3I SEGSYRSR LISNA2RE 2F f2¢
a2YSUKAY3a StasS G2 R2 6KAES /20AR Hamg 6+ a KI LILISYA
LIS NEcAcey, C2). While having something to occupy their time was considesed as
outcome of engagement with the project,-cesearchers also reported this as a factor
inff dzSy OAy 3 GKSANI Y2UAQF DADE ¥E a89SVEAYINB2R2S RED UK
o0l O1 1 2c¢Lgadne)Cl)iE research was also reported to support aspects of the co
researchers' livewhich were ordinarily reinforced by attendance at their usual programmes.
For example, Tracey shared that her decision to become a researcher was linked to her desire
to continue to learn during the pandemic, wimaccess to learning organisations was limited
L aA3IYySR dzLJ a2 ¢S ¢ 2 dzf R]sdwelcoido¥embtling RdzNAy 3 f 201 R2
f 201 R206y> 0S0OIFdzaS 6S 6SNBYQléRBdey®®)  yREIKAY I | yR ¢
The regularity of the researcmdluding biweekly online meetings and regular

contact with other ceresearchers via Facebook was reported to provide a sense of structure
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to the coresearchers' livesi(L 1 Qa NBIFff & 3JI22R (KIFIG 6SQ0S R2y!
GKF0Qa | aAO0KSRdz S ¢FoBnND).dddis wasipargcEdrly impdreaniziol v 2 4 £
Traceyg K2 aLJ21S FTNBljdSydte Fo2dzi GKS aAIYyAFAOLY
GKS alLldzi G GKS Y2YSyil wXx6 &PamydpFidaff LISR YS
the research served as a distraction fr@ovid19, by providing coesearchers with

something to focus on aside fromthe panderic t 4 a 3IA GBSy YS &a2YS T2 O0dz
me focus on something other than sitting in the house, so it's given me something to do that

is differen€ ¢ John C3).

9.3.2 Combattingisolation

Coresearchers discussed missing seeing their friends, family, and members of their

LINEINI YYSEd Ay LISNE2Y RdzNAYy3I GKS LIgERETIAO o6aL

This ign keepingwith previous research, which suggests that a lack of social contact was a

common experience faadults with learning disabilitiefEmbregtset al, 2020), with more

than double the number of disabled people reporting that they felt lonely during the

pandemic (40%) than nedisabled people (18%ffice for Natioml Statistics2022).

Similarly Bartlett (2022) found that the most common theme in stories created by adults

GAGK € SEFENYAYy3a RA&AFOATAGASE RdAdzNAYy3I (GKS LI yRSY
Despite the virtual format of this project, @esearchers reported that being a

researcher helped them to feel less socially isolated during extended periods of lockdown.

Ella stated that Zoom calls helped her to feel less alone, even when she waaihysime

alone during the pandemic, demonstrating the potential for PAR to combat loneliness and

facilitate feelings of connectedness to others:

When my mum went out, and | was on my own, when she went out it panicked me because |
was in the house on my own, but [when] | had a Zoom meeting with you and the rest of the
Purple PatctNBE & S NOKSNE > LC3pl ay Qi 2y Yeé 24y

Zoom research sessions also supportedasearchers to feel connected to others, including
facilitating valued social time with prexisting friends within the group. While many of the
co-researchers reported communicating with friends and family via agisg services or

phone calls throughout the pandemic, group Zoom calls enabled them to regsgmdyhers

outside of their household, which was deemed to be an important part of the social

experience, as Tracey explachin cycle threed L ¥ & 2 dhagedekh 1B yh@ Fiooms

GKSY YS FyR W2Ky g2dz RyQid KIFI @S 06SSy IoftS G2

was in the house because of Cotiglé
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Finally, attending research sessions provided access to people outside of the co
NE&ASIFNOKSNBQ f201R2¢6y Wodzwof SaQs SylofAy3a GKSY Gz
have ordinarily met while ihlJSNE 2y &2 OAl £ | O0 AGANIIKA S a2 G5 SR\EBS vy>2 A (ILaREa
322R G2 Glrt1 G2 &az2yYS2y XIchaaharhisrSsultddfinte2 dzNJ Sy GA N2 y Y €
wideningofceNB a4 S NOKSNEQ a20AFf OANDESE FyR LINPJARSR | ¢
throughout the pandemicCaton et al. (2022) interviewed adults with learning disabilities
about their internet use during the Covit® pandemic. Findings identified social connections
as a positive outcomes of internet use during this time, including the use of social media and
doing activities online with others. The present study supports these findings and suggests
that the online nature of this PARoject supported ceNB & S I NJadrbat brelinesand

foster a sense of connection with othedsring extended periods of isolation.

9.3.3 Covid19support

ThePRGormed the basis of a new virtual community and support network far co

researchers. While sectidh2.1 discussed the impact of engagement with the project en co
NEaSFkNOKSNEQ a2 O0A L fthisubtheme peltains t¥ theNsBppadt pryvisiddl € f &

by the group specifically relating to the pandemic:r€searchers used research sessions and

the research Facebook group as platforms to share and discuss their concerns and

experiences around CoviB. Dscussions around the pandemic often tookqs at the

beginning of research sessions as the group took some time to catch up and check in with

each other. Common topics of discussion included: catching @8yithking Coronavirus

tests, seHisolation, missing friendgamily/activities, vaccinations, Covi® restrictions,

Covid19related fears/anxiety and the negative impact of Ce{ftilon mental health and

wellbeing. Previous research suggests that the pandemic had a negative impact on disabled

LIS2 LI SQa th39%farIBid sifessed ab dious, and 50% reporting that their mental

health was worse due to Covi® Office for National Statistic2022). 37% of disabled

people also experienced depression during the pandemic (compared with 9%-olisedried

people;Office for National Statistics, 20R2n the present study, Tracey and John shared

their feelings and experienceslating to extended periods of isolation, the loss of their

regular activities and the impact of the pandemic on their wellbeing with the group:

R2gy LQY NBIffe .Rodlggboky YeasStFx:
2 a |

LILIAY 3 2NJ LIeBatey€F TA OSS G KI

-~ o
'daty

f

LG ¢l &a KFENR® LG ¢gla NBIFIffé RAFTTAOMGBE &SIKP ¢KSNBEQ3

Members of the group also provided advice to each other on Ct®idkstrictions and the

latest news around the pandemic. Researchers reported difficulties understanding changing
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NE3dz FdAz2ya FyR GKS ySga I NRdzyR GKS kidwy RSYA O
what thenewsmeang ¢ Ella CJ. This isn keepingwith previous research, which suggests
that adults with learning disabilities may have found accessing and/or understanding covid
19 restrictions challengingesulting in anxiety for some individugEmbregts et al., 2020)
Peerto-peer knowledge exchange in the present study therefore enablegtsearchers to
share important information about the pandemia an acessible way.

In keeping with other PAR projedtsat took placeduring the pandemic, the present
studyfound that members of the PRG provided active support and advice t@aoather
throughout the pandemi¢De Castro et al., 2@2 For example, by raising common issues,
validating each other's feelings, discussing similar experiences and sharingl@oyidates.
These experiences highlight the importance of access to support networks during the
pandemic as well as the potentialrfengagement with PAR to provide access to new support

networks and a space for gesearchers to openly discuss challenging topics.

9.4 Research Identity

.S02YAy3 | NBaSINOKSN) ga RSAONAOSR o0é- GKS t
researchers were exposed to a variety of possible identities that were new to thgm (

researcher, teacher, author). This theme introduces the new and possible identities adopted

by caresearchers throughout the project.

9.4.1 d am aresearchér
During the project, members of the PRG experienced a shift in identity, PieAparticipants
to researchers. The adoption of this identity was a gradual process for most of the PRG and
occurred at different stages of the project for different individuals.

The language used by-tesearchers to describe themselves provides an indication
of when members of the PRG began to-gaéintity as ceresearchers. For example, in cycle
one9f I adrdSay aqalé&oS FGSNILQYBS 0S02YS || NB
fAFSPe ¢KS [[dz20GS RSY2yaidNI (S adnotiet dadopledithell KA & &
identity of a researcher. Instead, Elferredto her future possible self as a researcher,
indicating that while she beliedghat this rolewas apossibility, shehdy 2 4 &S ao0S02Y
this version of herself. By cydl@o 9 f f I Q& LISNODSLIiA2y 2F KSNJ NRf S
am aPurple PatciNBE 4 S NOKSNE G KIF G KSfThSdqoteliilicaieSthat Y& 02
at this stage in the projecEllahadadopted the identity of a researcher amehs using this
new identity and the skills associated with it to support other activities in her life (in this case,

an interview withSky News).
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Coresearchers described changes in mgad, responsibilities and behaviour as a
result of adopting the identity of a researcher. 8@ & S NOKSNBE RSAONAOSR aOKIl y3a
0KSYa Qid@8 862 YAy I (TrdcBys CIniSuliEtigelyidvolvement in PAR,
such as Tracey, whose identity as a researcher led her to take on activities she had previously
 2ARSRY a9y3IftAaK Aa Y& g2NRBRG adzoa2eSOGxX odzi L SAff
OKFiQa sKe YISe®@ f tincyié tiviEHagofedl communicating a change in
preference around present wrapping to her mum, which she attributed to her new research

identity:

Ellaish y OS L Q@ PurpléSPatghesRatchefsHROX 6 L 1y 26 K2g (2 3IAGS Y& Yd
instructions

UR ah, you can give her instructions now?

ESySI KZ tA1S al & ApRynax wréplitupSntiayil 220 aXKBQ wX6 o0SF2N
0SOFYS | NB&aSINOKSNE akKS g2dAR G1/1S AG 2dzi GKS o2
am a researcher, | like her to do itldferent way

E 2

By comparing her preferences from before she became a researcher to after, Ella suggests
that her shift in mindset is related to her shift in identity. Alongside this change of
preference, Ella indicatea change in her communication style as a consequence of her new
role asaresearchet KA & &adza33Saida shiihidentityashelatiopt®d new® 9f f | Qa
strategies for expressing her opinions and preferences to those around her.
¢tKS NRBtS 2F | WNBaSINOKSND ¢l a O2yaARSNBR G2 ¢
opportunities for the PRG. Tracey took her new role as a researcher very seriously, comparing
the new responsibilities she associated with researchto ggob G NA SR (G2 ¢2N)] 0 FakKz
y2g L OFyQil ¢2N] lFyegleX LQY KSft LBgfraceg 2dz AyaidSIl Rd
C3).As one of the first members of the group to openly consider themselves as a researcher,
Tracey demonstrated the impact of adopting this new idigntin her priorities and decisien
making outside of the project. For example, Tracey assigned herself a number of additional
seltdirected responsibilities, including writing two stories about her experiences in her spare
time. Similarly, John considered @ WNB aALRyaAoAtAdASaQ Fa I NBaSlkNDOK
NEO23IyAaAy3ad (GKS LRISYdGAlLf o0SySTAGA 2F aKFENAYy3I KASZ
32yylF KStLI GKS LIS2L)XS Ay GKS 02ttt S3aISCHBN 1KS A0K27?
Being a researcher was described as a desired and valued role by the PRGvTh@ &
shift in identity was linked to a sense of pride, both in their association with their role as
NE&SFNOKSNBE 0aLQY NBIFffeée LINRdIZR @Tfacey®add wo SAy3I | N
GAGK GKS NBaSFNDK AGaStF o6aL aRdceyT3 Prifecd®@S R2y S ¢St
GKSANI NPES Ay GKS NBaSHENDK Ffaz2z O2ydNAROdziSR G2 (F

with others. For example, Ella shared heside to share her identity as a researcher with her
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2f R GSIFOKSNAR FTNRY 02fftS3SY aL gARuipleRakR LIX S I 0
NEaSFkNOKSNE wX& gFAld GAtft FaGaSHOKEBF = Y& FiSIO

Additionally, Sam discussed sharing her research work with family meinbsrsle one

{FYY L &aL}21S G2 Y& ONRGKSNIIff GKS GAYSI KSQa
picture what you asked for, and talked about the paper with the drawing

wX8

Janine: they live down itlocation* so when we get to see themext,6 SQf t (1 1S S@SNEI
with us and show them

CoNBaSIHNOKSNAR Ffa2 aKFENBR GKSANI ARSHA |02
GKS@ YlI@& FTR2LJX Fa LING 2F GKSANI NBASEFNOKSNI A
02@Ss $KSNB aKS O2yaARSNA KAIKEAIKGSNBR (2 o
incorporate into her everyday life, once this shift in identity has occurred. This association
with particular objects as research tools may be because they were included in the research
pack sent out to caesearchers at the beginning of the project (seet®n3.4.4.]). The
purpose of this pack was to ensure-@searchers had the resources they needed to
participate in the project, but also to formalise their role as researchers and encourage them
to consider themselves as researchers. The present study thereforesisgfat providing
coNBa Sk NOKSNE ¢AGK (GKS wgtdghresouices amd§anhy)S NB & &
can facilitate the shift in identity from participant to researcher.

As coresearchers gained confidence in their research skiltadopted the identity
2F I WNBASINDKSNDS 26ySNAKALI | YR URBWHhé NBf 2 F
PRO2ff SOMBER@BSt ¢ tdat SR 2y A dLianCK Bhe N&enSstutNOK 8 | &
followed the principles of inclusive research, as outlineddiynsorand Walmsley2003),
who suggest thaadults with learning disabilties 8 K2 dz2f R 0SS ot S (G2 SESNI
LINEOS&da YR 2dzi02YSa¢ o6Llpcn0d® |1 2SOSNE i GK
decision making and therefore a larger proportion of ownership, remained largely with the
UR For example, coesearchers wer@vitedto work on the project by th&JR This implies a
hierarchy in the research (i.e. thite URwas the leader of the group) regardless of the fact
that coresearchers were told that all members of the PRG would play an equally important
role in the project. Additionally, as the PRG had never conducted research befotéRthe
supported them through the process, and provided activities designed to facilitate the
RSOSt2LI¥YSyd 2F NBaSINOK aiirattaed ¢KS ARSI 27
KASNI NOKAOFf NBfFGA2YyaKALl 2F | WYidSth&aKSND I yR
through the cycles of research,-cesearchers would become more confident in their

research skills and gradually adopt more responsibility and control of the prajextey
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demonstrated this shift in ownershiphen discussing the research projekiring her
interview in cyclal K NBRE @uisQ dracey, C3Navigating issues of power and control
are discussed further in chapter 10.

As the project progressedh¢ PRG began to consider themselves as experts in
research and recognised the value in sharing their experiences with others. For example,
gKSY NBFESOlGAYy3a 2y GKSANI aGNBYy3IGKaHLR&NIOGEI 2§ KES WAy
F2NJ SOSNE 6 2 REWW PRERENSeLtetIoveSHeiEsthared identities as researchers
and as PPA patrticipants. While the PRG was innately connected to, and considered a part of
the wider PPA community, the @esearchers considered the PRGta®wn separate
community, with its own team identity. Gesearchers shared their commitment to and
sense of belonging to the PRG, oftdiacussing their experiences with the research within
GKS O2yUSEG 2F GKS NI KesenldurRiig@xpériéncesia | 3 NP dzLJE
particular were frequently discussed in relation to otheey(f S Ny Ay 3 &l a | INRdAzLIE |
GFNRBY GKS INBdzLXE 0P ¢KAA RNBAHWGE NKDKENR Qi B Y RR @ Rid2 IV
identities as a researchers alongside a group identity as the Hi&Hinding resonates with
Social Identity TheorgTurner & Tajfel, 1986), which highlights that group affiliation plays an
AYLRNIFYdG NRtS Ay ARSyGAdGe RS@St2LISydae ! 1Se& LI N
advocating for the inclusion efdults with learning disabilitieis research, which will now be

discussed.



Figure49: Tracey holds up her 'l am a researcher' colouring sheet at-{hergon research day

9.4.2 Advocates
Through their role as researchers, the Ai&Game advocates for the inclusion of themselves

and otheradults with learning disabilitieig research

LT (KSINBRSY G 6K2Qa LI FYyyAy3d (G2 SOHSNI R2 a2YS NB
0SOlFdzaS @2dzQf f cLi& oy a2 YdzOK Y2NB

If anything comes up witRurple Patchor anyone else at the university, | think they should give
disabilities a chance, people with disabilite$racey, C3
Coresearcherexpressed a desire to challenggsconceptions surrounding the capabilities
of adults with learning disabilitieby championing their strengthend thoseof other adults
with learning disabilitie$ ¢ | @Ay 3 I € SINYyAy3 RAGLBHEICRGE OF y
Similarly coresearchers challenged ideas aroumndo can be a researchday advocating for
the inclusion ofadults with learning disabilities y NB awladteMdDyoYwaidt to research,
S LIS2LIAXS 6AGK fSIENYAYHREHII 6AfAGASEAE ¢S O2
Being a researcher and sharitingir experiences of researcehith others was
considered as a way to actively challenge the negatereeptions of otherss Ella staté: d
gLyt G2 LINROS LIS2LI S sNRYy3I wX8 SOSNEBO62R& (KA
NEASINOK® L gl yld G2 &K 2Psevidukrés¥arck sugyests thdiiltsy R2 N

with learning disabilitiesnay experienc@egative attitudes, discrimination and
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misconceptions around concerning their capabilities (Seewooruttun & Scior, ZDARNay
therefore provide a platform fomdults with learning disabilitiet® advocate for themselves,

by sharing their skills and experiences with others and actively challenging the perceptions of
others (Ham, et al., 2004Alongside the role of an advocate,-oesearchers discussed

additional possible future identities relating to the research, whichnaW be discussed.

9.4.3 Futureselves
Coresearchers shared theeas fortheir future, includingesearchrelated activities and
identities they hoped they would adopRossiblexlvesTheory proposes that possible
versions of oneself may mmnsiderecbasedor y A Y RA @A Rdz(Maués& a SyasS 2F &St ¥
Nurius, 1986)Projected future selves N6 o6+ aSR 2y Iy AYRAQGARdzZ f Qa dzyRS
themselves and their capabilitiégsy R Yl & 065 WSELISOGUSRQ 06K2 6S (KAY]
WRSAANBRQ 006K2 ¢S g2dAd R tA1S (2 0SO2YS0®

Engagement with the present study resulted in theresearcher&exploration of
future possible selves relating to researdthisincluded a desire to continue theimle as a
researche a L 'Y NBFIffe& Sye2eAiy3d R2Ay3a NBaSINOK a2 YdzO
C¢ NI OSex / MT aGL 62dzZ R f AGSNF EdLamRRAsHAIGSTEKAY I fA1S
their future roles as researchers, the PRG hoped to experience tradiioademic spaces,
adzOK |a GAAAGAY3I | dzy A OSNEBEA (iTraceyid32 LISFdzf t & 6S Ol y
Additionally, Tracey shared higleas for future research during her final interview in cycle
OKNBSY aLO ©wNBaSINOKB O2dxf R 6S | o02dzt ¢KIFG ¢S R2 |
A2YSGKAYIED ¢NIF OSeQa O2yaARSNIGA2Yy 27F ¥FdzidzZNE NBa

N>

approadt to her continued involvement in research.
Coresearchers also shared their desire to educate others about research, in the role
of a teacher. This included teaching otlatults with learning disabilitieisow to do research
6aL GKAY]l 68 O2dA R abé& 4SQbdhnadalengsdide 6 KSNJ LIS2 LI S (7
educating others about their research, including university students and staff, as John and

Tracey discussed in cycle three:

Tracey: | think we should have a course abbut i

W2KyYyY ,Saz ¢Sttt 6SQNB KIF@Ay3a | O2dz2NA
¢ NI OSeyY b23 FYy20KSNJ O2dz2NRS G2 GSI OK
John: The research?

Tracey: Yeah

Finally, Caesearchers explored the future possible identity of an author as they considered
the dissemination of theesearch via the researchcomic L QY 3J2yyl 6S f A1 ST I LINR
authorlé-Ella, C3)CoNB a S| NOKS NAE Q O Fuglie pdRstb Belvddamgnsttale (1 K S A NJ
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that coresearchers believed that research and the identities associated with it were an
important part of their future. This suggests that engagement with PAR can impact both the

current and future identities o&dults with learning disabilitiess

9.5 Fun

Participating in the research was describedwasand enjoyable experiendsy co
researcher® a ¢ KAa ¢l a | 3INBFG oA3 adGSLI F2NJ YSI odzi
SOSNE YA ¥ lmcd, @piffeferit Bspectmnd stagesf the research were enjoyed

by different members of the group. For example, during her final inteniireaycle threetlla
RSAaONAOSR Syz22eAy3d GKS a20Alf &ARS 2F GKS NB
2LX S @2dz R2y Qi ,sgchdsid ehgaging Wit previowd liteyafui@:i ¢ 0

UR:what have you enjoyed the most about being a researcher?

Ella:just looking at, do you remember when we looked at other researchers?
UR:yeah | do

Ella:in the first, before we came up with our questions

URK I G Q &eaNR I K

Ellatk 6 Qa ¢KI G L Syea2eéS8SR

It is interesting to note that activities e@searchers reported enjoying the most were often
those designed by, or led by, members of the group. For exampléVthe/ Y& akK2SaQ |
which was designed collaboratively by the grangycle threewas considered to be a fun

and enjoyablectivity by several members of the PRG

John:it was a good thing

Liam:it was really good

UR:it was really god?

John:it was a getting to know you more session, that

URMKY® | SI KX ¢gKIiQa GKFG ¢NI¥ OSekK
Tracey:can we do another one like that?

In their ten top tips for engagingeople with learning disabilitids research, Inglis and Cook
(2011), note that having fun facilitated learning about research and supported engagement
with learning activitiesThe present study suggests that fun alongside@amuced
approaches to research may support engagement in researdcfdts with learning
disabilities

However,not all aspects of the research were described as enjoyable. In particular,

technical issues with Zoom were cited asegative experience in the research:

UR: what have you enjoyed the least about being a researcher?
Ella: | liked all of it
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UR:you liked all of it?
Ella:you know, you know when we cut out on zoom first of all
UR:oh, yeahwhen we cut out on zoom, yegeahlti K 4 g1 ay Qi? @SNER Fdzy sl a Al
Ella:no
Additionally,Charliesuggestedi KI & a0 KAYy 1 Ay 3 FCR)wask Ghallbdgisgk & | dzSad A2y
and less enjoyable aspect of research. Furthermasepreviously discusseeinding the
researchwasconsidered be a less enjoyable stage of the project, agsearchers expressed
I RSAANBE (2 O2yfXNYA WKSINEASYRDKLAYE I FNI AR L R2Y
TraceyC3.

9.6 Coresearcler casestudy

Themes pertaining to the outcomes of engagement with PAR foesearchers have been
reported as separate themes for convenience. Howeveresearcher§experiences
transcended these themes, with the project impacting various aspects-bfai S NO K S NE Q
personal development, identity and social relationships at different stages of the project. The
outcomes reported by coesearchers were often connectedgvkeloped in combination,
influenced byeach otherand/or not present for every individual in the project. Additionally,

the outcomes of engagement in the research were mediated by a range of external factors
including: the ceresearcher§personality, pereptions and knowledge of research, goals for
their involvement in the project, past experiences and perceptions of themséles.
demonstrate the overlap between the outcomes of engagement in the project reported
above and to show a truer reflection of what engagemienP ARmeant in reality for ce

researchers, the following section will focus®ri frdse@m@h journeyThis case study is

ol&aSR 2y | O2YLAfLGARZ2Y 2F 9ttt Q4 26y 62NR&A 04aK24y
the UR has added informatz y (2 O2y (iSEldzZ t A4S 9fftl Q&4 SELISNASYyOS

included below were provided in response to a specific question, the Rdladed text
NBflFdAy3a (2 GKAA jdzSadA2e0.002 2@AWEBRE kSt x awd DISIOH @2
interested aboutPurple Patch¢ the UR asked Ella why she joined the PRG. Her response is
AyOf dzZRSR Ay LIzNLX S FyR GKS o6t 01 GSEG aL 22AySR
context to this response).

vd23GSa AyOfdzRSR Ay Ochptute@atross&lldh&e dydie&of 2 2 dzNy S& ¢ S|
research and have been grouped thematically based on the outcomes of engagement with
PAR identified by the UR. Queigere therefore not always spoken in the order presented,
but provide an overallJA O dzNB 2 F 9f f | Qa SELISNASyOSa a | NBaSI
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961 9ftftl 04 wSaSINDK W2dNy S8

lam Ella, I go to tf‘-sPurpIe Patclgroup. | also enjoy being part of other groupfined

the PRG becaus®@ Y A y i S NBParpieSPatchl- waritedrtoget more confidence and

improve myspeech Before being a researcher, | fgltS NJJ2 dza > OX6 L RARYy Qi ]

my research team.had never done research before, and | fekdiumconfidenceabout

being a researcher.

GKS 0S8S3IAyyAy3d 2F (GKS NJ

Research Skills and experience
| helped withsetting questionsKk St LJ 42 yIFNNRg Al R2gys> GKS | dzS

thing | learnedpanddoing analysis. When we looked at other researchers, in the first, before
S OFYS dzZLJ 6AGK 2dzNJ jdzSaidAazyasz GKFGQAd oKIFG L
RARY QU tA1S 6KSy ¢S Odzi 2dzi 2y 122Y FANRG 27

knowing what time | needed to log on to Zoom.
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FigureslYy 9f f I Q&4 NBaSIFNDK ¢g2N] F2N GKS WAy Yeé aKz285aQ | OlGAgArGe

Personal development and overcoming challenge
L £SFNYSR &afiAf f alikecorfidemty Rillandingepandence skilsRwingl K I R

the research gave me confidence to do the interview V@t News.I got more confident by

just chatting to my team every week, and then | put my certificate up, | got Rarple Patch

wX8 L 6l yiSR (2 aRvhathkelped iy indeperidénee waskkifg nBWNE dzLJId

friends.L & KIFa GFdzZ3K4G YS @ONBASEFNOKSB | oAl o2dzi 2NAEI Y.
and check things on Facebook every morningwhen Ilwaké @p (G KI 6 Qa K2g L 1y26 LQ
Purple Patchiesearch meeting. Every time | finishRairple Patchliesearching session, | put it

[research journalpack on my deslDuring the research | askééRam | doing wellBhe said

yes. We did some analysisand I thodght L. R2y Qi 3IS0 AG>X éKeé Y L OGKAY].
Where are my good ideas coming from tod&y®en we do the research, nobody is wrong,

GSQONBE R2Ay3 Al Fff (G423SHEKSNP

Combatting isolation in Cowtl

When | heard about the pandemic it panicked me, and when my mum went out, and | was on
my own When she went out it panicked me because | was in the house on my own, but | had

a Zoom meeting with you and the rest of tRerple PatciNBE & S NOKSNE > L gl ay Qi 2y

Working and communicating with others
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{AYyOS L Q@Burple BasciBERBA WIHDKSNBEZ L (y29 K2g (G2 3IAL
fA1S L al fpreseRmPyddic (KIS § YAGl 2y o2 EX oNJ LI AG dzLd
before | became a researcher, she would take it out the box, look at it and just wrap it up, but

now | am a researcher, | like her to do it a different way.

| am a researcher

¢KA& 3IANI FYylFrYSF aFAR L 62yQiG> L ¢6SNByQild Iloft
do it. | learned how to do the research. | want to show them how | can do research. This book

Aa 3F2Ay3A (2 3ISG Lzt A & KSR P the dutrior ®hd yirgté Pe@rS £ A 1 S

Pan. | wish there were other researchers with learning disabilities. Will they ever write about

my story about being a researcher?




274

10 Reflectionson PARrom the perspective of aon-disabled

researcher

Alongside reflections on engagement with research from the perspectiadudts with

learning disabilitiesthe third aim ofthis study sought to explore the outcomes of
engagement in PAR from the perspective of thedisabledUR Recent accounts of the
experiences of nowlisabled participatory researchers provide useful insights into the process
of conducting PARNd thereforevaluable learning for future PARth adults with learning
disabilities(Liddiard et al., 2018; Smith et al., 2022). This chagitas to contribute to this
literature, by sharing my experiences as a ftlisabled researcher undertaking research with
adults with learning disabilitiethrough the lengsof the various roles | occupied throughout
the project. Discussions about the decisions and considerations relating to these roles
provide an insight into the key responsibilities, opportunitiearriers ancchallengeof PAR
with adults with learning disabilities

The role(s) of the participatomgsearcher is often considered as ambiguous and
there are numerous understandings and opinions as to what these roles should be (Conder et
al. 2011; Walmsley, 2004). Johnsord Walmsley2003) note that it is important for
everyone involved in participatomgsearchto understand their ra; whenrolesbecome
muddied,the result is often confusion and/or a lack of focus on the voices of disabled co
researcher® 2 KAt S dzy RSNBR UGl YRAY 3 2y S0dndiNErdledfar YR L2 AAGA 2
participatoryresearcher to be mukfaceted, complicated and something that | questioned
throughout the projectTheresponsibilities, positions, and questions that | found myself
encountering during this project differed considerably to those | had experienced in non
participatory research projects. Participatory researchers may therefore find themselves
filling rolesthat they were not initially expecting or that may not be explicitly related to that
of a traditional researcher.

Negotiating my role in the project involved reflecting on and balancing a number of
factors, including: power and contrgierceptions of hierarchyacademic rigourersus
accessibilityvaried expertiseexperiences and iderites responding to the interestand
needs of the PRG and the demands of doctoral research. It was also necesséigctan
andadapt my role throughout the project to support the various roles undertaken by the
PRG. This process of constant-seffection on my position within the project often resulted

in uncomfortable and challenging questions and conversations:

| realised quickly that constant selflection was required throughout the project. This was
more often useful than not, but has also forced me to confront some challenging and
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potentially uncomfortable questions: what is my place in this research? Is my voice needed at
this point in the project, or ever? How much say should | have? Finding my place as a non
disabled researcher in a project highlighting the experiences of ddgdeple was not simple,
and there were times where | wondered if | should be involved &t dR reflections (C3)

In reality, the role(s) of a participatory researcher vary depending on the context, discipline
andneeds of theco-researchersnvolved Some roles may be more prominent at different
stages of the research, experienced in isolation or in combinationewgitin otherand may
also be subject to change throughout the project. It is crucial for participatory researchers to
carefully and continuously reflect on the role(s) that they are occupying in the research, since
this will impact the approach to the resedr, the level of possible collaboration, the
experiences of coesearchers anthe project outcomesThe present studguggestdhat an
awareness oflie range of roles and responsibilities undertaken by participatory researchers
and how these interact will support others to have a greater understanding of what it means
to undertake PARVith co-researchers with learning disabilities

In additionto this, explorationof the rolesof a participatoryresearcheiprovidea
chanceto reflect on the opportunities,facilitators,barriersand challenge®f this approachto
researchMany of the opportunitiesandchallengef PARidentified in previousresearch
concernghe collaborativerelationshipbetweenthe URand co-researchersincludingthe
balanceof poweranddevelopmentof trust (Conder et al., 2011; Gilbert, 2004). Part of the
responsibility of a participatory researcher is therefore to negotiate and mitigate these
challenges, while attempting to enhance the opportunities of this approdohvever,
t KAfTEALA YR YNRAGAFIYaAaSYy oOHnmoX LI HpTO &adzaA3
collaborative researchy overlooking the challenges and tensions in the research process.

Indeed, Johnson and Walmsley (208314 state

To suggest t,hat incJusive research js easy, alwa)A/s pqsitivg and fylfillipg fqr all parties wpuld bg a \
TIANBUIES X6 6S 0StASOS UKIU UKSNEB IFNB NBIf F
researcher as well as for people with learning distisli
While there were many positives to undertaking PAR, the process was also challenging, and
the UR and coesearchers experienced a range of barriers throughout the project. It is crucial
for URs to not only acknowledge the challenges and opportunitiechfsive research, but
also to consider the impact of their role on the ways in which these challenges and
opportunities are realised and experienced within the project.
With this in mind, section$0.1-10.7will explorethe eightroles identified through
my reflections from this project, these arlegearchefland W éctoral Researchef) WualQ
WagilitatorQWypportero | Yy R ¥ NW@/gcRaPQ ¢IKYSR BEANVY 3 dN2dzS @2y OSN.
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AYLI OG 2F GKS LI NIAOALI G2NB NBaSINIOKSNERQ LISNER2YI f
project. Additionally,the opportunitiesand challengeof PARwill be consideredhroughthe

lensesof theseroles.Extracts from my research journal entries from key stages of the project

are includedn orderto provide context to the discussions regardmg role asnon-disabled

researcher in researdat focuseson the experiences of disabled people

10.1 Being a researcher
The first and most obvious role fulfilled by a participatory researcher is thatesemrcher.
While this may be a role that many researchemsfamiliar with and expecting, the approach
to being a researcher is fundamentally different in PAR projsatse this role is a shared
one.A key goal oPAR is that members of the community, who are ordinarily excluded fr
research (in this casadults with learning disabiliti¢sare recruited as coesearchers and
equally valued members of a research te@lohnson & Walmsley, 20P3his means that
URsin PAR projects must consider the boundaries and responsibilities of their role carefully
at eachstage of the research by considering what is needed and by whom. Sharing the role of
the researcher also requidemeto carefully consider the distribution of power and control in
the project (discussed further in sectidn.?).

Participatory researchers who are not members of the community who they are
collaborating with may be considered as outsiders within the projdeti(& Anderson,
2005).In the present study, my identity as a ndisabled, neurotypical researcher from
outside of the PPA community influenced theresearcher§perceptions of me and my role
in the project.It wasimportant to recognise that | shared identities witidividuals with
whom the PRG had had negative previous experiencesaniithat this influenced the eo
NE&aSHNOKSNEQ A yLi SR yOBiA 2WAE AAITKK YyS2 Ndflratey, LIS 2 LX S= K|
C1) Indeed, pevious research has acknowledged that past negative experiences with others
AYLI OGSR FRdzA &4 6AGK £ SFENYAYy3d RA&AFOAEAGASAQ SELISC
treated in the future (Kenyon et al., 2013¥hile my experiences as a support worker meant
that | had a good understanding of andoexience working witlpeople with learning
disabilities it was still important for me to prove myself as an allgoo
researchersAcknowledging my position in the research and what the role of a researcher
may represent for those who have often beexcluded from research and from society, was
therefore crucial in order to work collaboratively.

Additionally, research institutions and those associated with them may be viewed as
unfamiliar, untrustworthy and/omlienating (Oliver, 1992While none of the caesearchers
had beena researchebefore, coresearchesreported negative experiences relating to

universityrun events and academic researchezgy(the accessibility conference described
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by John in sectio6.3.2.1.2. This presented both aopportunity and a challenge. Negotiating
potentially negative views of research and researchers was initially challesggihig
recognised the importance of my role in ensuring that\e® 8 S NOKSNBE Q SELISNA Sy
research were positive. However, | also had tpeartunity to influence ceNB & S NOK S N& Q
perceptions of researcho encourage their future engagement with reseasntd therefore
to support a more inclusive and diverse research community.

Naples (1996hotes thatinsideroutsider rolesn research are ndixed, but rather
G S @SKNU T (i A yTAréughdutdiheyproject | worked to develop trust with-cesearchers
andPPAGFFTFT YR Y2@0S (261 NRa (,RB)WRELE 2F |y WI i
researchers with and withodearning disabilitiesvork and learn alongsideach other
(Chalachanova et al., 202@his was a gradual procesghich was supported by taking time
to get to know ceresearchersstaff members, buildingnderstanding of their interests and
needs and facilitating an environment where-@searchers fi¢ able to have open and
honest conversations. iinitial position as an outsider in the project walsomitigated by
the fact that | was introduced to esearchers by PPA@@ | & i K PiNietPatths W
I LILINRTHIS Hgflights the benefibf working with a trusted partner organisation
particularly whenworking todeveloprelationships with ceresearchers as an outsider.

Overall, as aesearcher entering the PPA community, it was important to
acknowledge and respect €8 & S I p&bdeBidnd adresearcheraon-disabled people
and researchOver time and through open conversat®support andlistening and
NBaALRYRAY3I (G2 (GKS twDQa AyaSNBada FyR 02y OSN
of the PPA communityl'rust and the development of strong relationships within th&sPR

were the first and most important step towards @eveloping research as equals.

10.1.1.1 Being a doctoral researcher

It is important to consider the wider context of this research, as part of a doctoral research
project. My role and responsibilities in the project were therefarfiliencedby my identity

as a Postgraduate ResearcHherparticular, nany of the challenges within the present study
related to tensions between PAR and doctoral research.

Firstly, the time constraints of doctoral research limited what was possible in the
present studyPreviouditerature has acknowledged that PABnd particularly the
development of relationships with excluded communities, takes t{aum et al., 2006;

Byrne & Miller, 2009 However, time within doctoral research is limited and therefore the
research must meet the timeline of the Ph&s noted in previous resear¢Huisman, 2008;

Mason, 203), | experienced an internal conflict between the need to adhere to the pre
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established timescale of the PhD, and the desire to take the time required to conduct
meaningful research with my e@searchers. Whilemodelled the timeline of the project on
the term dates of PPA, to provide a familiar structure teresearcherseach stage athe
LINE2SOG (221 t2y3SNIGKIY L AyAdAaAlftte SELSOGSR® Ly
projectrequired a much larger time commitment than | had first anticipateBoctoral
researchers may mitigate some of thesme-related challenges byuilding flexibility into
the researctprocessandplanning for additionalime for research sessions where possible.
Thetime constraintgiscussed laoveresulted in some aspects of the project being
undertaken in a manner which was less collaborative. An example of thisiisdg@endent
analyses undertaken by the URhiswas necessary due to limited time in the project and the
amount of time required for effective collaborative analyseewever, | felt uncomfortable
that this aspect of the project was not led by-@searcherss this felt at odds with the goals
of PAR. Despite attempting to involve-m@searchers as equal partners in all stages of the
project (discussed further in the following sectioopnducting PAR within the context af
PhDmeant thatco-researchers were excluded from some stages examplelUniversityof
[ S Sdthic8l procedures required me to conepé an ethical review detailing the
overarching aims and approach of the project prior to the involvement of the PRG. Therefore,
coresearchers were not involved in these early decisions concerning the development of the
project. Of course, etha procedures are imperative to ensure that populations who are
considered to be vulnerable are protected throughout the research process. However, this
process of protection also excludadults with learning disabilitiesom being involved in the
initial stages of PARhisNB &d dztf 6 a Ay | WOKAO|ISY lyR GKS S33Q arid
actively involvepeople with learning disabilitieis the design and implementation of a
project, but must first complete an ethical review in order to access this pojmriah line
GAOGK (GKS dzyA@SNERAGEQAa SUHUKAOIE LINRPOSRAINB® Ly GKS L
the planned participatory approach to the project and included information concerning
recruitment and the overall protection and safeguarding @fresearchers throughout the

study. However, | was clear that the specific questions and methods utilised in the project

12 A range of factors influenced how long different stages of research took, including how familiar
research processes were to-researchersg.g.in cycle one | spent more time explaining key concepts
than in cycle three) and how complex the research stage/activity eugsdeciding on research
questions took less time than anailys Additionally, the lack of other activities/social opportunities
during the pandemic meant that a large amoufitime in each research session was used to provide
support and opportunities for socialising. While this was exacerbated by the pandemic, previous
research has stated that PAR may become a site for the development of close relatigNstdps

2017) Therefore, URs may need to incorporate social time into research sessions to avoid delays to
the research as a consequence of not anticipating the social element of PAR.
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would remain unknown until my egesearchers were recruiteddultiple ethical
amendments were therefore requiredesulting in a timeconsuming and continuous ethics
process Future research shouldvestigate how institutionagthical procedures malye
adapted tosupporteffective PARe.g.by designing an ethics process which includes and is
accessible to coesearchers).
Writing the thesis wasindoubtedlythe least participatory aspect of the researtttat
I undertook as part of my role as a doctoral researchdis aspect of the PhD directly
conflicted with the goals of inclusive research, nameigt research outputshouldbe
accessible ta@o-researchergJohnson & Walmsley, 20pEnce the thesis is a traditionally
Ayl 00SaaAroftsS R20dzySyd o0 o @réceyw@ylattempdeyte S NE G | y R
mitigate this bysupportingthe PRGo co-producearesearch comias an acessible research
output for the project.An opportunity of PAR is therefore tipotential for doctoral
researchers to develop creative research outputs, which are accessible to a wider audience.
However, he development oSuchresearch outputsequiresa substantiatime commitment
(and potentially additional fundingyyhich | had not initially anticipatedoctoral researchers
hoping to utilise PAR should therefore be aware that threyneed to produce multiple
outputs for the project, to retain the participatory approach within the dissemination stage.
Seymour and Garbutt (1998, p.1) ndtetd § KS AYRA @A Rdzr t AASR O2y
NEaSFkNOK RSINBESa &adzOK a tK5a wX6 NBIljdzANBa |
A Y RA @GoReddartherdexpressedd RSEAANB (2 O2yiNRO6dziS G2 (K
a2YSGKAY3 G2 R2 g@Tkadel CEHOBevesjiNFadindt a3 sibio\co-utige
the thesis sincethis document is submitted as part of the requirements ofualificationand
only one person in theesearch team can receive a PhD (Seymour & Garbutt, 1988).
highlightsthe additional challenge of PAR within the context of doctoral reseavtiereby
me and my ceresearchers did ndbhave access to equal opportunities within the research
sector €.g.payment, reputational development or qualifications, which acknowledge their
role in doctoral research; Nind & Vinha, 201E9r this reasoythere is a risk of PAR
becorming exploitative, as caesearchers share their expertise for limited or no official
recognition(Edwards & Alexander, 2011)
There were of coursbenefitsto conducting PAR within a PhD, for both myself and
my caresearchersin particular, the learning opportunities for all members of the team
(discussedurther in section10.4) andongoing relationships (with egesearchers, PPA and
me), which were developed through the project. Utilising PAR centralised the expertise of
those with lived experience, which supported this project to gain meaningful and applicable

insights into the PR& experiences and to make real change iNGB & S NOKSNR Q f A @S
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However,in order to fully support participatory approaches within PhD projects, issues such

as fair compensation and appropriate recognition of the contributions made by co
researchers mugherefore be addressedThe present study suggests that while these
challenge®f conducting PAR within the context of a Ptdh be mitigated by the doctoral
researcherchange to the research sectrrequired to ensure that PAR projects can meet
their full potential in academic settingli.isthereforeimportant foracademianstitutions to
understandthat processes and practices may need to be adaptedn undertaking PAR in

an academic context.

10.2 Becomingan equal
Herr and Anderson (2000 SA ONA 6 S | OGA2y NBaSINOK | a a
(p.69). However, since key goal of PAR is to actively collaborative with those who are

ordinarily excluded from researchargue thata more accurate description of PARHS 2

R

S

AAIYAYS

designing the plane, while quilotingA 1 Q@ L y -LANRSING NS 3BONDOK STFFSOGAGBSH

address the power imbalan@nd hierarchythat traditionally occurs in researctvith disabled
people. Garcidriarte et al. (2009) suggest that the active involvement ofesearchersloes
not equate to control in the research. The level of ownershipesearches havewithin the
research may instead be impacted by the lesfesupportwhich is provided to co
researchersPAR thereforeequiresURso activelyfacilitate the equal distribution of power
among all parties involve@Chappell, 2000).

Becoming an equabka gradual and ongoing process, whattallenges URs to
relinquish controbof the research design anprocess Chapmar& McNulty, 2004) Sharing
responsibility for the direction of research can be challenging and-tamsuming, since
decisions are made jointffCook, 2012)Howeverthe equal involvement ahdults with
learning disabilitiegn the project provided additional opportunities to learn from experts by
lived experience, and to design reseatbht was more meaningful angquitablefor co-
researchers. In order to facilitate a shift in control fromyselfto co-researchers with lived
experience, | faced ases of decisions concernimgw to support ceresearchers to feel
confident to take ownershipfahe project These includedhen to offer suggestionand

guidanceand when to take a step back from the decisioaking process (without €o

researchers feeling abandonédthe procesy Through open conversations with the PRG, we

sought to create a dynamic which valued everyone ingtaect as equal contributors, built
understanding and affinity, and supported-oesearchers to take control over the design and

implementation of the research
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Some of the best things that have come out of the project have been suggestiorttibat )
Qeople have madandwhen,they[cg—rgsearchers]irst ,saidtpem,lthoughg 2K LQY y 2l
K §Qa TI®vyoydzii sl20dzt £ £ &8 (KS& KIFI@Ss a2 AdQa o
some control (UR, C3. Extract taken friinal interview with Tracey

As a firsttime participatory researcher, | had a limited understanding of what
collaboration and ownership would look like at each stage of the project and initially felt
disheartened when the research process was not as participatory as | had hoped. For
example, in cycle onanalyses of thelata wereless of a participatory process, with-co
researchers fulfilling the role of consultants who checked the analyses conducted by the UR
(see sectiot.3.]). This initially felt at odds with the goals of theojact. However, | quickly
realised that shifting control over the research process was not something that could be
rushed.In the early stages of a PAR project, it is natural thatesearchers may feel that
they do not have the experience or expertise to fulfil the role of a researcher and may
therefore not identify as a researcher. In the present study, the process diifgitesearch
confidence and identity was gradu@s discussed in section 9.K)is important to
acknowledge that @-researchers may consider themselves as outsiders of the research
community, due to the lack of inclusivity in the research sector, the lack of representation of
adults with learning disabilitieis research roles antheir initial lack of research experience.
The present study suggests that ownership and control in PAR are not static, but rather can
shift throughout the research process as disabledesearchers gain more experience,
confidence and begin to feel part of the research commity. This was evident in the present
study through the increase in control over specific research tasks iprdject For example,
table 4 in section 3.5.2.butlines the level of involvement of e@searchers in the analyses
stage of each cycle in the projedemonstrating the increase in the ¢esearcherflevel of
control as the project progressed.

An important aspect of becoming an equal in participatory research is acknowledging
the barriersthat may prevent ceresearchers from exerting control over the direction of the
researchFirstly, despite efforts to remove traditional hierarchies that exist in research, it is
impossible to remove these hierarchies completely. In the present study, I, alongside PPA,
initiated the project and coesearchers were recruited into their role. 8 Fact that ce
researchers entered the research after the project wasceived may have contributed to a
sense of hierarchy within the project. Additionally, sinceesearchers had never
undertaken research before, the PRG considered me as the expert in reskavels
therefore important to highlight the varying expertise in the group, and to be honest about

the boundaries of my own expertise and experiericg/ A YLIR2 NI F y i LI NI 2 F

a
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therefore to acknowledge and discuss the varied expertise, experiences, ideas and

expectations that various stakeholders in the research may bring to the process:

As the project went on, | began to view my role as a researcher differently. The PRG became a
place for the exchange of expertise and teamwork. Myeasearchers gave up their time to

share their experiences and expertise in learning disabilities and sibdiég in research and |
shared my expertise around research design and implementation. By the end of the project, we
were most definitely a team, and each individual was valued equally for their contribution to

the project- UR reflections (C2)

Collaborating as equals in reseadlbo involved beingeceptive to being questioned or
challenged by coesearchersFor examplewhile being interviewed by Tracey in cycle three,
Tracey challenged my description of traditional power dynamics in research when compared

to this project

URad | NBaSIkNOKSNE e2dz y2N¥Iffezr &2dz KI @S |ff GKS
with a group of people it would be my project, | would make all of the decisions, | wowdibe,

1y26X

Tracey: UR, itsurs

UReEI OlGiféx FYR (KAA A& (KST (GKAA A& (GKS G(GKAy3Io® 'y
Fy AYLR2NIFY(G SELISNASYOSe® .dzi AGQ& ljdAGS RAFFSNBY

This was a positive challenge, as it meant that Tracey felt that the group collectively owned

the research, which is of course the aim of PAR. Additional experiences of being challenged in

the project included challenging noyvn understanding and assumptiorfor example, due

to my own misconceptions around whatlults with learning disabilitiesiay find challenging,

I wrongly assumed that emsearchers would prefer the visual atiased task when creating

their Purple PatctWorlds, as opposed to the writg task. However, dtlut one of the ce

researchers chose to write a stofjhis ghlights the mportance of sefreflectionwhen

creating an environment where all #5 & S NOKSNA | N8B Sljdz f o2 @I f dzSRX
not unknowingly and/or unintentionally limit ecesearchers based on preconceived ideas of

what they may prefer.

While PAR attempts to facilitate equal relationships in the reseagldiscussed
previously,URsstill have access to additional opportunities, including recognition, pay and
qualifications that ceresearchers do not currently have access to due to systemic iisaies
excludeadults with learning disabilitiesom equal opportunities in the research sectéor
example since this research was funded by the Leeds Doctoral Award, | received a stipend for

my role in the research, whereas my-@searchers were not financially compensated for

[’j
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their time®. URs may also have additional research responsibi(gigsfunding and etlics
applications progress reviewsupervisions)These research tasks often involve processes
which are inaccessible, and therefore it is difficult to includeesearchersThis
demonstrates that becoming an equal within PAR may be influenced by the inaccessibility of
research processes and practieexlthe limitedavailable incentiveor coresearchers

While attempting to remove hierarchies in the research, it may feel counterintuitive
to distinguish between the roles of gesearchers and the UR. However, through the present
study, | learned that transparency around the inaccessibility of these taskihan
differences in opportunities available to URs aneesearchers was important in order to
support group cohesiarAn important part of my roles was therefore balanctr@nsparency
(e.g.viaopenandhonestconversationsaboutall aspectsof researd, includingthe potential
barriers,challengesand complexitiesand safeguardingo-researcherdgrom inaccessibleand
exclusionaryexperiencesThroughmy attemptsto protect co-researchergrom the negative
aspectof research] initially optedto W1 SHngda A Y bfa®@dingdiscussionsbout
more complexaspectof the researchprocessThereare, of course,challengego explaining
complexresearchtopicsin anaccessibl@ndengagingvay for adultswith learning
disabilities | wasalsoawarethat discussindessaccessibleesearchprocessesnay highlight
the lackof inclusivityin the researchsector,andin doingso, maynegativelyimpactthet wD Q a
perceptionsaboutwho cando researchandwho researchis for. However,instancesn the
presentstudywhereresearchconceptsor processesvere not fully explainedoften resulted
in confusionand consequentlyrequiredadditionaltime to clarify. Forexample throughout
GKS LINP2SOils (GKS twD dzy RKNE (bl2y2R 100 fod KSmINKDE & &
writing about the research. Members of the PRG shared their desire to own and share copies
of the thesis, as well as for others to buy a c8py W (i KOSleed rdo2efinf@rmation of
GKSY LIS2LX S OFy 0dz2 0 2 Fracay, ) Sircd thie UR Rad @edzNbdeK | NR
GKS GKSaAa Fa | Wo221Q FTNBY (GUKS 0S3IAYyyAy3da 27
would assume that the thesis was similar tdhvet books they had encountered. This is one
example of where niofully explaining more complex aspects of research resulted in a
misunderstanding, in this case about the purpose and content of a thegiastherefore

ultimately beneficialto take the time to breakdown complextopicsto ensurethat co-

Bt is considered best practice to pay disablegresearchers for their time and expertisand the

lack of financial recognition for the PRG was not something | felt comfortable with. However, there are
a number of barriers to payment, including a lack of funding available to doctoral researchers to pay
coresearchers adequately and systemic barrisigsh as the potential negative impact of paying those

in receipt of benefits. Since many research opportunities are fixed term, it is crucial that URs carefully
consider and discuss the lotgrm impact of financial reimbursement fadults with learning
disabilitiesinvolved in research. Additional research is needed to explore the best ways to recognise
the contributions of researchers witkarning disabilities
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researchergvere fully informed and had a greaterunderstandingof what they couldexpect
from different stagesof the project.

Becoming an equal is not only crucial for ;#&Rprocess, but also for enabling
opportunities for reciprocal learning (Smith et al. 2022). A strength of PAR projects are the
varied learning opportunities that are facilitated by collaborating with communities with
varied experiences and expertise. Becognan equal therefore promotethe exchange of
expertise, allowing research to be rooted in community knowledge and lived experience,
while promoting a more equitable research environmefhe mannein which research
sessions were facilitated had a dirégtpact on the effectiveness of collaboration in the

project. My role as a facilitator in the project will now be discussed.

10.3 Being a facilitator
Since patrticipatory projects often involve individuals who have never been involved in

research before, URs, at least in the first instance, often fill the role of a facilirevious

research notes that the role of a participatory researcher invofvésINE A RAy 3 YSGK2R2f 23
G224 FyR A1Affa (2 20KSNE A&EHEUASR pR)yin (KS NBASH

cycle one in particulait was important to take the time to break down key concepts and

research terminologye(g.research questions, methods and analysis) so thakesearchers

were familiar with the research process and understood the kinds of activities we might do at

each stage and cycle of the project. To support this, and the recruitmenti@saarchers, |
developed a series of animated interactive videos, which sought to introduce the research
process and key research concepts teresearchers. However, aesearchers developed
research skills mainly via hands experience and active involvement in the pess of
conducting research. Nind et al. (2016) describe this approach to learning research skills as

the apprenticeship model, whereby gesearchers work in collaboration with a more

experienced researcher. This approach to learning research skillse¥tbé 0 Q awritthgn oy n 0

on ExperientialLearningTheory, which suggests that knowledge is constructed based on real

A
N

world experiences. GNE 4 S NOKSNEQ NBaSHNOK ajAratfas {yz2¢ft SR3S

throughout the project based on their practical experieac&radually, my role as a facilitator
therefore adapted to that of a céacilitator, as ceresearchers took greater ownership over
the research process. €esearchers began to facilitate aspects of the research process, by
supporting the understanding dfieir peers, initiating and designing research activiteg (
undertaking final interviews) and considering the future of their involvement in research, as
discussed in sectio®.4.3

In the present study | facilitatédo-facilitated 57 researchsessions designed to
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support the PRG to develop their research skills and confidence, and make decisions
concerning the design and implementation of the reseatohmy role as a facilitator, |
negotiated various practical considerations, such as scheduling research sessions around the
varying availability of group members, supporting the PRG to access Zoom and online
resources via the Facebogkoupand responding to questions from-¢esearchers. Online
research sessions presented technicadllengesq L i w%22 Y86 | SLI FNBST Ay:
hNJ £ 233Xy 3 ¢FraedyECBY. o®ever,anTirie évith other online PAR prgjéue
online format of the present study reduced barriers to participation for the PRG, such as
transport and finding a suitable time for the group to meet (Allam et al., 2023). A full
discussion of the strengths and limitationsasfline PAR is beyond the scope of this study
However, future research should consider the opportunities of online PAR to support the
involvement ofco-researchers with learning disabilities

Facilitating a equitable research environment alsovolveddevelopinginclusive
research activities and adaptifig-constructingresources and methods be more
accessible t@adults with learning disabilitie@ncluding individuals who communicate ron
verbally). For example, bgdaptingeasy readiterature; utilising artsbased and creative
methods to cedesign new approaches to capturinghids & S NI K S NBAa@aptthd LIS NA Sy ¢
traditional research methodand materialgsuch agjuestionnaires in C2 and Cahd
reconsidering what academic outputs should look like, through thereation of the
researchcomic.Additionally, | utilised aspects of thHRPA approach and activities which co
researchers were familiawith (such as the creation of acrostic poems in cycle three). The
online nature of the project imposdimits on the ways creative methodologies were used
throughout the project, since the group were not able to physically meet until the end of
cycle three However, many activities were adapted for the online contexg.py using the
features of Zoom described in sectidr.5to aid interactivity) and by providing €o
researchers with creativeupplies so that they could engage with doased methods from
home.URs therefore have the opportunity tmntribute to the developmentco-
developmentof inclusive and innovate approaches to research, whigbport the
involvement ofadults with learning disabilitiei; researchResources and activities were
developed in reatime throughout the project, in responseto¢dB & S NOKSNE Q & dz3a 3¢
preferences and needs. The role of a facilitator in PAR was therefore atingiming but
crucial role, with centredaround ensuring coesearchers could access and fully engage with

the research process:

Each session needed to be planned so that it was accessiblerésearchers, and this often
included designing accessible resources to suppessions, or for coesearchers to use in
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between sessionf2ARcan therefore be extremely timeonsuming, and one of the biggest
challenges | experienced was the relentlessness of planning, delivering and reviewing research
sessions across the year, while keeping up with messages and posts freseacchers on

social media UR reflections (C3)

Lightand Akama (2018)4G | S GKIF G0 GKS !'wQa adetsS 2F FFLOAEAGEGA
where caresearchers feel able to share their views and experier@esting a safe space

within a research context involved building rapport withresearchers and allowing for

additional time and flexibility to ensure aesearchers had the space to share their

experiencesWhile there was generally a high level of agreement within the PRG,

occasionally ceesearchers disagreed. For example, in cycle orae€elrand Liam disagreed

about to how to answer a question concerning whethefresearchers had made friends at

PPA:

[ALYY AGQa aAYLI ST tA1S | eSaky2 ljdSadAazy
¢ NI OSeyY Al AayQRurdedhtdrf22dzd NS Yo AOUSKO LdZi2SLJIS £ A 1S @2dzNR S
disabilities

A key part of my role as a facilitator was therefore to encoaragresearchers to share their
diverse views and opinions while managing differences of opinion within the group, to
support group cohesion.

Despite the challenges associated with the role of a facilitator, | found this role to be

enjoyable and rewarding:

Tracey: are you enjoying teaching us how to be a researcher?
'wY RSTFAYyAGSte @SIFIKH L KAyl Ad0Qa 6SSy NBFHffe Fdzy
GKS 0Sad sre G2 R2 AlG 0SOFdzaS 6SQ0%eedsanid RAFFSNByYy G L
different personalities. And um, and | think it was quite fun to think about how you know, how
do we break down something that could be quite difficult and complicated and make it a bit
more simple so that everyone can get involved, and it makeseally proud when | see you all
doing it
Being a facilitator supported new learning opportunities for me as a researcher, including
skills relating to making research more accessilnié collaborating with disabled €o

researchersThe role of the UR as a learner will be discussed

10.4 Being a learner

One of the opportunities of inclusive research is to facilitate new learning experiences for and

with individuals who may a) have limited access to opportunities fdand b) may have

limited opportunities to develop research skills. However, PAR also provides opportunities for

the URtolearnfromedlB & S| NODKSNEQ @I NASR SELISNASYyOSa IyR SEL

participatory research facilitatiorin the present studyl simultaneously fulfilled the role of
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both a facilitator and learner. While the PRG leadnesearch skills and developed a greater
understanding of the research world, | learned from their lived experience, their perspective
on research, accessibilignd inclusiorand their goals for the futuréAn opportunity of PAR
is therefore that URs have the chance to learn from those with direct expertise, while
developing skills which aid an inclusive learning and research environMgrxperiences
are comparable to other URs collaborating wattiuts with learning disabilities=or example,
/| 2y RSNJ S I f dresearoherswere theimiselvés eririéhediby tie learning that
they received from the B & S I N K).ShNshighlightsitheimportance and value of
fulfilling the role of a learner.

Reinforcing the idea of shared learning experience, whereby everyone in the
LINE2SO0 A& 020K Yatkidsonie/offre fierdrcifi¢al canhhofatioNsohthe 3 Q

NREftSa 2F | WFIFIOATAGIG2ND 2N WNBaSI NOKSND
[ALYY LQY SEOAGSR o0& (KAa 22dNySe
Johna2 2 dzNy Sesx GKI G§Qa NRIKDE
URitisajournewealt A G Q& RSTFAYAGSt e | 22d2NyS@& FyR LQY

thanks for coming with me!
Johny2 dzQNB ¢St O2YSH
Liamiyeah & 2 dzZQNBE 6Stf 02YS | w

In order to facilitate an equitable research environment, it was important to highlight that

everyone in this project was an expert in somethifig.reinforce the idea of the UR as a

learner, we discusseaur expertise openly as a group:

UR: what do we want to say about access first of all?
Tracey: well, John is the expert

Additionally, welooked atpreviousliterature whichfocused on the exchange of expertise
between nondisabled people anddults with learning disabilitiedn particular, White and
Morgan (2012provided a useful example of how URs and researchersanighrning
disabilitylearned fromeach otherin their project abouteveryday literacy afdults with

learning disabilities

John:having a learning disability can offer something great

UR:yeah, definitely

JohniK | 6 Q& 6KIG L GKAY

Samc Yy KSfLIX a2YS2yS> YI&oSX

Janinehelping them, yes

Samml 86S:X a4KS YAIKG 0SS KSTtLAYy3I 9YYIl HAGKX
Janine: Michelle was helping Emma, but then Emma was helping everyone else to understand
how she was

wX8
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URtKSe a4l AR AYy GKS LI LISN GKFEG aAOKStEES 61a |y SELSNI
Emma about that, but Emma was an expert in having a learning disability, so she was an expert
in that, so she was teaching Michelle about that

Nind (2014) positions learning within PAR as a social endegvmting that for her,

becoming an inclusive researcheasa shared commitment among the group, where
everyone leared with and fromeach other PAReamsmay therefore become eesearch
Community ofPractice United by our shared interest in understanding the drésed

learning experiences of PPA participants, the E&&eatedknowledge and research skills
throughcollaboratian andregularsocial interactionsTogether we developed methodologies,
tools, stories, recommendations and outputgithin realworld research scenario3he
development of researc@ommunities ofPractice is not a new concegtowever, future
research should further investigate the development of CoP within PAR projects, to fully

understand the learning potential 6fAR.

10.5 Being a supporte(and a friend)

A key aspect of the role of a participatory researcher is that of a suppdmténe present

study, support took many formincluding practical support, research support and

emotional/personal supportin the first instance, | supported aesearcherdo access

research sessions by providing practical support. This included providing guidance on

accessing and utilising Zoom and the Facebook group, alongside sharing research session

timingd information about sessions advance and providing recapsresearchsessiongo

supportcoNB & S NOKSNEQ Sy 3l 3ISYSyild ¢A0GK GKS LINR2SOG®
Research support included any support provided by theéHaRT  OA f A GF 6 SR (G KS t wD

engagement with the research itsefhis included creating a supportive research

environment. As previously discussed, the environment in which learning takes places was a

key part of creating accessible environmentsddults with learning disabilitie8uilding

shared understanding and affinity was crucial to the development of a supportive research

environment.l supported ceresearchers to create community guidelines for the PRG

Facebook group and research sessions. | also suppootegsearchers to share their views

and opinionge.g.by asking and responding to questions, offering ch@pé&onsand

encouraging caesearchers to share their vieyy$o work together, and to develop their

research skills and experiena=d.by adapting activities and information to meet-co

researcher@heeds and preferencesxplaining key research concepts and providing time a

space for cearesearchers to gain hands experiences).

Someadults with learning disabilitiemay require additional support to access
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research, beyond that provided by the UR. For example, in the present, &bdylie and

Sam were supported to share their views by their carers/parent Jo and Janine. Jo and Janine
were heavily involved in the research and dedicated a significant amount of time to
supporting Charlie and Sam, both within research sessions andlewttsessions with
independent research activities. Willingness and encouragement from carers may therefore
be crucial foradults with learning disabilitiesho requireone-to-one support to actively
participate in research-However, it is important to awsider that support staff may feel they
lack relevant experience and knowledge required to suppddilts with learning disabilities

to participate in researciConsequently,@ncerns from support staff may prevent

participation in research fardults with learning disabilitiedt isthereforeimportant to

ensure that carers involved in PAR understand their role and what may be expected of them
during the research (including the fact that knowledge of research is not a requirement for
good quality support)The role of the&JR as a supporte may therefore extend to those
supporting ceresearchers within the projecEngagement with PAR may also provide
opportunities for carers t@xperiencenew roles as cefacilitators of the research process
Janine noted during cycle three that involvement in the research becgoositivelearning
experience for herself as much as for her daughter, 8amL (G Q& | f f ¢2adide(i & 2
C3) At the time of writing, there is very little guidance specifically for tsaom how to

support an adult witha learning disabilityo access research and what this may mean for
them. Future research should consider the range of stakeholders involved with supporting
adults with learning disabilitie® access research, and how best to support these individuals
within the context of PAR.

It is common for URs to also provide emotional and personal support-to co
researchersin the present studyco-researchers shared personal details of their life with me,
includingtheir achievementspersonal andamily news, emotional past experiences and
challenging circumstancesuch asullying, bereavement and illness. The context of this
research, which took place during the Ce%® pandemicalso impacted the type of support |
provided to ceresearchers. For example,-cesearchers often shared their concerns about
the pandemic, experiences of social isolation and questions concerning the latest ngws an
guidelines Research sessions were one of the few activities that remained ongoing
throughout the pandemic where emesearchers had a chance to speak openly with others. |
therefore felt | had a greater responsibility for the welfare ofresearchers through this
challengingoeriod, and my rol@sa supporter extended to checking in with-oesearcherst
the beginning of research sessions to see how they were doing in light of the paratemnic

providing reassurance, validation and information about the pandemic when needed:
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Ella:when COVID was here, my mum was going out of the house, | was freaked out all the time.

When | heard about the pandemic it panicked th&X 6

URyealEs Al 61 & &O0OFNEB g6layQi AGK ¢KSNB 6SNB (KAy3Ia (KF
normal thing to feel about the pandemic

The collaborative and immersive natureRARmMeans that participatory researchers will

build strong relationships within the communities they are working with, often becoming an
important part of the lives of theiredB 4 S NOKSNE 0! 41 AYa2y> HAanpLd ¢ KA
02dzy Rl NAS&é 0 S tignshPs/andNahér KimdddDrlatidldShips with members
of the community (Mayan & Daum, 201%.729. Previous researchassharal varied
perspectives on the impact of close relationships withresearchers. Some participatory
researchers have noted thatlationships between researchers and communities can
facilitate open conversations, trusting relationships and therefore effective collaboration
(Mayan & Daum, 2015Flose relationships with members of the community can also be
observed in ethnographic research, where researchers are often intimately involved in the
lives of vulnerable peoplgHuisman, 2008Hemer, 2023). Huisman (2008) notes that many of
their participantswho were Bosnian Muslim refugeesgferred to them as a friend and some
even conglered them as a family member.

While | didnot specificallyplan for the development of friendships with-co
researchers, members of the PRG nonethelesggan to consider meand other members of
the group,r & I T Wéc&nyhiket dpdonce a month, that would be great and then we
OFy 1 SSL) 2 dzNJ dTNdBe$ CINdtKiMike)tha fBrinafich ©f friendships in other
settings, the PRG and | spent a large amount of time together, exchanged ideas and
experiences, worked as a team and confidedash otherduring times of challenge
(particularly regarding experiences through the Cel@dpandemic). Additionally, as
described in sectio0.2 | worked to become an equal alongside theresearchers, by
actively attemping to remove traditional hierarchies, focusing on the voices of the PRG and

shifting power and ownership of the project to-cesearchers.
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Figure53: Tracey's rereation of a group photo of the PRG, which includesatbe! 'Friends'

However, it is, of course, important to recognise the negative implications of
closeness with coesearchers, including the ethical dilemmas associated with relationships
within PAR. Previous research suggests that close relationships wiésearchers ray
become exploitative (Stacey, 1991) or result in feeimigoss when the research comes to an
end (Northway, 2000). Indeedmuch of the research concerned with the potential dangers
of forming close relationships with aesearchers relates to the meporary nature of
research, and thereforghe temporality of relationships developed within the context of
research Cox et al., 2014vlason, 203; Northway, 2000). This means that, unlike
friendships outside of a research context, the UR will eventually l&hesfielde o6 al a2y Z
2023, p.706)which may result in coesearchers feeling rejected and URs feeling g(@tyx
et al., 2014). A growing body of literature discusses what happens when researchers choose
to stay involved with the community they have been collaborating {hason, 203). Booth
(1998) recounts how contact with her-cesearchers continued for over 10 yeassmilarly,

Mason (203) discusgestheir experiences of continuing to volunteer in the Youth programme

they conducted researchwith y 2 G Ay 3 G KI G & (LB28NA yE R (68R A2EFNIHXLBIAES |
(p.716) While not all researchensill have capacity to dedicat@significant amountime to

maintaining relationships with eoesearchersNorthway (2000®) suggests that it can be

problematic when URs do nfiiresee theidongterm involvement in the lives of eo

researchersPAR researchers must be awafehe ethical responsibilities of entering the

lives of vulnerable people, working to gain trust with individuals and then exiting their lives at

the end of a projectThe UR should therefore consider what lelegm supportis available to
co-researchers and who will provide this support, particularly atteir role in the project

has officially ended (Rinmer, 2001). Challenges associated with removing oneself from the

project may also relate to the lack of opportunities forresearchers to continue their role
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as researchers, resulting in®e5 a8 S+ NOKSNEQ NBfAlFyOS 2y GKS !''w F2NJ
researchLy GKS LINBaSyid addzRezr GKAAa ¢l & YAOGAILIOGSR o0&
projects that | facilitated, including the ageation of the comic, and involvement in
additional funded research projects with PPA.
An additional ethical consideration relating to close relationships in research is that
by deconstructing the traditional research hierarchy and promoting equal involvement from
all careseaarchers, there are also less traditional boundaries in place betweeasaarchers.
For exampletwo coresearchers, who did not have access to an email address, had my
personal phone number so that | could support them to access Zoom sessions when required.
While this was necessary to support these individuals, | began to receive sporadic phone calls
from coresearchers for reasons not relating to the reseaely.fvanting to have a chat or

share some news):

Due to the impact of @&id-19, many of the caesearchers experienced social isolation and
loneliness, which resulted in theoontacting me for personal reasons outside of the research.
This resulted in some careful consideration about where my responsibility for pastoral care and
safeguarding should start and eAdR reflections (C3)

Previous research notes that URs might experience a sense of duty to engage in activities
typically associated with close friendships, such as receiving phone calls fi@seaochers
outside of research sessions (Mayan & Daum 2015). Ind&tkohson (2005) suggests that
research may even go so far as to take on social vitrkesearchers may begin to view the
'w & F aLRISYOdAlrIf KSELISNE 6! G1lAyazys uwunnps LIPnHT
with everyday tasks and challenges. In the present stadyesearchers asked for my
support in relation to arranging transport, attending PPA sessions and patrticipating in other
NEaSkNOK LINRP2SOGa& YR FOGA@GAGASE o6aLQft FSSt | f 2
1Y26 Faill FcHracey TINSvdatiag what support falls under the remit of the
researchemay beparticularly challenging when the UR has a background in support, which
often seems to be the case in research invohadglts with learning disabilitiedy
experience as a support worker meant | felt confident supportingesearchers throughout
the project. However, in some casiinis became a hinderance, as | felt guilty and
uncomfortable when | had to deny or defer-8i5 & S NOKSNBR Q NBIjdzSada F2NJ adzLll
they were not directly linked to my role in the project. For this reason, | found it difficult to
identify when the role othe supporter (and friend) bemand enckd.
Simultaneously fulfilling the roles of a researcher and suppanilvednegotiating
complex feelings, situations and questioiifiese roles often felt at odds wigach other
with conflicting advice published regarding how to manage relationshipsmptirticipatory

projects. While some literature proposes that letegm relationships are inevitable



29¢

(Northway, 2000; Chalachanova et al., 20R0thers warn URaboutthe risks of being
perceived as a frienfPlummer, 2001While the negative implications of such relationships
should be carefully considered and managed, previous research neglects to consider the
ethical implications of denying friendship status and/or laagn relationships witradult co-
researchers (if this is mutually agreeable), particularly widdRs have emphasised the
WSjdz £ ySaaQ 2afdbjivihén thidBopulatioh idvsléed is difen denied friendship
status by other individuals in their lif@@¢ckney, 20061t is also interesting to note the
difference in language describing close relationships withesearchers through the lifecycle

of a participatoryproject. During the formation of #ARthe development of positive,

trusting relationships is encouragédy R 2 FiG Sy O2yaARSNBR (2 06S WO

collaborationand participatoryresearch Chalachanova et al., 2028ind & Vinha, 2014;
Seale et a) 2015. In contrast, these relationships are often problematised towards the
conclusion of the projectyith researcherslescribng close relationships at this stage
ariske §Mayan & Daum 2015, p.JZThevariationin how relatiorshipsare perceived aéach
stageof the projectmayrepresent thedifferent ethical challengeexperiencel at the
beginning of the research versus the end. However, a more uncomfortable consideration is
that these relationships may be conceived differently depending on the implications of the
relationship for the URWhile closerelationshipsat the beginningof the project mayserve
the developmentof the projectand establishthe foundationsof effectivecollaboration,close
relationshipsat the end of the projectno longerservethe needsof URswho are often
movingon to other projectsand maynot alwayshavethe capacityor desirefor continued
relationshipswith co-researchersURsmusttherefore take seriouscareto considerthe
exploitativepotential of developingpersond relationshipswith vulnerablepeoplepurelyfor
the purposeof research.

In the present study, dften felt conflictedwhenco-researcherseferredto me asa
friend. Onthe onehand I felt it wasimportantto considerthe ethicsand potential hypocrisy
of denyingfriendshipto my researchcollaborators However,on the other handl also
struggledwith the challenge®f the responsibilityto supportthe continuationof these
relationships.Throughreflectionson the projectasawhole,| beganto recognisethat my
discomfortwasnot only due to the nature of theserelationshipsput alsodueto how these
relationshipamaybe perceivedl wasawarethat othersin the researchcommunitymayview
theserelationshigs negativelyor ashavingnegativeimplicationsfor co-researchersl was
particularly concerned with ceesearchers feeling that the relationships developed in the
dGdzRe8 ¢gSNB y20G 3ISydzAiyS 2NE Ipdopléwvith lgamidgSy G KS

O«
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disabilities that | was avoiding the label of friendship due totheN® & S NOKSNBQ ARSYGAGA
adults with learning disabilities

My experience in the present study suggse$iat PAR fastracks close relationships
in research, due to the focus on collaboration, the amount of time spent wittesearchers
and the categorisation of eresearchers as equal/hile not all URs may be labelled as a
friend in collaborativéinclusive research, this seems almost inevitable when a key goal of
PAR is to develop trusting relationships in order to authentically collaborate with others. The
RSOSt 2LIYS¥iul ¢HI NOWQ yNB f | (initiesyhiaol/ddliddesearkhiskould 2 Y Y dz
thereforebe expectecand plannedfo® ' & L Y20 SR Ay Y& NBASEHNODK RAI NE
work to ensure caesearchers feel they are your equals, you cannot be too surprised when
GKSe 06S3Ay (2 GNBI (G & aedealchers Begah totabeltnieGNB T2 NB X 6 KSy
friend, | did not deg or reject this label. | have cantiedto maintain contact with ce
researchersin both a professional and social capaacityg(by attending a caesearche® art
exhibitionalongside PPA staffind attending social events run by PPA for staff and
participants).However, a with any longerm relationship, | put boundaries in place to
manage the expectations of @esearchersDuring the researcH attempted to manage my
role as a supportéfriend by working closely with PPA to ensuhat responsibility foithe
welfare of ceresearchers was shared. Before the project began, we also developed a plan for
managing disclosures and concerns about welfare, which | referred to and utilised
throughout the project. | also createdorkinghours, where caesearchers were free to
contact me to discuss the project or to ask any questions they may have. This ensured that
any contact outside of research sessions was at appropriate times of the day, without
removing opportunities for contact altogethdralso advocatd for the place of research
activities within PPA, to support continued contact within the group (discussed further in the
next section). This ensured that the PRG (myself included) continued to have regular contact
in a professional capacity, with opportities for socialisig built into the design of the
project.

Through reflections on the way | managed relationships withesearchersl believe
there is no single correct way to approach close relationships in research. The nature of how
these relationships develop is influenced by the individuals involved, the context and
discipline of the research, the contact time betweenresearches andthe UR- Y R (G KS ! wQa
approach and perspective of losigrm relationships with caesearchers. How these
relationships arenanaged is crucial. To ensutet participatory research remains a positive
experience foall, URshould a) consider the nature of the relationships that they are

comfortable with prior to meeting with coesearchers, b) establish and communicate
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boundaries relating to these relationships at the beginning of the project and c¢) support co
researchers to consider and establish their own boundaries with regards to research
relationships.

Overall, the role of a supporter and friend was perhaps the most complex and
conflicting role | occupied in the projedt.is also possibly the most losigrm role in PAR, as
URs must be aware and willing to provide lgegm support to ceresearchers (either directly
or indirectly via partner organisations/signposting to support networks). Additionally, URs
should also be aware that contact with-oesearchers is likely to extd beyond the scope of
the project. This provides opportunities for lotgrm collaboration with researchers with
lived experience. However, it is important for URs to consider whether they have capacity to
commit their time and support to a community, before entering their livise topic of close
relationships within PAR therefore warrants further investigation, to ensure that co
researchers are protected and respected

Additionally, regardless of the research togitiRs should expect that aesearchers
may confide in them or disclose challenging and/or important concerns and prepare for how
they will handle these disclosurdsleally, support should be a shared endeavour, with co
researchers, URs and organisations offering and receiving support when required and
appropriate.As caresearchers grew in confidence and developed friendships editth
other, support became a shared responsibility between the group. Peer support was
particularly important for effective teamwork and was one of the key aspects of the project
thatcoNB & S+ NOKSNE NB T SO iASagrofpyweledmel yidle a®agttipS (i K N
than we would, ifs& L QR R 2y & JoirK @3By sYia¥irg $he Esponsibility for
support, this may reduce the sense of responsibility and pressure felt by URs to support the
wellbeing of ceresearchers alongside their additional research responsibilities. Indeed,
previous research has noted that providing a high level of supportt@searchers may be
emotionally taxing (Alexandra, 2017) and therefore has the potential to negatively impact
'waQ ¢StfoSAy3a OCQuBetitBetelisImitEdiraitingadd>Support m U @
available to participatory researchers to assist them in navigating the complex relationships
and roles within PAR. Future research should therefore consider the support needs of all

members of a participatory research team, includingeseachers and URs.

10.6 Being @& advocate

Acoreaspect of PAR is actiégdohnson & Walmsley, 20p&ndNind (2017) states that good
inclusive research should contribute to advocaky.important part of the role of a
participatory researcér isthereforeto facilitate changebased on the recommendations of

co-researchersAs with the role of a suppaet, the role of an advocate may also be
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considered as lonterm, whereby participatory researcheare (to some extent) responsible

for advocating for theshort andlong-term changethat coresearchers identifyfCo

NEaSFHNOKSNEQ | Ol A @S reSuledin tRegexliSayion that tharekareNS a S | NO K

inequalities in research that they wenmt previously aware of, such as issues vtith
payment of ceresearcherslimited accessible literature, lack of lotgrm research
opportunities for disabled coesearchers, and the exclusivity of academic spdeas
example,in cycle twq Ella shared her excitement being asked teanrite a blog for the

Universityof Leedsvebsite, demonstratindper disbelief at being invited to be a part of the

academic community aL Q@S yS@GSNI 320 GKS 2LILIRNIdzyAde

324 |+ OKIyOS wX8 GFft1Ay3a (G2 0KSXTheURYblIeAR
an advocate may therefore extend beyond the scope of the project, to advocating for change
to the research sector and broader systems which prevent inclusggareh practiceAn
opportunity of PAR is therefore that this approach can disrupt research practices, traditions
and processesvhich excludeunderrepresenteccommunities, with the UR playing a key role

in this(Pettican, 2022)in the present studyPARsupported the PRG tchallenge ideas

around who can be a researcher and what constitutes as an explegse ideas formed the

basis of the research comic book, which wasieiiten by the group and designed to

challenge misconceptions arouadults with learning disabilitiesvhile advocating for the
inclusion of diverse communities in research.

In the present study, | felt a sense of responsibilitgdtve problems raised by €o

researchers, even when these issues did not initially seem related to the research topic itself.

| 26 SOSNE | 1Se tSIENYyAYy3I FTNRBY (KAa LINR2SOi
with researchand learnings impacted by a range of everyday factors, which influence
accessibility overall (such as those discussed in se6t®A.9. Disabled people, particularly
disabled researchers, are best placed to identify the walgging barriers to their
engagement in research. However, URs have the opportunity to useetk@rienceand
positionto challenge research processes, systems and communities to be a more inclusive
spaces for researchers wittearningdisabilities

My role as an advocate included working with PPA to developeasearch culture of
the organisation anansure that there would be lonterm opportunities for ceresearchers
to share their views, with or without my involvemerithese ongoing conversations with PPA
regarding their relationship with research contributed to the formation of a Steering Gtoup

I YR tt ‘tefiicoringtyieht to seeking out additional research opportunities for the

14 PPA had intended to createSeering Group prior to this projectHowever conversations with the
PRGhighlightedco-NB a S I NalgeBNidtefest in sharing their views and shaping the future of the
organisation whichserved as a catalyst for the development of this group.

G2 arft
0St ASOS
gl a GaKI
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PRG to be involved witfThese includethe development of Buddy Training and a project
funded by The Young FoundatidnA (Makirig) Rééearch Accessiighich soght to

explore ways of making research more accessible and inclusiadudis with learning

disabilities

10.7 Being you

Asa participatoryresearcheiit canbe challenginganduncomfortableto identify andreflect
onyour personalrole in research(i.e.,the characteristicghat you specificallybring to the
project, whichmayinfluencethe researchexperienceand atmosphere)lndeed,Walmsley
(2004)arguesthat the rolesof the non-disabledresearchesin inclusiveresearchd K | b@eh
hiddenand2 6 & O @685 Ehiswasalsothe casein the presentstudy,asl initially
undervaluedmy personalrole in the project. An exampleof this is my analyse of the co-
researcher§final interviewsandreflectionson the project. | noted that membersof the
groupexpressed desireto continueconductingresearchandthat URsmayplayan
important role in supportingthis. However,asdiscussedn section3.5.3 the external
researchemwho validatedthesedataidentified not only the importanceof the UR but the
importanceof who the URis. Indeed,the externalresearchemoted that co-researcher®
relationships with researchwasmitigated by their relationshipwith me. Forexample when
describingtheir interestin continuingtheir engagementvith researchthis wasoften
conditionalon my continuedinvolvementin future projectswith the PRQd ¢ 8 2 yiv@nito
leaveé 2 dZfraceyC3J. It isthereforeimportant for URsto activelyreflect on their personal
role in the project, sincethis mayhavea directimpacton co-researcherfexperiencesvithin
the project.

Additionally,sincePARoften involvesvulnerablepeopleit is crucialfor URsto
evaluatethe positiveand negativeimpactof their personalcharacteristicand skillsin order
to avoidproblematicand/or tokenisticresearchcollaborations Despitethis, there are several
reasonswhy it maybe challengingor URsto acknowledgeheir personalrole in participatory
researchMy reflectionsfrom the presentstudyrevealedthree keychallengego
acknowledgingny role in the project, thesewere: awkwardnessurroundingthe
individualsation of the URBrole, closenesso the projectand¥ Y I {3ALYE For &@luded
voices.

Firstly,sincea keygoalof PARsto work alongsideco-researcherasequals,
distinguishingnyselfand my role in the projectfrom my co-researchersnitially felt
counterintuitiveandat oddswith the aims andapproachof the project. Forexample )|

initially reflectedon the relationshipsdevelopedbroadlywithin the PRGwithout specifically



29¢

acknowledginghe co-NB & S | dbtioSsNifi vath me. However asidentified throughthe
datavalidationprocessthet w Dréladionshipwith me specificallyinfluencedtheir
experiencewithin the projectand of researchmore generally Therefore while URsmayfeel
awkwardnesselatingto the individuali®d considerationof their role in the project, it is
important to specificallyexaminethe role(s)andimpactof the UR,sinceco-researcherand
URsbring different skills,experiencesind attributes to researchwhichfacilitate effective
collaboration.

Theclosenes®f the URto the project mayalsoimpacthow they viewthemselves
andreflect on their personalrole. Participatoryresearchersre often closelyconnectedwith
the researchtopic andwith co-researcherglLyngsnes, 20)6Asa memberof the research
team, | becamecloselyconnectedwith the researchandmy co-researchersandtherefore
foundit challengingo identify the impactof my role while the projectwasongoing.In
contrast the externalresearcherwho observedthe project/ dataasanoutsider,wasableto
clearlyidentify my personalrole in the project. Thishighlightsthe importanceof reflexive
practicethroughoutPARTimeand spacefrom the project, alongsideconcludingreflection
sessionsvith co-researchergsuchasthe in-personsessiordescribedn section6.3.1.J),
supportedmeto reflecton myrole in the project more objectively

Finally non-disabledresearchersn particularmayfeel that they needto reducethe
focuson themselvesandtheir personalrole in PARjn orderto WY I § LS for 8liabledco-
researchersin the present studymy attemptsto minimizehierarchyin the projectresulted
in me removingmyselffrom the narrativeto makespacefor the voices of the PRGHowever,
in doingso, | initially neglectedto identify the importanceof the relationshipsthat |
developedwith PRGandthe impactof this on their experience®f this projectandon their
viewsof researchmore generally Minimising the role of the URtherefore risksminimising
the humanelementof PARwhichisreliant on trusting relationshipsbetweenthosewho are
ordinarilyexcludedfrom researchandthosewithin the researchworld. Throughreflections
onthe projectasawhole, it becameclearthat it wasnot possiblenor helpfulto completely
removemyselffrom the project. Indeed,asa memberof the researchteam, | too becamea
subjectof research.Therefore rather than viewingmy personalimpactin the researchas
removingfocusfrom co-researchers| beganto understandmy personalrole in the projectas
necessaryn orderto supportandamplifythe experience®of the PRG.

Thecharacteristicof a participatoryresearchemaybe particularlyimportant when
developinga collaborativeresearchteam with individualswho are ordinarily excludedfrom
researchMayan& Daum(2015)note that the personalqualitiesof URscansupportthe

crucialdevelopmentof relationshipdn participatoryresearch.Thepersonalcharacteristicof
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URsmayalsoimpactco-researcher€andcommunityLJ: NJi ilfnjde<o collaborate
and/or sharetheir experiencesindeed,int A y (2@0)i@vestigationof collaborationin
publichealthresearchcommunity-basedorganisationsdentified characteristicof
researchersvhichmadethem preferableto work with, includinga S E LJSaNdilabikitydurk
sociala 1 A(p.942).Reflectionson my personalcharacteristicsapproachandskills
throughoutthe project, alongsiddeedbackirom the PRGegardingwhat they valuedin
researchcollaborators revealedwhich of theseattributes supportedeffective PARwith
adultswith learningdisabilitiesin the contextof the presentstudy*.
Personalcharacteristicsvhichwere identified assupportingthe presentstudy
includedbeingfriendly, operrminded, transparentand patient. Sharedunderstandingalso
supportedcoNEB & S | Nig&gEmMeAihe project by developingtrust within the group
andreducingbarriersrelatingto the coNB a S | Mag#&tiGepeEceptionsof non-disabled

people.AsTraceydiscussedn cyclethree:

L Qr@&rseenanormalpersonwith no disability, like yourself,more interestedin working
with disabilitypeople.| think L Qgdt$nore understandingunderstandingof you, than | haveof
anothernormalperson,doesthat makesense?

Many of thesepersonalcharacteristicsvere alsodiscussedn relation to accessiblgeoplein
cyclethree (seetable 9). Thet w Dd@s&riptionof accessibl@eoplemaytherefore provide
additionalguidanceconcerninghe attributes of URswhichmay supportaninclusive
researchenvironment.lt mayalsobe importantto considerhow thesecharacteristicselate
to attributes andvaluesof the partnerorganisationin the project. Mirroring the valuesof
PPAandthe characteristicof PPAstaff, who were identified astrusted individuals,
supportedthe developmentof trusting relationshipsand effectiveteamwork. Thisconfirms
the significanceof early conversationswith potential partner organisationsto ensurethat
the valuesof URsand communitypartnersare aligned.

What constitutesasdesirablecharacteristicof URsmay dependon the context of
the researchandtherefore the approachto researchandco-researchersMy approachin

this project centredaroundbeingflexible,receptiveto the ideasof co-researchersbeing

15This is not to say that | was always successful in my personal approach to the project. My
involvement in the present study was, as previously discussed, as much of a learning experience for
myself as it was for cresearchers. In some cases, the idertifion of these characteristics, skills and
experiences as important for effective research were identified through the absence of these qualities.
For example, transparency was identified as an important characteristic of URs in response to my own
lack oftransparency relating to academic literature (discussed in sedfioB. Therefore, this section

does not intend to suggest that my personal role in the progetayssupported effective

collaboration. Rather, | aim to share my learnings from the present study regarding what personal
qualities, approaches and experiences supported PAR in the context of this project.
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preparedto learn (andapplythis learningwithin the project),andto be reflective(including
acknowledgingnd challengingvhere my own assumptionsaand biasesmayimpactthe
research) Whiletheseapproachego researchmaybe consideredascorefeaturesof PAR,
activelymodellinginclusiveapproacheso researchwaschallengingn practice,particularly
whennegotiatingbarriersto inclusiveresearch suchasthe limited time period of a PhD the
Covid19 pandemic.andinaccessibleesourcesandresearchprocesses.

Theapproachto the researchmayalsobe impactedby the | w @@erienceand skills
Inthe presentstudy, my prior experienceof workingwith adultswith learningdisabilities of
variedmethodsof communicationand of adaptingresearchmethodsand processeso be
more inclusivesupportedthe developmentof relationshipsandthe inclusivityof the
research Asnoted by the PRGn chapter6, accessiblgpeoplewere crucialwhen facilitating
inclusiveenvironments A core feature of accessiblgpeoplewasan understandingof learning
disabilities It istherefore crucialfor URsto build time into the researchdesignto getto know
the communitiesthey are workingwith andto developreciprocalunderstandingwith co-
researchers

Overall,it iscrucialto acknowledgehe potential for the URR personalrole in the
projectto havea positive (andtherefore potentially negative)effect on the relationships
developedwith co-researchersandtherefore the succes®f PAR Considerationof the
personalrole of aresearcheiis areflexivetool, whichURsmayuseto examinethe personal
nature of the relationshipswithin PARandtheir own qualities,skillsand experienceghat
supporttheserelationshipsldentificationof the characteristicof participatoryresearchers
mayaid the developmentof guidanceandtrainingto supportURsto developskillsasa

participatoryresearcters, thus facilitatingmore equitableresearch.



301

11 Conclusions

Thisthesis sought to address three overarching aiiirfse first aimwas toidentify the
outcomes ofengagement with arthased learning foadults with learning disabilitiedy
exploringco-researcher€experiences at PP&ectionll.1will overview the conclusions and
key insightgegardingthe facilitationof inclusive creative learning environments #atults
with learning disabilitiesThe second and third aino$ this projectrelate to the process of
conducting PAR researghth adults with learning disabilitieAim two was to utilise a PAR
approachto explore and capturadults with learning disabilite Q SELISNA Sy 0S &
arts-based learningAim threeexplored the outcomes of engagement in PAR from the
perspective of caesearchers and the nedisabled researcheGectionl1.2will overview the
conclusionsgelating to these aimshyconsideing the impact ofthe PARapproach on the
project, co-researchers and the UEach conclusion section below will also consider the
limitations of the study and suggest avenues for future research. Figaign the focus on
action and social change within this projeeicommendationdased on tle findings othe

researchare presentedn section 11.3.

11.1 Conclusions for inclusivaats-basedlearning eperiences

The artsbhased learning experiences adults with learning disabilitidlsave rarely been
explored. Therefore, the present study makes a valuable contribution to the literature by
centralising the views and experiences of adedtrners withlearning disabilitiesThrough
three themedcycles of research, the PR&plored their experiences of learning at PPA and
identified the outcomes of engagement with inclusive aresed learning.

Cycle one (peoplehighlighiedthe importance of people and the various roles they
play in supportingdults with learning disabilitie® accessnclusivelearning opportunities.
Through identification of the characteristics of tHerple PatchfamilyQcycle one
demonstrates the importance of familiarity amgnsistency, shared interests and identities,
support, acceptance and belonging aathck of perceived hierarchy in fosteg an effective
social learning environment. These findings, alongside theesearcher€accounts of
negative experiences with netlisabled people, demonstrate the responsibilities and impact
(both positive and negative) of people on the learning experienceslalts with learning
disabilities The results of cycle one therefore have implicatimrsorganisations working
with adults with learning disabilitiesvhich aim to foster the development of meaningful,
trusting relationships between stadind participants.The present study suggests that social
learning opportunities, which centralise collaboration and thecosating of knowledge may

be particularly beneficial fardults with learning disabilitiewho may have reduced access to
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social opportunities and networks.

Additionally, tiroughexploration ofthe environmental and structurdéatures of
PPAthe present study demonstrates thmportance of a londerm, semistructured
approach tdearning opportunities foadults with learninglisabilities This is in contrast to
many of the preexisting learning programmes currently availableatlults with learning
disabilities which are mainly shottierm, structured and focused on the acquirement of
specific skillsBjornsdaotti, 2016; Brown et al., 2011; Rodriguez Herrero et al.,)20ke
present study suggests thatdditional longterm learning opportunities would enhance the
learningprovisionfor adults with learning disabilities

Cycle two (arts and varietydemonstrated the effectiveness of artbased, active and
theme-based learning approachéas facilitating inclusive learning experiences daiults with
learning disabilitiesFeatures of artdasedactivities,(in particular their adaptability,fewer
rules,lack of competitiveness amapportunities for individuality)were considered to aid the
inclusivity of learning for thadults with learning disabilitieI he results of cycle two have
implications for facilitators and educatqgrsho may wish to consider utilising aitbesed
approaches to support inclusivearningexperiencesHowevet this cyclealsoindicated that
the attitude and approach of the learning organisation shapfesllearning experiences of €0
researchers and therefore artsasedcreative pproaches alone did not ensure inclusive
learningexperiences.

Finally, cycle three (accessibility and suppaoggognisel the ways in which
accessibility and support influeneglults with learning disabilité €xperiences of learning.
Four key aspects of accessibility influentieel learning environmentghysicaR¥ansportQ
Wostand Yesources, information, and O (1 A @A ditianallaxange of factors influenced
accessibility, such as location, ease of acasggectivity, contextandparticularlypeople.
The results of cycle three have implications for any organisations workingdudks with
learning disabilitiesvho wish to evaluat®r improvethe accessibility of their service&n
important finding from this cycle is that perceptions of inaccessibility had the potential to be
just as much of a barrido learning as thdactors influencingccesility listedabove even
whentheseperceptions were wrong. Perceptions of accessibility vakreelopedthrough
direct experience (including past negative and positive experiences of learning) and
information provided by others. However, the trustworthiness of the souhee provided
this information impacted how coesearchers interpreted it. This was due toresearcherQ
past experiences of inaccurate information and/or their expectations of accessibility
contrasting to the realities of accessibiliyeveloping trust wthin the community, by

providing clear and accurate informatipmhich corresponds tadults with learning
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disabilitie€experiences may support engagement with learning experierfesessible
people, in particular, were a significant mediating faatdren establishing inclusive learning
environments Thesdndividualsinfluenced the learningatmosphere, accessibility of the
learning experiencand overalkenjoymentof learning Greaterunderstanding of the qualities
of accessible people may influence hiring practices of support staff and facilitators within
learning organisations and indeed any organisation that supgattdts with learning
disabilities

The present study suggests that engagement with inclusive creative learning
opportunities facilitatel a range of positive outcomes fadults with learning disabilities
including increased social networkenhancedwellbeing,inclusivelearningexperiences,
personalgrowth, and opportunities foradvocacy These outcomes may directly address the
barriers faced bydults with learning disabilitieis everyday life, such as social isolation
(Mencap, 201B), poor psychological wellbeing (Ali et al., 2012) and reduced access to leisure
and learning activitiesJopestake et al., 2014)h& present study therefore advocates for the
development of additional inclusive learning programiwggortunities, to supporadults
with learningdisabilities in theilobngoing personal and professional development and overall
quality of life.

Exploration of thaunderlying mechanismsvhich supported the outcomesf
engagemenPPAsuggesthat inclusive learning opportunities were underpinned by: the
creation of a safe space for learning to take place (through the development of trust in
people and the organisation); balancing freedom and choice with structure and routine;
supporting learers to reach their maximum potential and effpprovidingvaried
approaches to learning and valuing the participant vdigdistening to and responding to
learner feedback. Understanding these mechanisms provides an insight intmblosive
learning experiences may be developed and maintained. The present study makes a valuable
contribution to our understanding of the components of inclusive learning environments
from the perspective cddults with learning disabilitie he findings of this research
therefore haveimplications folearning organisationsvhich may wish todevelop their

practice and support inclusive learning experiences

11.1.1 Limitations andecommendations fofuture researchconcerning inclusive learning
experiences

The involvement of PPA participants asresearchers in the present stuglyovided a direct

first-person account of thie experiences at PRPAlowever, the limited number of eo

researchers, and therefore the limited viewpoints involved in the study may be considered as
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a limitation of this research. The small cohort ofresearchers is a direct reflection of the
challenges of PARliscussed further in section 11.2.0acresearchers required individual
support, and due to the online nature of the projaéttvas not possible to involve a larger
group of ceresearchers since this would have negatively LJ- OG SR GKS t wDQa
their views during Zoom sessions. Future research investigating the inclusive learning
experiences o&dults with learning disabilitiesould considercollaborating witha core team

of coresearchers to design and implement the study, while also recruiting additional service
users as participants (for example, by using an adapted peer researcher; Hopéins et al.,
2022). While it was important to understand the experiences of those who attenst

based learninggrogrammes, it may also be important to understand the perceptions of those
who do not attend Future resears investigatingvhy adults with learning disabilitiemay

not attend inclusive learning opportunities would be usefioit understandinghe barriers

and motivators for attendance at organisations such as.&Pdater understanding of the
experiences of individuals who do not engage with lifelong learning may support the
redudion of barriers to inclusive learning opportunities. Additionally, the present study only
investigatal the experiences addults with learning disabilitiegttending one inclusive

learning programme (PPA). The time required to develop and sustain the present study
meant that it was not possible to involvaultiple learning programmes within this doctoral
project. However, comparison with other inclusive learning programmes would strengthen

the study andallow for further exploration of best practicgithin these organisations.

11.2 Conclusions for the PAR approach

The present studutilised a PARapproachto explore the inclusivarts-basedlearning
experiences ofdults with learning disabilitieBy recruitingadults with learning disabilities
as coeresearchers, wo were actively involved in the design, implementation and
dissemination of the study, the project demonstrates the potential for collaboration with
communities who are ordinarily excluded from researthis project echoes the findings of
previous researchwhich suggest thathe active involement ofadults with learning
disabilitiesresults in meaningful ancklevantresearch, which benefithe community
(Wright, 202). In a society wheradults with learning disabilitiesre excluded and
underestimatedOliver & Sapey, 1983he findings of this researctiemonstratethat adults
with learning disabilitiesan enrich research projects through their varied expertise,
experiences and perspectiveBhe present study therefore seeks to challenge ideas and

misconceptions surrounding who can be a researcher, and who research is for.

FoAf Al
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Throughout the researgla range of adaptedndarts-based method&nalytical
techniques were used to capture cesearcher&xperiences. The present studyggests
that, despite the online setting of the researcheative and artdbased methods were
effective in supporting coesearcher&ngagement in all stages of the projedtditionally,
the PRG were involved with the design of new rele@S Y SGK2R&a 6 0KS WLYy Y
described in sectiof.2.1.9 and the cecreation ofaresearch comic as a creative and
accessible research outputhisdemonstraesthe potential for PAR approaches to contribute
to the development of inclusive research methods and outpiiie present study therefore
has implications for researchers who may wish to utilise creative;based approaches to
involve diverse communities in research.

This thesis began by noting the lack of learning opportunitieadaits withlearning
disabilities In keeping with previous PAR (Nind, 28)14he present study suggests that
engagement with PAR can be a valuable learning experience for both disabledrand
disabled researcher&ngagement with the present study provided learning opportunities for
the UR, to further understand the lived experiencesdfilts with learning disabilities
Additionally,co-researchers reported varied outcomes from their engagement with the
project, including the development of research specific skilkErsonal development
(including increased confidence, independence and communication skills), increased social
relationships and support networks and the development of research identities. Finally, co
researchers reported that engagement with the prdjeeduced the negative impact of
Covid19, such as social isolation and boreddrhefindings of this project suggest that PAR
may provide a valuable and valued learning experiencadaits with learning disabilities
while improving access to and paipiation in research for individuals with lived experience
of disability However, currenbpportunities foradults with learning disabilitiet® develop
research skills and experiences are often contained withinrafhparticipatory projects,
which are predominantly initiated by nedisabled peopldésuch as the present studyJhere
are therefore few sustainable opportunities fadults with learning disabilitie® chooseto
develop the skills they need to directly influence, engage with and lead research. Future
research should therefore consider the development of sustainable and accessible
opportunities foradults with learning disabilitiet® develop research skills, so that more
individuals from this community can share their expertise and experiences.

Previous research has drawn parallels between inclusive education and inclusive
research (Nind, 2014bif we consider PAR as an example of an inclusive learning
envronment, then the mechanisms identified in the present study as fostering inclusive

learning (discusseith section 8.5 may also apply tnclusivePARwith adults with learning
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disabilities These mechanisms may therefore provide researchersoaganisations with
guidance concerning how to support learning within the context of PABthansimilarity
between inclusive approaches to reseasid inclusive learning the role of people. Just as
LIS2LX S 6SNB NBLRNISR (2 Ay¥FtdsSyOS GKS fSFENYyAy3 Sy
identified as multifaceted and crucial for effective PARersonal characteristics of the UR,
which support effective collaborative researahkere brought to the foreéhrough the present
study. It is interesting to note that many of these characteristics, including being friendly,
opertminded transparent and understandingiere also discussed in relation to accessible
people within learning environment3het w Dd@s&riptionof accessiblgpeoplemay
therefore provideguidanceconcerninghe requiredattributes and skillsof URgorganisations
who wishto facilitate PAR Futureresearchcould considerhow the identified characteristics
of participatoryresearchersnayinfluencetraining designedo developthe participatory
skillsof URs.

11.2.1 Limitationsandrecommendationdor future researchrelatingto PAR
ThePAR approach employed in the present study supportetesearchers to share their
views and experiencesioweverijt is important to consider the limitations of this project
which specifically relat® this approach Firstly, while efforts weremade to ensure that co
researchers were equally involved in all aspects of the stsmipe stages of the project were
less participatoryghan others In particularthe analysis stagmay be considered as the least
participatory, as ceresearchers were not able to analyse all ddtais was mainly due to the
time-constraints of doctoratesearch andhighlights the need for additional time when
conducting PAR tsupportthe involvement of caesearchers in all stages of the project.
Additionally, the impacof Covid19 andthe online nature of the project limited what
creative methods and activities were possible, alongside who could be recruited to
participate in the studyMoreover, the online context of the research presented challenges
whenattempting to communicate with groups on Zooirhe reliance on proficiency with a
computer or tablet (and/or support from parents/carers) restricted who could be a
researcher, and highlights the importance of digital skillsaftults with learning disabilities
¢tKS WSYRQ 2F GKS NBaSINOK gl & I LI NOAOdz I NXY &
exacerbated by the lack of guidance concerning how to end PAdRpresent study directly
addresses the lack of transparency concerning this important states s&searchby
providing a detailed overview of the approach to ending pneject (see chapter 7)
Howevergreater focus is needed on the practicalities and ethics of ending PAR projects, to

ensure that the removal of thesesearch andearning opportunities desnot result in
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negative implications for ceesearchersL y I RRNB & & A y JA yileBesearéhizS a 2 F
UR worked with PPA to support the development of further research opportunities and
projectswith co-researchersthus establishing a sustainable research culture, which now
F2N¥YA& Yy AYLRNIFYd LINLG 2F GKS 2NAFYyAaldiA2yQ
demonstrates the potential for PAR I@ave longlastingimpactin the local community

Finally despite the inclusive aims of PAR, a range of barriers to research still remain.
Issueghat impacted the accessibility and inclusivity of the project inclutihedack of:
accessible literature/research outpuytinancial or official recognitigrreadily available
research training andccess taesearch spaces. Attempting to combat some of these issues
(e.g.by creatingeasy readiterature and supporting the creation of an accessible research
O2YAOUL Ffaz2 LI OSR I &idN} Ay -rasfictdd Gr§ectFuu®@e G A YS
research shouldim to addresshe barriers faced bgo-researchers with learning disabilities

in order to diversify the research sector apbmote truly inclusive research.

11.3 Recommendations

The present stuél @Fosen approach (PAR) focuses on the opportunity for research to
generate action and social change, which benefits the community involved. The following
sections overview recommendations for key stakeholdelating to the present study:

inclusive learning programmasrganisationsresearchers and organisations undertaking PAR
and the research sector as a whole. These recommendations were collated by the UR, based
on ther reflections and the research of tHeRG. It is hoped that these recommendatiaomey
support the development of additional inclusive learning and inclusive research opportunities

for adults with learning disabilities

11.3.1 Recommendations for inclusive learning programmes
The present study makes the following recommendations for inclusive learning programmes

for adults with learning disabilities

91 Provide clear and accessible informatioBurrent and accurate information is key to
encouraging attendance and facilitating trust in learning organisationgarticular,
information concerning the accessibility of programmes is required to eresiuts
with learning disabilitiefeel comfortable to attend learning experiences. Information
should be designed fand withadults with learning disabilitiesind therefore
provided in a variety of formats.

9 Prioritise creating a safe space for learnetsclusive learning programmes should

ensure thatthe learning environment is physically, emotionally and socially
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accessible/safe for participants. Initiatives such as buddy schemes may support the
development of sacial relationships and promote a welcoming and supportive
atmosphere.

1 Support learners to reach their mamum effort. Support within inclusive learning
environments should be tailored, persaentredr YR ¥20dza 2y Wg2NJ Ay3A Al
learners to ensure they receive the support they nesd want.

1 Embody accessible peopléccessible people are a key component of inclusive
learning programmes. It is therefore important for staff within these programmes to
embody the characteristics of accessible pedpkxe sectior6.3.2.2.5.). Training
(ideally developed by/in collaboration witidults with learning disabilitigon how
to be an accessible person may support the development of these skills.

1 Balance freedom and structurd?roviding choice within inclusive learning
environments €.g.through choice of activity, medium, approach) supports learf@ers
autonomy and facilitates feelings of freedom. However, structerg.{ixed session
times, predetermined themes or regularly occurring activities) supports leafers
wellbeing and sense of routine. Balancing these elements fosters flexible yet
supportive inclusive learning environments.

1 Utilise varied approacheto learning.Regardless of the learning content and/or
topics, inclusive learning programmes should aim to incorporate varied approaches
to learning, which account for the varied needs and interests of learners.
Collaborative, practical and social approaclezsihing whichare aimed at adults,
may support engagement.

1 Gather feedback from service userSvaluation of inclusive learning programmes
should focus on capturing the participant voice. Meaningful evaluatidich isco-
designed withservice users, winsurethat evaluations are asking the right

guestions of the right people.

11.3.2 Recommendations for PABsearchers

The present study makes the following recommendations regarding undertaking effective
PAR withadults with learning disabilitiesThese recommendations may therefore have
implications for researchers and/or organisations hoping to utilise PAR to work

collaboratively withadults with learning disabilities

1 Transparency is keyDpen and honest conversatioase needed throughout PAR.

may be tempting to avoitalking toco-researchers with learning disabilitiabout
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complexand/or potentialy uncomfortable topics concerning theften) inaccessible
nature of researchHoweverthese conversations arerucial in order to build an
accurate picture of researcBeing honest with caesearchers about the challenges

of PAR may facilitate creative solutions to these challenges.

Plan for flexibility. PAR approaches can be timensumingA flexible approach is
therefore necessary to ensure that-tesearchers are able to influence the course of
the research Additionally, since PAR projects may provide opportunities for the
development of social networks fadults with learning disabilitiesdditional time

may be required to allow for the social element of PAR.

Plan for the end The end of PAR can be an uncomfortable and challenging time for
coresearchers and URs. Consider how you will manage the end of the project from
the beginning (including factors such as: providing ongoing support for co
researchers and signposting, wheresgible, toadditionalresearch opportunities

The process of ending the project may also be supported by directly invaldints

with learning disabilitiein these decisionand once again, being transparent about
the reasons why research ends.

Prioritise relationships The development of trusting relationshifggrtnerships
(between ceresearchersURsand organisations) is crucial in order to facilitate
effective PAR. Wishould therefore allow plenty of time to establish and build these
NBflFdA2yaKALIA® 9YO02ReAy3a (GKS OKI NI OGSNRaAI
development of truswith co-researchers.

Consideryour current and future role in the projectThe nature of PRmeans that
coresearchers and URs will fill many roles in the research. Some of these roles will be
familiar and others may be unfamiliar or uncomfortadliRs should expect thétey
may eventually fill important roles in the lives of-msearchers and be prepared for
this eventualityprior to undertakingPAR.

Ensuresupport is availablePAR can be an emotionally challenging experience for all
stakeholders. Ensure that @esearchers have access to support (aside from the UR)
throughout theproject, by agreeing a welfare plan with partner organisations or
signposting caesearchers to relevant support. Additionally, URs/organisations
conducting research should consider their own support needs and not underestimate
the emotionalimpact of undertaking PAR.

Foster an inclusive learning environmerfRecommendations above concerning
inclusive learning environments may also apply to inclusive research settings. UR

could therefore consider these mechanisms when establishing PAR projects. For
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example, by: establishingsaferesearchspace providing freedom within structure
offering varied approaches to learning about/engaging with reseasapporting ce
researchersn ways thatallow them to reach their maximum effort andluingand

celebraingthe voices/contributions of coesearchers.

11.3.3 Recommendations for the research sector
Alongside recommendations for the involvementagfults with learning disabilities PAR,
the present study makes the following recommendations for the research sector more

generally, to support inclusive research practices, processes and policies:

9 Accessible publications are requirett.is important foracademigublishergURsto
recognise that the format in which they publish research sends a direct message
concerning who research is for and who is welcome in the research community.
More accessible publication formats.§.videos,easy readlocuments and creative
outputssuch as illustrations and comictjould be encouraged and supported.
Additionally, 8 journals should consider the implementation of accessédsy read
summaries as standard.

i Ethics committees should collaborate with PAR researchémstitutional ethics
committees should work in partnership with participatory researchers to develop
ethics processes and procedures which a) recognise the specific ethical challenges of
PAR and b) support URs and disabledesgarchers to collaborate as soon as
possille, while still ensuring that vulnerable people are protected. Ideally, ethical
procedures should also be accessible to disabletesearchers to ensure that they
are not excluded from this important stage of the research

1 FRair compensations needed Researchers and researitstitutionsshould consider
methods of providindair compensation and recognition of the work of co
researchers in PAR projects. For example, through the development of initititates
officially recognise the contributions and skills ofresearchers and the impact of
their involvement in research on the research seckrrtherresearchwhich
addresses the challenges associated with the payment of researchera \eénning
disability, is needed.

1 Longterm research opportunitiedor adults with learning disabilitieshould be
investigated.

Longterm and sustainable opportunities fadults with learning disabilitie®
undertake research and learn research skills are needed in order to foster a more

diverse and inclusive research communRyojects which actively seek to address
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these issues collaboration withadults withlearning disabilitiegre therefore

required.
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Appendices

Appendix A: Ethical approval and application

Hi Melissa,

FAHC19-078 Amendment May 2020 / Exploring the outcomes of participation in inclusive
creative arts programmes for people with learning disabilities and/or autism

Thank you for submitting your amendment documents related to the above application.

| am pleased to inform you that your documents have been reviewed by the AHC Committee and |
can confirm a favourable ethical opinion based on the documentation received at date of this email.
Reviewers commented:

‘The risks and challenges of this project are considerable (as was noted in the response to the first
iteration of the project); however, they have, once again, been anticipated and where possible
mitigated with tremendous care and lucidity. The community benefit are clear and provide significant
counterweight to burdens and risks of PAR work in the field. On this basis it would be possible to
approve this project; but it is hard not to be struck when reading these meticulous and thoughtful
forms of the amount of work that the researcher has devoted to the project, and to worry, if only a
little, about the amount of work and commitment they expect from others at a time of national crisis.

Regarding the use of technology — this seems appropriate and clearly articulated, though | was struck
by the reappearance (so it seemed to me) of the Dictaphone as a means of capturing participant
responses. Is this a better solution that the record functions of some social media and communication
platforms, which might produce data in ways easier to store?’

Please retain this email as evidence of approval in your study file.
If you need this confirmation in a letter form (for an external funder for example) then please let me
know.

Please notify the committee if you intend to make any further amendments to the original research as
submitted and approved to date. This includes recruitment methodology; all changes must receive
ethical approval prior to implementation. Please see

http://ris.leeds.ac.uk/downloads/download/179/amendment form or contact the Research Ethics &
Governance Administrator for further information (ahcresearchethics @leeds.ac.uk) if required.

Ethics approval does not infer you have the right of access to any member of staff or student or
documents and the premises of the University of Leeds. Nor does it imply any right of access to the
premises of any other organisation, including clinical areas. The committee takes no responsibility for
you gaining access to staff, students and/or premises prior to, during or following your research
activities.

Please note: You are expected to keep a record of all your approved documentation, as well as
documents such as sample consent forms, risk assessments and other documents relating to the
study. This should be kept in your study file, which should be readily available for audit purposes. You
will be given a two week notice period if your project is to be audited.

It is our policy to remind everyone that it is your responsibility to comply with Health and Safety, Data
Protection and any other legal and/or professional guidelines there may be.

If any of the above raises any questions then please do let me know. | would be very happy to help if
you do have any questions.

Best wishes,

Ethics application can be accessed
here: Appendix A
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