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Abstract

This thesis explores the nature of engagement in ogpation (meaningful activity) and the
different levels at which people with profound intellectualand multiple disabilities may
engage. Research suggests thrmany are poorly supported todo this meaningfully at
home. When through circumstances beyond their control, people do very little,
occupational injustice arguably results, impacting on physical and mental wellbeing and
quality of life.

Research evidene and theory from occupational therapy, occupational science and active
support underpins support for people to engage in occupations at home. Occupational
therapists claim to support people todo thisin complex situations, but exacthhow they

do it and whether it differs from other methods evidenced in the literature remains
unclear. Better understanding is needed of how to support people to engageways that
are authentic and meaningful.

Using a qualitative case study methodology from an interpretist and social

constructionist stance and multiple ethnographic methods (participant observation,
interviews and document analysis), | explored over one year, a single purposively selected
case. In this Esther, an occupational therapist, worked witklatt, Steve, Becky, Jane and
Harold, five people with severe and profound intellectual disabilities and their support
workers to increase their engagement irCavendish House

Data were analysed systematically using an emergeobding strategy, with NVivo
qualitative data analysis software to manage the process. Various formal first and second
cycle coding and categorising procedures were used, alongside more intuitive and
affective analysis (e.g. concept mapping).
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leadership cultures on engagement and characteristics of occupational therapy, which:
aimed to create and sustain cultural change; had a particular understanding of authentic
occupational engagement; and sought to worlith the staff team in a collaborative and
empowering way. Three vignettes, constructed from field notes and interview transcripts,
bring the case to life for the reader.

Unique contributions made include: (1) how creating stories using narrative reasonm

can propel occupational therapy towards a hoped for ending; (2) that authentic
engagement in occupation is possible for those with profound intellectual disabilities and
essentially means engaging in coccupations at a sensory level, without them neceasly
physicallydoing anything; (3) how occupational therapy sought to address occupational
injustices not only for those with profound intellectual disabilities, but also for those
supporting them, for whom role ambiguity risked burnout; and (4) how occpational
therapy sought to sustain a different way of supporting engagement by collaborating with
and empowering the staff team.
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suggested: (1) organisational culturanay impact on whether people are supported
effectively to engage in occupation; (2) recognising the level at which people can engage in
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relevant to people may not be fully understood; (4) occupational therapists should focus
on facilitating sustained cultural change in support of occupational engagement at home;
(5) narrative reasoning seems tdielp propel occupational therapy interventions towards
hoped for endings and may be facilitated bgpportunities for reflection.
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Implications are suggestedor occupational therapists and others working with people
with profound intellectual disabilitie s and others with high support needs and for
occupational therapy education.

Key words
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Cast of Charaders

Esther Occupational Therapist

Matt, Steve, Jane, Becky, People with severe/ profound intellectual

Harold disabilities living at Cavendish House

Mo Person with moderate intellectual disabilities also

living at Cavendish House

Sue Manager of Cavenigh House

Norma Assistant Manager of Cavendish House

Jean, Doug, Olly, Tracy, &l | Support Workers at Cavendish House
Paula, Gemma, Robert, Ding

lvan

Adam Community Intellectual Disability Nurse
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Chapter 1. INTRODUCTION

O0AT PI A xEOE POIT £ OT A ET OAI 1 AAOGOAT AT .
most disabled individuals in our community a relatively small, easily

identified group of people with undeniable needs for care and support.
$AOPEOA 8 OAOEI OO Ei PAEOI AT OOh DPAT BI A
and enjoy activities [but theyhave often not been provided with services to
adequately [enable thil3 8New models of providing services in a person

AAT OOAA xAU OET Ol A [(Masdl 2@ P3PAEOA T OO

Research evidence, expert opinion (such d&aising our Sightsthe document from

which Professor Jim- A1 O Avbrds @ré&taken) and my own personal experience

as a support worker and occupational therapist, all suggest that people with

profound intellectual and multiple disabilities may not always be weHlsupported

to engage in a rich variety of daily occupations. This despite what we know(e.g.

from Mansell and BeadleBrown 2012) about effective ways of providing support.

0OAT PI A6O OECEOO AOA AOCOAAI U ET £OET CAA E.
meaningful occupational lives(Whiteford 2000).

Some occupational theapists work specifically with adults and children with
intellectual disabilities and | explored the nature of their work in previous
researchcommissioned by the College of Occupational Therapidtisillywhite and
Haines 2010) It was apparent thathis work includes supporting people with
profound intellectual and multiple disabilities to engage more fully in activities,
including in their own self-care and domestic and leisure activities at home. With
only limited research evidence, however, this roleauld be better understood,

both in terms of what occupational therapists do and how that may differ from the

ways others, such as support workers, foster engagement.

This thesispresents research exploring the ways that an occupational therapist,
Esther,supported five people withsevere andprofound intellectual disabilities to
engage in occupationsn their home, Cavendish Housel useda qualitative case

study methodologyto investigate, over the course of a year, a single case of
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%OOEAOB3 O atl, Rdve, BeEkY, Bane and Harold and theople supporting

them.

| beginthis chapter by explaining the rationale forthe study before defining some

key terms and making clear my aims. | then outline the structure dfie thesis.

1.1 Rationale

| began working with adults with intellectual disabilities in 1993, initially
employed by a voluntary organisation as a support worker in a number of small
group homes. A major focus of my work then, before | had even heard of
occupational therapy and its concermwith meaningful occupation, wason how
those we supported spent their timez what they did all day long. As a support
worker, | loved involving people with severe and profound intellectual disabilities
as fully as possible in cooking, cleaning, sethreand leisure activitiesin their

homes, valuing even very partial participation in such ordinary activities.

Later from 2000, as an occupational therapist based in community teams for
people with intellectual disabilities, | often worked with people whohad far too

little to do in their days and witnessed the consequences of this on physical and
mental health, on level of skill and sometimes on behaviours which could become
self-injurious, or otherwise challenging. Throughout my work | have believed
passonately in the rights of people with intellectual disabilities to be fully part of
society and to have full and meaningful livesAs both a support worker and
occupational therapist, | gained great satisfaction from seeing people develop skills
and engag in activity in however small a way, finding it a joy to see people surpass

the expectations of others.

Over my time in this field, the philosophy underpinning service provision has

evolved and people with intellectual disabilities have become notably are

prominent in the Government policies of all four countries of the United Kingdom

(for example Department of Health 2009 in England) In the service in which |

worked in 1993, we spokel £ TG@®I1 A1l EOAOETI 16 AT A OOI AEAT OI 1A
(Wolfensberger ard National Institute on Mental Retardation 1972, Wolfensberger

1992). We evaluated the success of our service by the extent to which we enabled

18



ET AEOEAOAI O Fé AcdomplighrieBi{O'Blidh A99%) of community
presence, relationships, choicesompetence and respect. Over time, these ideas
have developedand four core values are now part of Government policy in
England, within Valuing Peoplg¢Department of Health 2001)and Valuing People
Now (Department of Health 2009)

1 Having the same humamightsas everyone else.

1 Independent livingthrough choice and control over the support needed to
go about daily life.

1 Having involvement in andcontrol of life decisions, with sufficient
information and support to understand options, implications and
conseqgJences.

71 Inclusion through support to participate fully in the community.

There is a particular focus invValuing People Now T OEAOET ¢ A 1 EZEAG
addressing needs related to health, housing, wky education and relationships);

on personalisation d services and on the relevance of these values @l people

with intellectual disabilities. My own experience suggests, however, that we are
nowhere near achieving this for everyonend thatthose with more complex needs

may be at particular risk of eyeriencing deprivation of meaningful activity or

marginalisation.

Occupational therapists work with people to promote health, prevent disability
and develop or maintain abilities(College of Occupational Therapists 2(H).
Ensuring a beneficial match betveen individual abilities, the demands of activities
and the environment, can maintain or improve function angrovide opportunities
for participation (Creek 2003). Current policy strongly favours mainstreanrather
than specialistservices meeting healthand social care needs wherever possible
(Department of Health 2009, College of Occupational Therapists 2013lherefore
an occupational therapist based irany service may work with someone with an
intellectual disability. Many needs are however necessdyimet by specialist

multi -disciplinary services, for example health and social care community teams
and teams in special education settings. This research, relates particularly to the

practice of occupational therapists based in such teams where they rawide
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roles supporting engagement in occupation and promoting independence and

community participation (College of Occupational Therapists 2013b)

My experience suggests that these occupational therapists do valuable work to

enhance the quality of lifeof people with intellectual disabilities, but there is little

research evidence documenting this. | will draw on key findings from my own

research into the nature of occupational therapy with people with intellectual

disabilities, including occupational E AOADEOOOS6 OOCCAOOET T OEAO
particularly important role in enabling those with complex needs to engage in their

occupations.
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1.2 Definitions of terms

Before framing the issue to be explored, clarification of some of the terminology

that | have ateady begun to use is necessary, in particular terms such as

OE1T OA1 1 AAOOAT AEOAAEI EOUS AT A OPOI & O1 A |

1.2.1 Learning disabilities

Various constructs have been used over the years to label the people that this
research conerns and there is debate about the appropriateness of different terms
(see for example Wehmeyer et al. 2008)Manyof these for example, mentally
retarded, educationally subnormal, or ineducable, would be regarded as offensive,
or at least of little utility today. Whichever term is currently in vogue, it remains a
social construction, of questionable use in accurately identifying those claimsto

represent, as | will go on to explain in 1.2.3

| have always used the termsearning disability or learn ing disabilities and
both are in common current usage in the United KingdonaJong the lines of the

generally accepted definition inValuing Peoplewhich refers to those adults who

have:
91 OOECI EXEAAT O1 U OAAOAAA AAEI BEafva O1 O
AT A 61 1 AAOT 1 Ax OEEiI | 6068
9! OOAAOAAA AAEI EOU O AiI pPA ETAADPAT AAT

1 Starting before adulthood, with a lasting effect on development
(Department of Health 2001, page 14)

This is broadly consistent with the World Health OrganizatiofWHO) definition
2001)1T £ | AT OAT OAOAOAAOEI T4 OA AT 1T AEOGEIT 1
of the mind, which is especially characterized by impairment of skills manifested

during the developmental period, which contribute to the overall level of

intelligence, i.eAT CT EOEOARh 1 AT COACAh 117 01 Oh AT A Ol
preferred learning disabilities to the oft OOA A Al OAOT AOGEOA OAOI O
AEEEEADOI OEAOG6h AOAT OEI OCE EO EO 11 A OEA

themselves may prefer to us€British Institute of Learning Disabilities 2011). Its

potential confusion with the unrelated group of people with specific learning
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difficulties such as dyslexia, where the difficulty is particular to an area or areas of
learning such as reading and writingGillberg et al. 2006) means that this term

can be unhelpful.

1.2.2 Intellectual disabilities
For reasons | will go on to explain, | intend, however, to adopt the alternative and
OutTiTuii 66 OAOI OET OAl 1 AAOOAT AEOAAEI EGEAOGe O

better with its social constructionist stance.

Wehmeyer et al (2008) emphasised the distinction between operational

definitions that define constructs in observable and measurable ways (to facilitate,

for example, diagnosis and classification); andonsitutive definitions that better

facilitate understandings of the theoretical underpinnings of the construct The

above WHOdefinition of learning disabilities emphasises an internal condition,

namely the deficits within the individual. It is operationalin nature. A more useful

AT T OOOOAO EO 1T A OEAO OA&EI AAOO AT ET AEOEAOAI

capacities (affected as they may be by cognitive impairment) and the context in

o

which they function, which fits with bio-psycho-social and interadionist models of
disability, such as the International Classification of Functioning, disability and
health (WHO 20018 4 E ktel@di@lidisafilies 6 EO ET AOAAOET Cl U AAE
used internationally, as it is felt to be more accurate and less easily dased. The

intellectual disability construct, whilst acknowledging the limitations in an

ET AEOEAOAI 60 ~£OT AOEIT 1 -dirhe@donafndt@e©dkidmanA £ AAOO

functioning (Wehmeyer et al. 2008) The American Association on Intellectual and

EA

O

Devdopmental Disabilities Association definition(2010) refers not just to

significant limitations in intellectual functioning and adaptive behaviour, but also

to health, participation and context. Rather than merely a defect in the person, the
disabilityreOEAAO ET OEA Z£EO AAOxAAT OEA DPAOOIT60 AA
which they function. It is less something that is fixed, but rather an individual

status within the world, which is actively negotiated, albeit from an unequal

position (Rapley 2004).
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1.2.3 Sacial construction of intellectual disability

| explain the social constructionist approach | have taken in this research and the
implications of thisin 4.3.1.2. The way that the definitions of learning or
intellectual disabilities cited in 1.2.1 and 1.2 are used in practice suggests that
they are oftenregarded as discreteconditions that people can clearly be said to
either have or not have rather than, as Whitaker (2008) points out, constructs
determined by a dividing line that has been placed at aapticular point on a
continuum: notably an intelligence quotient(IQ) of 70. Whitaker goes on teeport
high marginsof error in the measurement of bothlQ and adaptive functioning,
meaning that conclusions reached (particularly in the severe profound ranges of
cognitive impairment) can beof questionable accuracy. He concludes that
diagnosis of intellectual disability should be acknowledged as a matter of clinical

judgement and suggests the following as an alternative definition:

O! DPAOOI Tegarded fAat havidgAlintell€xtual disabilities] if they are

judged to be in need of community care or educational services due to a
failure to cope with the intellectual demands of their environment and

are suffering significah distress or are unable to take care of themselves

or their dependents or unable to protect themselves or their dependents
ACAET 60 OECT EAEAAT @08, EAOI 10 AgpiiE:

None of these definitions, however, give us real insigimito how the world is

experienced by diverse individuals with profound intellectual disabilities.

Simmons and Watson (2014) reviewed the substantial literature in this field, much

of which is informed by educational and behavioural psychology. They hilighted

how a discourse of deficits and barriers has othered peopleonstructingtheir

identity as bodies requiring treatment and leading to incomplete understanding of
whattheyAAT AT AT A AASE OOAIOCAGA OA M ADIOCDIADER ET C(
awayfi I ADEOOAI T 11T CEAAI (@~aA2008,(p.E34)ate Odeded. ] 3 E i
Such understandings do not come from definitions, buhay (at least partially) be

gainedfrom close relationships andntimate knowledge about individuals and

their lives.
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1.2.4 Complex needs

Individuals may have mild, moderate, severe or profound intellectual disabilities.
Some have a range of multiple or additional needs, sometimes referred to as
@omplex needs 6(Commission for Social Care Inspection 20095 term whichl

occasionally se in this thesis to refer to people:

1 Who have profound intellectual and multiple disabilities.

1 Whose intellectual disability is moderate or severe, but who have
additional physical or sensory disability, mental health or dementia.

1 Whose behaviour presens a challenge to services, by threatening
quality of life and/or physical safety of themselves or others and
which risks restrictive or aversive responses (Royal College of
Psychiatrists et al 2007).

1.2.5 Profound intellectual and multiple disabilities

There :ems not to be a single agreed definition of the term profound intellectual
and multiple disabilities, resulting ininconsistent identification of individuals.

This creates uncertainty, for example, as to whether different research using the
same terminology refers to the same peopléNakken and Vlaskamp 2007) Those
authors emphasis@l the importance of describing individuals clearly in

publications using operational definitionsand calledfor a clearer taxonomy.

In this research, | use the ternprofound intellectual and multiple disabilities
(PIMD) as defined by PMLD Network2009a) and Mansell(2010), though
generally shortening it toprofound intellectual disabilites  to enhance
readability 8 )y DOAEAO OEEO OAOI O OBOEAIOONKA OERA
expression used more commonly in the United Kingdom, concurring with others
(Nakken and Vlaskamp 2007, Pawlyn and Carnaby 2008)at it is more accurate.
This term refers to a heterogeneous group, described by Mansell (2010), axong
the mostdisabled and vulnerable amongst us and who have more than one
disability, the most significant of which is a profound intellectual disability. This
means an intelligence quotient otionally estimated at under 20, which is
estimatedto be five standard deiations from the norm (Pawlyn and Carnaby

2013) with consequent severeémpact onunderstanding and other cognitive skills.
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Some definitions(see e.g. Vlaskamp and Nakken 1998)clude a narrower focus

only on those also with severe or profoundnotor disability. Such physical

disability is at least verylikely along with possible sensory, complex health and

mental health needs. Manse(R2010) describes multiple disabilities, potentially

including:
O) i PAEOI AT OO 1T £ OEOEI T h EAADEI EPAUAAT |
AOOEOIi 8 -1 00 PAiPI A 8 AOA O1 AAT A O x,
complex health needs requiring extensive help. People with profound
ET OAT 1 AAOOAT AT A |1 061l OEPI A AEOAAEI EOEA
they typically have very iited understanding and express themselves
through nonverbal means, or at most through using a few words or symbols.
AEAU T EOAT OET x | Ei E®A0AP3R OEAAT AA | £ E

Communication may be limited to immediate needs and wants and understanding
of cause and effecis likely to be partial (Imray and Hinchcliffe 2012). These
additional needs (especially when combined with a lack of appropriate support)
may also affect behamur, for example selfinjury and people require significant

support in all aspects of daily life(Mansell 2010).

1.2.5.1 Prevalence

An understanding of the number of peoplavith intellectual disabilities in England
can be gained from estimates used to project adult needs and servicésstitute of
Public Care 2013)and research by Emersn et al. (2012). Figures are based both
on numbers known to GP and other services along with projected numbers in the
population. Although acknowledged to be estimates, these figures are sufficiently

accurate for current illustrative purposes.

The Englis adult population was estimated in 2012 to be 41,542,20(Qnstitute of

Public Care 2013) Emerson et al(2012) then estimated that 236,000 children

AT A wonmphnnn AAOI OO EAA OI AAOT ET Q0BEaOAAE] |
slightly higher figure of 979,275 adults. These figures are suggestive of slightly

over 2% of the population a little lower than Matson et ald (2012) recent

assertion that intellectual disability affects approximately 3% of the population

worldwide. The Institute of Public Care(2013) estimated that 47,767 of these had
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Z.oA N =~

A OOAOGAOA 1 A AvdictBEnoud inklin&thoBeEnhdh@ve prafound
intellectual disabilities, estimated by Emersorn(2009) to number 16,036 in 2008.

People with profound intellectual disabilitiesare therefore relatively small in
number, estimated by King et al(2009) to be about 2% of those with intellectual
disabilities and by the American Psychiatric Associatio(R013) as about 12% of
that population. Prevalence is, as always, difficult tostablish as figures vary
according to definitions adopted in different parts of the country and world. In the
London Borough of Lambeth, for example, within an adult population of 202,800,
81 were identified as having PIMO{Mencap 2011) Essentially, theefore, this
suggests that we are talking about 2% of the 2% with intellectual disabilities,

which is to say about 0.04% of the overall population.

This number is however growing, with a sustained and acceleratingcrease of

37.41% predicted by Emersonand Hatton (2008) by 2026 (comparedto a general

population rise more like 11% over the same period). An interesting illustration of

growing numbers in one particular city over the period 19982008 is provided by

0AOOT OO0 AT A 711 OOAI thd statistkSiOShdifigld2088). OGEET 1T 1 £
that period, the total number of people with intellectual disabilities increased by

25% and those with severe or complex needs by an astonishing 70%. Emerson

and Hatton (2008) argued that three factors are likelyto lead to an increase in

prevalence rates in England:

1 Anincreased prevalence of more severe intellectual disability within
some growing minority ethnic communities (the Sheffield study, for
example, indicating an increase of 80% in the number of adultsitl
intellectual disabilities within such communities over the teryear
period).

1 Increased survival rates among babies and young people with severe and
complex disabilities.

1 Reduced mortality among older adults with intellectual disabilities.
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1.2.6 Occupations and activities

thesis. There are overlaps between thessoncepts, whichare used in varying

ways by different authors and it is inevitably challenging tde completely

consistert in their use. Creek(2003, 2010) refers to a paradigm shift in

occupational therapy, from a structuralist, hierarchical and perhaps reductionist

way of organising knowledge, to one which has become more reflective of the

complexity of the dynamic relatonship between human beings, our occupations

and our environment and the ways in which this impacts on our health. This shift

to what she describes as a pragmatist epistemology, is | feel more accepting of
uncertainty, recognising that such terms are mersocial constructions and how it
OAAOEOEOUO AT A OOAOEOG xEOEET A OECEA OAQ@
4EA AEAOQEIT 1 A ottupdtibn@BE TEEDO EDipis 14 A0 AAOET T h 00
occupyingorbeirc T AAOPEAA8 ¢8 ! EIT A T O POI £ZAOOEI
(Soanes and Stevenson 2009)Four definitions from occupational therapy and

occupational science are however more hpful in explaining the specific, though

broad, way | usethis word to mean:

1 "All that people need, want or are obliged to do; what it means to them;
anditseverD OAOAT O b1 OAT OEAI AO AT ACAT O 1
p.343).

T O4EA AT ETC T £ xI OEh Pl AU T O AAOEOEOE
physical and socioculturalcb OA@0 OEAO AEAOAAOAOEOAOD
(Kielhofner 2008, p.5).

T Ot cOiI Obp 1T £/ AACEOEOEAO OEAO EAO DPAOOI
named within a culture and supports participation in society.

Occupations may be categorised as seadére, productivity and/ or
I A E OGreek 8040, p68).

T 0! AGEOEOU OEAO EO AT OE 1 AAT ET c&O1 AT/

E (Fisher 2003, p2).
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Creek further explains(2003, 2010) that occupations are the most complex way in

which humans function. An occupadn has characteristics which come from the

AOlI OOOA AT A AT 1 OA@O E bccupdiidhdl lerm @ FAD Ob A®EIT GI0A A
observable in itself. What may be observed is the doing of the occupational form,

that is theperformancel £ OEA 1 A A&ufpAtiéralipdrfarmanc 60

(Hemmingsson and Jonsson 2005, Kielhofner 2008, Creek 2010)

Q\ctiviies 6 AOA OA OOOOAOOOAA OAOEAO 1T &£ AAOGEITO 10
I A A ODb AOrEdk 0D p28). For me, despite at times using two terms

interchangeably,the key difference between occupation and activityas Fisher

suggestsjs that an occupation has meaning, significance or importance for the

person performing it, either personally or socieculturally. The idea ofmeaningful

engagement in occupations Wi be explored further in 2.2.4 below.

1.3 Aims of this research

In chapters 2 and 3, | review the literature that resulted in me using this research

Ol AT OxAO OEA NOAOGOEITTd O)1T xEAO xAudO AT AO Al
people with profound intellectual and multiple disabilities to engage in occupation

ET xAUuO OEAU #Z£ET A T AATELCAEOI AO EITIl Aed -U AE

1 To investigate and provide a rich description and analysis of the practice
of an occupational therapist interacting with and supporting people with
profound intellectual disabilities to engage in their occupations.
1 To establish similarities and differences between her approaches to
supporting engagement and othes described in the literature.
1 To generate professional knowledge, understanding and theoryhich
AT 01 A ET &£ Oi DPOAAOCEAAR ETAI OAETI ¢ 1T AAOPAOE
with those who support people with intellectual disabilities on a day to

day basis.

As well as enabling occupational therapists better to describe their practice, thus
promoti ng understanding of the profession, | hope that my findings can contribute

to enhancing the quality of support for and everyday lives of those with profound
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intellectual disabilities. It may thus contribute to the raising of sights envisaged by

Mansell (2010) at the beginning of this chapter.

1.4 Thesis structure

In keeping with an interpretivist and social constructionist epistemology, this

thesis is written in the first person (see further 4.3.4).

In Chapters 2 and 3, | review the literature relevant to tis thesis consciously
dividing this discussion into two parts Chapter 2 contains an exploration of some
of the contextual literature around engagement in occupation. | begin by exploring
engagement in occupations and why as occupational therapists andcupational
scientists we believe this is important. This then leads to what we know about the
occupational engagement of people with intellectual disabilities, in particular
those with profound intellectual disabilities. | argue that the extremely lowevel of
engagement that they are often supported to achieve is an issue of occupational

injustice.

Chapter 3 provides more in depth critical analysis of the evidence, central to this
thesis, regarding how occupational therapists and others support peopleith
intellectual disabilities to engage in occupations at homd. describe the strategy
used to search the literature revieved in this chapter andreach conclusions
regarding what we know about how to support people with probund intellectual
disabilities. | drawin particular on research evidence and theoriefrom
occupational therapyand occupational sciencegbutalsoon evidence regarding
active support and personalised residential supports. | highlight the gaps in our

current knowledge and clarify my research question and aims.

Chapter 4 explains my methodological approach, justifying the choice of
qualitative case study over other methodologies. dxaminethe theoretical
perspectives and philosophical roots underpinning the research and in particat
the kind of knowledge this interpretive and social constructionist qualitative study
hasproduced and the assumptions it makes about the world. | conclude that

chapter with a consideration ofrelevant conceptual and theoretical frameworks.
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Chapter 5 explains the methods of data collection and analysis. | describe the
purposive selection of an environmentwith potential to be an exemplar of practice
and a case within it that seemed to offer most opportunity to learn. | gathered data
about the caseg the work of Esther, supporting five people withsevere/profound
intellectual disabilities to engage in occupationsit homez throughout 2012, using
participant observation, interviews and documentary and artefact analysis. In this

chapter | also explain indetail how | addressed the ethical issues in this research.

Chapter 6 uses excerpts from field notes and interview transcripts to introduce
the setting for the case and some of its key players, notably Ma8teve, Jane, Becky

and Harold.

This sets the sene forChapter 7, in which | tell a story of the case that illuminates
my research question, in other words, present my findings. Throughout the
chapter, | refer to three different vignettes,presented & the beginning of the
chapter, whichillustrat e in detail how Esther sought to embed a different way of

supporting those living at Cavendish House to engage in occupation.

The discussion inChapter 8 evaluates the ways in whiclthis story sheds light on
the research question, situating it within the wder literature in the fields of both
occupational therapy and intellectual disabilities (including my own previous
research). | use my theoretical framework to explain aspects of this story and
develop a theory of the case itselfpresenting the contritution to knowledge that it
makes discussing its implications for practice andnaking some
recommendations. | alsodiscussO E A Olinflafidnd add suggest ideas for

further research.

Chapter 9 consists of a short overall conclusion and in thAppendic es, the reader
will find supplementary information, including participant information sheets and

additional examples illustrating data analysis.
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Chapter 2. LITERATURE REVIEWPart 1:

The context z engaging in occupations

2.1 Overview of Chapters 2 and 3

The aim of my iterature review, as suggested by OlivgR013), is to lay a

foundation for my study by establishing the research areas and academic

traditions relevant to the field8 &T1TTTxETC "11 Qdos)afiaA " EAT /

good doctoral literature review, I

9 Outline the context, clearly identifying and justifying what is and is not
within | U O O<adpel Gobeentrating on aspects of literature of direct
relevance to my research question.

Situate existing literature in a broader scholarly and historical context.

1 Ciritically examine the research methods used in previous studies so as
better to understand whether the claims are warranted.

1 Synthesiseexisting literature to provide a new perspective.

| begin my review in this chapter by exploring the nature of engageent in
occupations, why occupational science (the academic discipline concerned with
the study of occupation) suggests thathis is important and the different levels of
engagement that individuals may have in their occupations. | then move on to
draw conclusions regardingwhat we know about how people with intellectual
disabilities and complex needs#nd particularly profound intellectual disabilities)
engage in occupations and how both their primary disability and the quality of the
support available inthe social envirorment impacts on engagement. Vh levels of
engagement in occupation generally found to be lowconsider whetherthis

represents an occupational injustice.

In Chapter 3, | critically analyse in more depth the literature that is particlarly
central to this thesis regarding how occupational therapists and others support

people with intellectual disabilities to engage in occupations.
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2.2 Engagement in occupation
In1.26h ) 1T 001 ET AA A 101 AAO 1T £ AdamgihgehET T O 1T £ OE
| am using the term to mean activity (or doing) that has meaning, significance or

importance for the person performing it, either personally or socieculturally.

4EA GA @A CA isAlichdsed in literature within both occupational

therapy and intellectual disabilities. It is sometimes used on its own, but more

often referenceist OAT CACAI AT & Rl AIADDGBDEGH AT} AP CAT Al
OAT CACAI AT O ET AAOEOEOGEAOGO6Nh 1 O OAT CACAI AT O xE
| explore here the meaning of engagement in this contextclarifying useof this

term. | considerhow we maytell when someone is engaged and the varying levels

of engagemenpossible. This is important because, as | argue in 2.3.4, an

important way of gaining an understandirg of people with profound intellectual

AEOAAEI EOEAOG AT GCACAI AT O ET gbdlodPldOEI T EO OEO
ideas from within occupational science about why such engagement might be

important for health and well-being.

221 50A 1T £ OAIT Cokappaiiodal tietapistsU
Creek concluded2010) that a person might experience four different sensations

or feelings when engaging in occupation:

1 Asense of involvemerftlose concern, or emotional commitment to a
person, place, or thing).
Choice.
Positive meaning(what one is doing is significant or important to oneself
or others).

1 Commitment(towards a person, activity or thing).

Kielhofner and Forsyth(2008) explain, using the Model of Human Occupation

i-/(/qh ET x T AAODPAOEIT 1 Aives hambcandideim® 006 OAAOI 1T EI
D AT b lodkupadiondl engagement 6 8 4EAU AAZEET A OEEO AO OEAEO
AT A EAAT ET ¢ O1 AAO AAOOAPDS, pi7ipaadekdlain AT OAT AT 1 AE
howOEEO AT CACAIT AT O E OvollianArabkuatioAand ET AEOEAOAIT OB
performance capacites along with the environment AO x EOE # OAAES8 O AAEET EC
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the inclusion of volition againmakes clear the importance of choice, motivation
and meaning (see further 2.2.4) The Model of Human Occupation considers
occupational engagemento be multi-dimensional. The complexity of engagement
(and why people with intellectual disabilities might experience difficulties with it)

Z becomes more apparent when consideringhat it can be seen as havingine

different dimensions, asillustrated in Figure 2.1 (Kielhofner and Forsyth 2008).

Negotiate
Identify Plan

. Re
Commit examine

Choose o
make
decisions

Occupational

engagement

Figure 2.1 Dimensions of Occupational Engagement (Kielhofner and Forsyth 2008
p.172)

222 0%l CACAI AT 66 AT A OPAOOEAEDPAOEITI

~ A o~ N

7EOEET OEA AEAT A 1T &£ ET OAT 1 AAOOAT AEOAAEI |

s s oA s o~ -

do, however, see a distinction between these two terms, which | will first clarify
before exploring what we can understand about the meaning of engagement from
research measuring the extento which people with intellectual disabilities engage

in activity.

s N oA L o~ 2

synonymously. The volume of discussion about the meaning of participation
suggests however that there is still no assensus on this. The starting point for

most researchers(Dijkers 2010) is the International Classification of Fuationing,
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Disability and HealthWHO 2001)A A £ZET EOBT 1 OREADH ET A 1 EAA OEO
This definition is, however,often extended by enphasising that participation

ET O 1 OAO OAI ACGET T OEEPO xEOE 1 OEAOOS &1 O AgAI
OET O1 1 OAIT AT O ET 1 EAA OEOOAOQEI T O OEOI OCE AAOQEO
p.180) seems similar to the definition of community participation used by

Dusseljee et al(2010): performing activities while interacting with others. Eyssen

et al. (2011) also suggest that participation requires a social context, that is to say

essentially involving other people.

My conclusion is that it isgenerallyunhelpfuil 01T OOAAO OEA OAOI O OAT CA
OPAOOEAEDAOEIT 1 Gengagémedta bectupatidn hie€ddot AcOessarily

involve relationship with others. In the context of people with profound

intellectual disabilities, however, this is perhapshowever, a noot point due to

their relative inability to engage in occupation without the support of others as we

shall see in 2.3

2.2.3 Engaging in occupations for health, quality of life and learning

The fields of occupational therapy and occupational science contribaito an

understanding of the nature and importance of human engagement in occupation.

Human life is seen as characterised by the doing of occupatiofiGelhofner 2008)

AT A ET T ATU xAUO xEAO xA Ai OAAEEI AbGo 0OOs8 7E
used ocaipation as a means of survival and to promote their own health and well

being throughout history (2006) OO CCAOOO OEAO xA AOA OI AAOPAOGEI
(Wilcock 2006), not justOAT ETGBA MAEA T £ EOh AOO AAAAOOA EO
(Johnson and Yerxa 198). This understanding is] would argue, as relevant to

those with profound intellectual disabilities as to anyone else.

2.2.3.1 Occupation as a source of health

The range and type of occupations in which an individual participates is perceived

as being a deteminant of their health (Townsend and Wilcock 2004) which can be

OAOOAET AAh 1 AET OAET AA A{wilcodk popepi2)Avims8 8 OEOIT OCE
particular through active use of our personal capacitieWhiteford 2000). Rebeiro

et al. (1999) for exampleexplored in depth the meaning of engagement for eight

women participating in an occupatiornbased mental health group. Their findings
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provide some support for a conceptual model to describe the process of improving
mental health through occupation, whiclOEAU 1 AAAT 1 AA -DEAAODPAOE
(1999, p.179).

2.2.3.2 Occupation and quality of life, choice and self -determination

Research into quality of lifesupports the argument regarding the importance of

OAT ET1 Cd38 1 0A1 EOU 1 £ 1 E FArediniranyidefent AT T AA-
ways, though a review of the different measures concludes that it is a multi

dimensional construct across core domains of physical, material, productive and
emotional well-being, interpersonal relationships, personal development, skl
determination, social inclusion and rights(Schalock et al. 2005) Drawing on these

and other sources, a consensus panel of the International Association for the

Scientific Study of Intellectual Disabilities (IASSID) has developed an agreed set of
dimensions (Mansell and BeadleBrown 2012 pp.34-35). Subjective components

I £/ NOAT EOU T £ 1 E£AZA ETAI OAA ET DPAOOEAODI AC
their appraisal of their own happiness and satisfactiofSchalock and Felce 2004,
Schalock et al. 208).

Amongst quality of life outcomes frequently suggested by the literaturea{ongside
developmental growth and access to the local community) is the extent of
engagement in activity(Felce 1997, Perry and Felce 2003)Felce and Emerson
(2004) reviewed research into engagemenas an indicator of quality of life and
concluded that it is this that underpins all the other quality of life outcomes. The
IASSID consensus formulation of quality of lifeited aboveexplicitly refers to

purposeful activity as ae of its domains.

Clear relationships have been shown for example between the extent of
engagement in meaningful activities and quality of life of people with a mental
health diagnosis(Goldberg et al. 2002) and diminished quality of life noted
amongstpA T D1 A xEOE ! 1 UdhdkebnsulfiCientCattestibrOsipAidtd
occupational needqWood et al. 2009) Research with people with intellectual
disabilities in residential settings provides quite a large body of evidence for a
relationship between ergagement and behaviour, with increase in adaptive

behaviour and reductions in levels of challenging behaviour associated with
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observed levels of engagement in activitffor example Felce 1999, Hatton et al.
1996, Stancliffe et al. 2008h)

Opportunity to exercise choice in relation to engagement in occupation also seems,
unsurprisingly, to be a key element in enhanced setfetermination and thereby
quality of life. A large Italian study in which professionals rated on standardised
scales the sekdetermination and quality of life of 141 people with intellectual
disabilities found self determination to be conceptually and correlationally linked

to more positive quality of life, with those with most severe intellectual disability
showing the lowest levels bboth selfdetermination and quality of life (Nota et al.

2007). This themeis taken up further in section 2.3 below.

2.2.3.3 Occupation and development/ learning

Occupational therapists have longemphasised the potential for learning and
development that comedrom engaging in occupations (Creek 2010). Although the
research evidence base for this could be further developed, emerging findings from
neuroscience (for example llg et al. 2008) provide some support for this. Learning
is by nature difficult for those with severe and profound intellectual disabilities (as
we shall see in 2.3.2), which suggests a particular need for plentiful occupational
opportunities if the suggested occupational right to develop through engagement

in occupation is to be upheld (thiss explored further in 2.3.5).

2.2.4 Levels of engagement z motivation, meaning and developmental
level
Efforts made to measurehe extent ofengagementin activity or occupation are
suggestive of the possibility of engaging at different levels or to differemtegrees.
One way of looking at levels of engagement is to consider the degree to which an
individual engages in a way that isneaningfulto them, includinghow what is
meaningful might ink AAOAT T i AT OAT 1 U xEOE OEAEO AAEI EOEA
motivation to engage in a particular occupation is affected by the meaning, or the
significance or importance(Creek 2003)it has to them This suggests that
supporting someone to engage in that occupation is unlikely to be successful
without a good understandingof its subjective meaning to them and the level of

engagement they are likely developmentally to be able to achieve. Criteria that
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have been used to measure meaningfulness include whether an activity is

AT 1T co0il 60 xEOE Al EIT AE Ovwtds@vderwedof coripeténdeOh  x |
and mastery and its value in their social and cultural groufGoldberg et al. 2002)

Egan and Delaa1997) describe a meaningful activity as one which fulfils a

purpose that is important to the person, or in their culture. What this may imply in

the context of someone with profound intellectual disabilities is discussed in 2.3.

Bejerholm and Eklund(2006) identify limitations with any methods of recording

AT CACAI AT O OEAO AT 110 AOOAI DO edfitheOT AT OA
meaning of the occupations. rivestigating the engagement in purposeful

occupations of twenty people with schizophreniausingc t ET OO OUAOOAOA £
and interviews, they found three different levels of engagement. Each of these was
characterised by different daily rhythms (the balance between different types of

occupation and between activity and rest) and different amounts aheaning

assigned to occupational performance (see Rige 2.2).
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First level of engagement

largely disengaged during waking hours

Daily Rhythm Sense of meaning

Uneven mix of quiet activities and activity peaks (mos! Little sense of meaning experienced while performing
quiet activities); activity peaks surround food intake ar quiet activities

other immediate needs Occupations performed during activity peaks mostly

Small variety of different areas of occupations attached with little or no sense of meaning

Second level of engagement
disengaged during some part of the waking hours

Daily Rhythm Sense of meaning

Even mix of periods of quiet activities and activity peal

Larger variety of different areas of occupations within
activity peaks

Little sense of meaning experienced while performing
quiet activities

Occupations performed during the activity peaks most
attached with a sense of meaning

<

Third level of engagement
largely engaged throughout waking hours

Daily Rhythm .
. - . Sense of meaning
No specific activity peak; occupations performed one . ;
after the other throughout day Occupations performed attached with a sense of

. . . meanin
Variety of different areas of occupations g

Figure 2.2 Three levels of engagement and their characteristics (from Bejerholm and
Eklund 2006, p. 107)

The third level, where there is a general attbution of meaning to a relatively
continous flow or ongoing stream of activity, is contrasted with someone who is
largely disengaged at level 1 and whongiages in an uneven mix of activity usually

in response to immediate needs.

| AAODAOGET 1T Al OEAOAPEOOO AOA EECEI U ET OAOAOOAA
occupations have for them and how this links to their motivation for occupation, or

volition. This term is used by CreeK2010) to represent a skill of being able to
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choose and decide action autonomoushput it is also used within occupational
OEAOAPU ET A xEAAO OAT OA OAPOAOGAT OET ¢ OE.
occupation, including their pasonal causation (their belief in skills, whether they

expect to succeed or fail and the extent to which they have an internal or external

locus of control) along with their interests and valuegKielhofner 2008). A link is
suggestedbetween volitonandl AAODPAOET T Al AT CACAFL AT O AT ¢
i T OEOAOQET (de las Géras At @l(P603)llustrates the difference between

engaging at an exploratory level (initiating actions, or showing preferences),

competent level (indicating goals or trying to solvgroblems), or achievement

level (seeking challenges or taking on additional responsibilities).

In section 2.3.2, reach conclusions abouthe levels at which people with profound
intellectual disabilities might engage in andin particular, experience meaing in

occupation.

2.2.5 Conclusion

The above literature, from the fields of occupational science, occupational therapy
and intellectual disabilities, suggests that occupationsiay befundamental to
human existence and that meaningful engagement in occupatiomay bea pre-
requisite of health, well-being and quality of life. If this is accepted, it is then | feel

logical to propose two further points:

1 That thewrong kind of doing can lead to dack of well-being.

1 That injustice may therefore occur when sectionsof the population
for whom occupational engagement is more challenging, such as
people with profound intellectual disabilities, are not supported to
have occupationalchoices, opportunities or resources (Townsend
and Wilcock 2004).

In 2.3.5 | explore the extent to which people with profound intellectual disabilities

may experiencesuchoccupational injustices and then in Chapter 3 the ways we

can support them to engage meaningfully or authentically in occupation at home.
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2.3 Engagement in occupation by peop le with profound

intellectual disabilities and others with complex needs
Having profound intellectual disabilities impacts on ability to engage in dayo-day
occupations. This is due both to the direct impact of brain damage on performance
capacities, butalso, and importantly, to the interrelationship between these
capacities and the opportunities, resources, constraints and demands of the social

environment, including, in particular, the quality of support(Mansell et al. 2003b)

In this section, | dscuss how individuals with intellectual disabilities and
particularly those with profound intellectual disabilities have been found to
engage in occupationsNew insight is gained fromconsidering this usingtheory
from occupational therapy and occupatioal science that has not otherwise been
appliedin the intellectual disabilities field z the Model of Human Occupation

(Kielhofner 2008) and occupational justice(Townsend and Wilcock 2004)

2.3.1 Profound intellectual and multiple impairments z the primary
disability
Intellectual disabilities are generally categorised as mild, moderate, severe, or
profound levels of cognitive impairment(Belva and Matson 2013) People with
profound intellectual disabilities are said to haveamultiple disabilities, the most
significant of which is a profound intellectual disability (PMLD Network 2009a)
This meansa high level of cognitive impairment, though otherwise heterogeneous
patterns of functioning (Nakken and Vlaskamp 2007, Axelsson et al. 2013Each
person is affecta by their intellectual and other disabilities to different extents
and in different ways dependent on the location and degree of damage to their
brain (Pawlyn and Carnaby 2013) This has a unique impact on their performance
capacities, with particular areas of strength and difficulty in motor, process and

communication and interaction skills(Kielhofner 2008).

In the following sections, | explain further how intellectual disabilities and likely
additional sensory, or physical disabilities, complex healtnd communication
needs impact on engagement in occupation and occupational performance. The

consequence is a need for high levels of skilled support with most aspects of daily
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life, an absence of which reduces engagement and potentially leads to behaviou

that can be found to bechallenging.

2.3.1.1 Cognitive disabilities

Profound cognitive impairment results from significant brain damage before,

during or immediately after birth (Pawlyn and Carnaby 2013) In a large study

Belva and Matson(2013) collected dataon the daily living skills of over two

hundred adults with profound intellectual disabilities in the United States and
AAOAOEAAA [T AET O ARAAZAEOO EI AAAPOEOA AAEA
disabilities have a notional intelligence quotient of B or less, though complexity of
needmeans that this is regarded as difficulto assess meaningfullPawlyn and

Carnaby 2013)

Learning is possible, but is said to take place very slowly and adults will still have
learning needs for skills more usudy learnt at very early stages of development,
such as cause and effect and turn takinMLD Network 2009a) Individuals may
have low levels of alertness and difficulties with processing and retaining
information, sustaining attention, problem solving al making connections
between ideas, in other words process skills, a group of purposeful actions

contributing to occupational performance(Kielhofner 2008).

2.3.1.2 Additional disabilities and complex health needs
Significant brain damage increases the likelibod of experiencing additional

disabilities and health needs.

a. Physical needs
Although some people with profound intellectual disabilities argfully mobile, more
commonly they experience severe physical disabilities including difficulties with
gross and fire motor skills and in maintaining posture and balancéPawlyn and
Carnaby 2013) They often requirespecialised, perhaps bespoke, equipment to aid
mobility, maintain functional posture and protect body shape and muscle tone
(Vlaskamp and Nakken 1999, PMLDNetwork 2009a).
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b. Complex health needs
People with profound intellectual disabilities may have a range of complex health
needs and higher mortality rates than those with mild, moderate, or severe
intellectual disabilities (Belva and Matson 2013) The lierature suggests, for
example, that more than half have seizure disorders and thah estimated 70%
suffer from gastrol AOT PEACAAT OAKO@h xEOE OEOE 1 &£ AAEUA
and recurrent pneumonia or other chronic respiratory disorders(Pawlyn and
Canaby 2013).! 1 Oi AAO AT 601 A AA AAOAOEAAA AO AAEI C O
perhapsneeding gastrointestinal feeding tubes due to swallowing difficulties,

oxygen, or suctioning equipmen{Mencap 2011)

Skilled suppott is needed to maintain healthfor example to enaure safe feeding
and swallowing,and to recognise needs in someone who may not be able to

communicate symptoms such as paiaxplicitly .

c. Sensory needs
Multiple disabilities are likely to include a degree of multisensory impairment and
effective support is said to require a good understanding of sensory needs
(Mencap 2010). Visual and hearing impairments are particularly commorwith
Zijlstra and Vlaskamp(2005b) concluding from reviewing the literature that at
least 85% experience visual impairnents, usually as a result of damage to the
visual cortex in the occipital lobe. Evenhuis et a2001) estimated that in the
Netherlands between 25 and 33% have auditory impairments, though
acknowledging this asa potentially substantial under-estimate due to difficulties in
diagnosis. People mayadditionally haveimpairments in the ability to detect touch,

pressure, temperature and paifWHO 2001, Zijlstra and Vlaskamp 2005b)

Sensory disabilities may lead to hypeor hyper-sensitivity to particular stimuli
leading to sensory seeking or sensory avoiding behaviou(®awlyn and Carnaby
2013). This could take the form of, for example, hypesensitivity to touch, which
can be problematic in someone who requires a lot of support with personal care.
Some expeence difficulties in integrating and modulating information from the

various senseqUrwin and Ballinger 2005).
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d. Mental health needs
Our understanding of the mental health needs of those with profound intellectual
disabilities remains incomplete, largelybecause of difficulty with assessment and
diagnosis, diagnostic overshadowing and uncertainty as to the relevance of
generally usedcriteria (Pawlyn and Carnaby 2013) The causes of behaviour
found to be challenging are not necessarily psychiatric in agin and Cooper et al
(2007) found that rates of identified mental health needs varied from 11.4% to
52.2% according to the criteria used. Overall however they concluded that both
incidence and prevalence were higher than in both the wider intellectually
disabled and general populations. Mencaf2011) regarded these needs as

insufficiently considered.

e. Communication needs
Although some people with profound intellectual disabilities have formal
communication using speech, symbols or signs, receptive and egpsive
communication abilities are likely to be at an early developmental levéWHO
2001) with little or no apparent understanding of verbal languag€gZijlstra and
Vlaskamp 2005b) Some may not have reached the stage of using intentional
communication and needs, preferences and reactions to events and people may
require interpretation through signals such as reflex responses, actions, sounds,
body language, facial expressions and behaviour (WHID01, Mencap 2010,
Mansell 2010). There may only be limitd symbolic interaction with objects
(Zijlstra and Vlaskamp 2005a)

f. Understanding behaviour
Belva and Matson(2013) found that behaviours such as physical aggression and
self-injury are also common, but it is important not to see these behaviours as part
of their disability (Matson et al. 2012) Rather they are likely, in the case of
someone with a limited communication repertoire, to be a form of communication
that attention has not been paid to other needs, including perhaps boredom, or

pain.
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2.3.2 Profound in tellectual disabilities and engagement in occupation

Given the above, it is perhaps not surprising that people with profound intellectual
disabilities are likely to struggle to engage in occupation and to require substantial
support to achieve this(Mansdl et al. 2003b). Understanding developmentally
what engagement means for someone with this degree of disability and the level of
engagement in occupation that they are likely to be able to achieve seems
important if that support is to be effective. The challenge is that we cannot rely on
people being able to understand and seleport on what is meaningful to them and

this therefore needs to be interpreted from their behaviour.

Echoing my earlier discussion of occupational therapy terminology, the
importance of activity having meaning to a person with profound intellectual
disabilities is recognised by Menca§2011). Thisdoes implyto methat
meaningful and authentic engagement in occupation is possible. The literature

suggests that such engagement e characterised as follows:

1 Meaningful activities are suggested to be ones that recognise and take
into account that many people experience the world largely at sensory
level (Mencap 2011), with their awareness more likely to be of individual
sensorystimuli within an activity than the activity as a whole(Pool
2012).

1 The Pool Activity LevelgPool 2012) illustrate the different degrees of
ability someone with a cognitive impairment may have to engage in
I AAOPAOGETT 8 o111 ADEPAEBDAAOAEZROOOAEEZARQET
reflex to planned and suggests ways to support engagement at each of
these levels. This theory has been found to have strong content, criterion,
concurrent and construct validity (Wenborn et al 2012) and is illustrated
in Figure 2.3. Although devised to support the engagement in occupation
of people with dementia, occupational therapists have found this theory a
helpful way of explaining to others how best to support people with
severe and profound intellectual disabilities b engage in occupation

(Lillywhite and Haines 2010) and my own experience concurs with this.
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Planned activit
level

Reflex activity
level

Sensory activity @ Exploratory
level activity level

wAble to work to
towards
completing an
activity but not
necessarily to solve
problems that they
encounter

alittle sense of
carrying out an
activity - mainly
focused on
sensation and
moving body in

wAble to carry out
very familiar tasks
in very familiar
environment, but
not necessarily

wNot necessarily
aware of
environment or
even own body,
reflex response to
stimulus, difficulty
making sense of
multiple stimuli

with end result in
response to mind

sensation

Figure 2.3 Pool activity levels (Pool 2012 pp54 -5)

1 Through interviews with support staff and participant observation,
Mahoney and Roberts (2009) explored whetheor not activities available
to adults with moderate and severe developmental disabilities in a United
States day centre were meaningful to them (and thus, they argued,
occupations). They found that activities were meaningful for both parties
when there was both engagement and reciprocal interaction, that is to say
co-occupation occurred, with each person influencing the responses of
OEA 1 OEAOS 7TEAOEAO AT U T £ OEA DPAOOE/
AAOGAT T Bi AT OA1 AEOAAEI EOdishiitesiE AA DOIT Al
however, unclear.
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focused engagement, to engaging with another person and then engaging
simultaneously with a person and object (se€igure 2.4). It seemso me

likely that there is meaning for the individual when they are engaging
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with a person, an object or both, but debatable whether this is the case

when they are in selfactive, or, in particular, se¥neutral engagement.

Selfneutral
engagement

woutine body
actions/
passively
responding to

actions of others

o®.g. gazing,
fiddling, walking
sitting

Selfactive
engagement

wrepetition,
irrelevance to
ongoing activity

ahighly
predictable
feedback eg
rocking, self
injury

Person
engagement

usocial contact
with someone
else, mutually
influencing each
other

we.g. looking
touching
vocalising

Object
engagement

winteraction with
objects in space

oeg tracking,
touching,
grabbing,
banging

Personobject
engagement

«zombining
person and
object in one or
several fluid
actions

weg alternative
gaze between
person and
(o] o][=Tol

Figure 2.4 Levels and types of interactive behaviour (Bunning et al . 1998 p.388)

Although the above theory gives us some idea of what meaningful or authentic

engagement might be for someone with profound intellectual disabilities, this

could be more fully undersbod and illustrated.
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2.3.3 Unmet high support needs z a secondary disability

Insight from the social model into how people are disabled by society rather than
their bodies (Coles 2001) has provided an alternative to the traditional medical
perspective view of dsability. Rather than seeing these as dichotomous views,
however, it can be helpful, particularly perhaps in the case of those with high levels
of impairment, such as those with profound intellectual disabilities, to view
disability as neither purely medical, not purely social (WHO 2011). Interactionist
and bio-psycho-social models such as the International Classification of
Functioning, disability and health (WHO 2001) understand functioning and
disability as dynamic interactions between the person andheir environment.
Drawing on such interactionist models, disability can importantly be seen not a
fixed attribute of an individual, but rather as residing in the fit between them and

their environment:

and attitudinal and environmental barriers that hinders their full and
effective participation in society on an equal basis with oth€tnited
Nations 2008, p2).

In order to maintain good health and to engage in a rich variety of maagful

occupations, people with profound intellectual disabilities are described as very

likely to need a lot of support from others, remainingelatively unable to engage in

activities of daily living without this (Mansell et al. 2003b, Vlaskamp and Nakk

1999)8 4EA -TAAT T &£ (O6i A1l |/ AAOPAOGEITT EECEI
relationship between people and their environment(Kielhofner 2008, p.111), with
OEAOA ET AEOEAOAI 086 1T AAOPAOGETT AT AT CACAIT A
opportunities, resources, constraints and demands of theisocialenvironment.

Essentially this equates to the opportunitiesavailable and the degree to which

support received enables rather than as as a barrier to engagement.

In the quotation at the beginning of ChaptefL,, Mansell(2010) makes clear the
possibilities z and rights z of people nonethelesgo achievetheir potential and to
EAOA xEAO EA OAZEAOO O1 AO O Ao-daysupportl EEA S 8

that understandscomplex health needs and recognesindividual means of

a7



communication and effective interaction. Thisncludesinput from specialist

professionals such as physiotherapists, speech and language and occupational

therapists. Appropriate opportunities and the right support can facilitate

engagement, including in domestic activities around the home ané T AEOEAOAIT 08
own self-care (Mansell and BeadleBrown 2012) and even if this isvery partial, it

can nonetheless be meaningful. Donati, for examp[2000) explored the

occupational lives of two young people with severe intellectual disabilities who

had skilled, individualised support,focusingon what was meaningful and

purposeful to them and on developing their abilities. The website of Mencap gives
examples of people with intellectual disabilitiss and complex needs who are well

supported to participate in day to day occupationgMencap 2014a, 2014b)

The link between good support and occupationally richer lives comes out strongly

in the findings from Petry et ald (2007) interviews with 76 parents and support

workers of people with profound intellectual disabilities. Mansell et al(2003b)

observed 343 adults with intellectual disabilities in 76 English residential homes

measuring adaptive and problem behaviour and observing engagement in daily

activities at home and support given. They reached a similar conclusion to Felce et

al. (1999) that the only important predictor of engagement in meaningful activity

I OEAO OEAT A1 ET AEOEAOAI 60 OEEIT O 10 AAAPOEOA

supported in a way that directly facilitates such engagement.

In conclusion, seen from the perspective ohteractionist models of disability,

OEAOA EO A AOAI AOPAAO Oi A1l EIT AEOEAOAI 60 bBOI
the direct influence of theimpairments of the primary disability, but potentially

also a secondary disability if society offers poor quality support and limited

opportunity to develop through occupational engagement. 18.3.5, | describe low

levels of engagement in occupationndicative of many people with profound

intellectual disabilities experiencing this secondary disabilityand argue that this is

an occupational injustice.
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2.3.4 People with intellectual disabilities  z indicators of engagement

Research has often sought to understand oneasure people with intellectual

AEOAAEI EOEAOG AT CACAi AT O ET AAOEOGEOUhR 1T O
AT CACAI AT O xEOE OEA DEUEekddnd Bhkrdon ZD04A EAT
p.354) as this can be seen as an indicator of the quality of thesupport. The

problem, however,when exploring the extent of engagement and the meaning of
occupations to people with severe cognitive impairment such as profound

intellectual disabilities, is that they are unlikely to be able to selfeport this. Felce

and Emerson(2004) reviewed the findings and methods of investigation of
OAOAAOAE ET OI PAIPI A xEOE EIT OAI 1 AAODOAT A
concluded that insight into the existence and degree of engagement has tended to

come from observng and interpreting behaviour. Although finding the concept
operationalised in different ways by different researchers, their suggested typical

set of definitions is reproduced in Table 2.5.

Social engagement = Speech, sign, gesture, or other attempt torgaietain
attention of another (except by challenging behaviour). Giv
of attention, evidenced by eye contact or head orientation,
another who is reciprocally interacting
Non-social Getting ready fordoing/ clearing away a household/
engagement gardening/ sekhelp/ personal/ recreational/ educational/
domestic/ personal/ = other activity
leisure/ other

Challenging Selfinjury, aggression towards other, damage to property,
behaviour stereotypy, other inappropriate behaviours
Disengagement All other behaviour, including no activity, passively holding

materials, walking when not part of an engagement activity,
and unpurposeful activity such as manipulating materials to
no apparent purpose
Table 2.5 Typical set of behavioural observation definition © OACAOAET ¢ OAT CA:

(from Felce and Emerson 2004, p.356)

Time use studies are the most weléstablished methods of exploring the nature of

PDAT Bl A8 O {(WiIdoékR0DE).EThdreGare a number of examples that have

involved the systematic directo O A OOAOET T 1T £ PAT PI A xEOE E
engagement in activity, for example those reported by Englemga999), Klatt et

al. (2000) and Jones et a[1999). Subjectivejudgement on the part of the observer

is involved and Ware(2004) cautions against the risk of merely substituting the
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values and attitudes of the observer when seeking the views of the observed.

Observation does seem tproduce useful insight into engagementas Ware herself
acknowledges, where steps are taken to recognise anunimise subjectivity by

knowing the person really well from a wide range of information(explored in

more detail in 3.3.9. Vosetab O OAOAAOAE j¢npcq Al O OEI xO
useof physiological measurements fespiration and heart rate variability in their

study) to validate such behavioural observations.

There are various suggestions as to indicators of engagement. The Engagement
Profile and ScalgDepartment for Education Specialist Schools and Academies
Trust 2011), for example, developed @a pathway to meaningful and personalised
learning for young people with complex learning difficulties and disabilities
encompasses seven indicators of engagement (see g 2.6). Its concepts seem
relevant to measuring engagementfor example it istheoretically similar to the
constructsin the MOHO taxonomy irfFigure 2.1), which suggests face validity,

though there is little information about its theoretical underpinnings.

Discovery

Investigation Anticipation

Curiosity Persistence

Engagement Initiation

Figure 2.6 Engagement Profile and Scale(DfESSAT2011, p.3)

In a study involving three adult men with intellectual disabilities, Klatt et al (2000,

T s o~ A s s

Although they interpret ed this widely, their definition could be seen as rather
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narrow, if engagemat is merely a response to a stimlus presented by someone
else. Many people with profound intellectual disabilitiesdo, however,require

opportunity for occupation to be presented to them (see 2.3.2).

Similarly recognising doing activity (or initiating action) as indicating engagement,
Mahoney and Robert$2009) suggested additional indicators of positive affect and

focused attention. The level of interest and engagemeimt immediately available
activitesj ET OEEO AAOA 1T £ b Alsdudded by&vodd etlall UE A E
(2009) from degree of focused attention to people, things and events. People with
profound intellectual disabilities may have low, or fluctuating, levels of alertness,

which has been found most useful to view a® O E A IfuBotiokality & fnA

ET AEOEAOAI 60 ET OAOAAOQOEI T Al AMAddgeAal. Al AT O
2009, p475). Alertness seemgstherefore closely linked to occupational

engagement and caperhapsbe seen as a precursor to it.

A slightly different focusof Mansell et al (2002) is on engagement (or

participation) in meaningful activity as the extent to which an individual is

involved in directing or carrying outtheir activities of daily living. This definition

has merits, despite their suggested foupoint rating scale of the nature of
engagement being incompletely defined antimited explanation of exactly how it

was used. It acknowledges that someone may very much be engaged in an activity
in which they are not physically able to participate, if theyare directing its

completion. Along similar lines, Dijkerg2010, p.13) suggests an expansion to the

OET 011 OAT AT O ET 1 EZEA OEOOAOEIT 06 AAEET EO
ET Al OAAO AAET ¢ AOOITTIiIT1 60 O Oii AlRadOAT O
AOGAT EAZ ITTA EO 1106 AAOCOAI T U ATEIC OBET CO

z A o~ e 2

review (2008) 1 £ OOOAEAO Agbi 1 OETI ¢ AOPAAOO 1T £ OP
mild intellectual disability suggested that a key aspect was setffetermination,

including autonomy, independence, seléempowerment and decision making.

2.3.5 Low levels of engagement in occupation z an occupational
injustice?
Mansell and Beadle Browr{2012) summarised the findings from all available

studies investigating the average amunt of time people with intellectual
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disabilities spend engaged meaningfully in activities. The findings varied
considerably, but theyconcludedthat compared with the general population as a
whole who typically engagein meaningful activity and relationships over 90 per
cent of thewaking day, engagement levels for people with intellectual disabilities
average 39%. This figure is somewhat crude, as it masks a wide range from 17
70% across all the studies. The lower end of this range however does imfiiyat
some people have extremely low levels of engagement. In this section, | explore
some of this research over the last 25 years, both in the United Kingdom and
further afield, consistently finding that people with intellectual disabilities (and
those with complex needs in particular) have levels of engagement in activity

notably lower than the typical engagement levels of the population as a whole.

It is pertinent to consider what research and policy tells us about the occupational
lives of people withintellectual disabilities from an occupational science frame of
reference (see for example Wilcock 2006), a perspective that my search of the
literature suggests has thus far been ignored. The occupational science construct
of occupational justice(Townsend and Wilcock 2004)expands on arguments for
social justice. Drawing on this theory suggests that when the occupational lives of
those with complex needs are short of their full potential, there is consequent risk
to health and weltbeing and one or moe of four overlapping occupational rights
proposed by Townsend and Wilcock2004) are infringed. These rights are set out
in Figure 2.7 and infringement of them risks injustices of occupational deprivation,

occupational alienation, occupational imbalancand occupational marginalisation.
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To develop through participation in
occupations for health and social
inclusion

(Infringement may in particular lead
to risk of occupational deprivation)

To experience occupation as
meaningful and enriching

(Infringement may in particular lead
to risk of occupational alienation)

Occupational

Rights

To benefit from fair privileges for
diverse participation in the typical
range of occupations of a communit

(Infringement may in particular lead
to risk of occupational
marginalisation)

To exert individual or population
autonomy through choice in
occupations

(Infringement may in particular lead
to risk of occupational imbalance)

Figure 2.7. Four Occupational Rights, as proposed by Townsend and Wilcock
(2004, p.80)

Townsend and Wilcock(2004) describedthis theory of occupational rights and
risk factors as exploratory and 11 years laterthis seems still to apply.lt has been
related to forensic mental health inpatients(Farnworth et al. 2004, Whiteford
2000), and very old people in Swede(Nilsson and Townsend 2010)but the only
examples of specific use to consider the occupationalés of people with
intellectual disabilities are by Mahoney(2009) and Mahoney and Robert$2009).
It is arguably implicit in some of the general and specific Articles of the Convention
on the Rights of Disabled Persons (United Nations 2008), for exampeticles 19,
23, 28, 29 and 30, but does not explicitly map to conventioMy experience of
working with people with intellectual disabilities over 20 years, mirrors the
previously referred to conclusions of Mansell and Beadle Browf2012) regarding
their low levels of engagement in meaningful activity. Tikand theresearch
evidence explored below strongly suggests to me that many people, and in
particular those with complex needs, are at risk of occupationally deprived,

occupationally alienated and ocapationally marginalised lives.

2.3.5.1 Occupational deprivation
As previously stated, people with profound intellectual disabilities require support

from others in order to engage to their full potential in occupations. Such support
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can and should improve lives but research often reveals people who are
nonetheless often found to be inactive and lacking in meaningful occupation, bored

and isolated.

By way of exampleresearchersfrom University of Groningen have undertaken a
number of large studies providing nteresting insight into the lives of people with
profound intellectual and multiple disabilities in the Netherlands. Zijlstra and
Vlaskamp (2005a), recordingactual leisure provision for 160 people over a period
of four weekends in seven residential fadilies, found a total mean of only

3.8 hours of leisure activities each weekend. Although large variation between
individuals means this figure should be interpreted cautiously, it is notable that
within this limited time nearly half of the few leisure acivities that did occur
involved watching television or listening to music, with older people receiving
significantly fewer opportunities. Overall, the study indicated severely restricted

| REOOOA DO OEOGEITh xEOE OIf i(2005a pdtep Gita ET 600
second study, Vlaskamp et a{2007) investigated how people passed the weekly
average of 14.2 hours they spent in seven day activity centres. With 28.9% of this
time spent on group activities and 13.0% on individual activities, they quesined
not only the limited amount of time engaged, but alsthe extent to whichthose

activities that did take place were purposeful, meaningful or productive.

In the 2005 study, Zijlstra and Vlaskamp suggested that one of the reasons for a
low level of engagement in activities by those with complex needs may be a lack of
advanced planning. Planning does not necessarily mean that activities will actually
happen though, as an earlier study suggested that one third of activities planned
for adults and children in five residential and nonresidential centres(Vlaskamp

and Nakken 1999)were cancelled, often with no alternative activity provided.

This risks many unoccupied hours despite the availability of skilledupport

(Zijlstra and Vlaskamp 2005a) The fndings from these studies echo earlier
findings from Wales where Lowe et al(1992) used interviews and direct
observation to investigate the activity programme of over 200 people, including at
least 33 with complex needs, attending two day centres. Thepted discrepancies
between planned activities on timetables and those that actually happened and a

low level of engagement in those activities that did take place.
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needsare also a factor, with Zijlstra and Vlaskam2005a) noting how both major

and minor medical conditions impact on engagement in planned activities.

61 ACEAI B AT A . AEEAT AAOAOEAAA EiI x 1T AT U A
DEUOEAAT AT A19990@EahdlittisdirAptodement was indicated

more recently when Van der Putten and Vlaskam(2011) explored the nature of

the activities 23 people experienced over 4 weeks in a single Dutch day centre.

They found that 63% of the time was spent in actities either related to personal

care (potentially more complex or time consuming for those with profound

intellectual disabilities), beginning or ending the day, or waiting and resting.

These studies do strongly point to high levels of inactivity andldnough many were
carried out by the same group of researchers, others have reached similar
conclusions. Research consistently suggests that people with intellectual
disabilities are physically less active than the population as a whole, for example in
Australia (Temple et al. 2000, Temple and Walkley 2003France(Salaun and
Berthouze-Aranda 2011), Taiwan(Lin et al. 2010)and England, where over 1550
people were surveyed Emerson et al. 2005) Robertson et al(2000) sought the
perspectives of care sff of 500 adults with intellectual disabilities in the UK
through questionnaire and structured interview. They concluded that 84% of men
and 88% of women could be regarded as physically inactive with activity levels on
average at that which would be expeted of those in the 75 plus age group of the
population as a whole. Those at particular risk of being physically inactive seem

once again also to be those with more complex nee@sinlayson et al. 2009)

Mansell et al (2002) suggested that such lack afccupational engagement is
reflective of the performance of those supportindeither attributable to them, or
the structure they are working in), contributing to secondary disability (see 2.3.3).
Without the support needed for meaningful engagement in ocpations, the right
to develop through participation is infringed. Individuals have a prolonged
preclusion from engagement in necessary or meaningful occupations due to
factors outside their control (Whiteford 2000) and the injustice ofoccupational
deprivation occurs. If the human occupational brain constantly needs the

stimulation from engaging in a range of occupations to develg@as Wilcock
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suggests 1995), lack of stimulation limits developmentwhich is particularly

tragic in the case of those for \Wwom learning is already difficult.

2.3.5.2 Occupational alienation

The findings of studies both in the United Kingdom and elsewhere strongly point
to a correlation between adaptive behaviour (that is skill level, or degree of
intellectual disability) and total level of engagemen{Mansell and BeadleBrown
2012). Felce et al(1999), for example, used nosparticipant observation of 56
people from 32 English day centres and residential homes and the actions of those
supporting them to gain understanding of their @cupational engagement. They
found a highly significant association between levels of engagement and ability,
concluding that those with more severe disabilities lived more segregated and
under-occupied lives. Similarly, Allen and Hitt T O @@99) survey and time-use
diaries indicated engagement in activities on average only 50% of the time people
with intellectual disabilities and challenging behaviour attended English day
services, though there was considerable variation between people and servicess
data was gathered from reports completed by day centre staff, these figures may
not be an entirely accurate picture, though if anything, they are possibly inflated
and actual engagement levels may be even lower. A survey in the USA of siblings
of adults with intellectual disabilities found that amongst the predictors for risk of
having no daytime activities would appear to be a much higher level of emotional,
behavioural and health problems and lower functional abilitiegTaylor and

Hodapp 2012), that is to say, those with complex needs.

A decade later little seemed to have changed with Emers¢2008) finding from a

survey of activity over the preceding month that people with profound intellectual

disabilities were notably less likely than others to lave participated in a wide

range of meaningful activities. A plea has been made foone attention to be paid

to their specific needsand an increased focus on stimulating and meaningful day

OEi A AAOEOEOEAOR O AOI EA QibAdthindtdded C O & OCI 60
(PMLD Network 2009b, p13). Mansell and Beadle Brow(2012) concluded

similarly about the lack of improvement over time.
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The evidence therefore suggests, perhaps unsurprisingly, that those with the
lowest levels of occupational engageent are those with the most severe
disabilities and the more severely disabled someone is, the more likely that they
will be under-occupied. If the only activities available to people do not offer
meaningful or enriching occupational experiences (as desbed in 2.3.2) then as
well as being occupationally deprived, they then can also become alienated from
their occupational naturethrough lack of opportunity to engage in an individually
meaningful way. Thisoccupational alienationarguably infringes anoher proposed
occupational right (Townsend and Wilcock 2004)to experience occupation as
meaningful and enriching. People with profound intellectual disabilities and other

complex needsappearat particular risk of this.

2.3.5.3 Occupational marginalisation from | ack of meaningful engagement in
occupation at home
Engagement in occupations relates additionally to empowerment, inclusion in
society and citizenship. People without the opportunities to make everyday
choices and decisions and to exercise autonomy as thparticipate in a wide
variety of occupations lack sekdetermination and may becomeoccupationally
marginalised(Townsend and Wilcock 2004) In Western culture, there is a general
expectation that people will sustain a level of occupation consistent wittheir age,
which can be an indicator of statugFelce and Emerson 2004) Exclusion from
AOGAOUAAU AgobAAOAOEIT O j OOAE AO OiF EAOA
however all too often experienced by people with profound intellectual disabilities
and they remain amongst those in society at greatest risk of this marginalisation
(Dawkins 2009). Being marginalisedn the eyes of those providing supporputs
people in positions where they are at risk of abusive care practices such as those
revealed to be conmonplace in the Winterbourne View residential home
(Department of Health 2012)

Using family members and carers as informants, Mencgp011) researched the
needs, services and occupational lives of 81 adults with profound intellectual and
multiple disabilities living in a single London borough. Their findings suggested
that on average people were away from home for only 285 hours per week(3-5

hours per day) and awake at home for an average of 125 hours per day. Many of
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the activities in which pele were described as engaging at home seemed largely

passive in naturewith one individual sperding 48 hours per week/ 7 hours per

AAU OAEEIT 1 ET @ngteleviaidnifodFEhAubs per Aa an a third speding
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those hours is unclear ithe OO OA U8 O /HRd pdténiialpOshakirig Auieter
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activity has been demonstrated by Johnson e (2012 p.336). Nonetheless,

- AT AADPBO A£ET AET CO AOA OOCCAOOEOA 1T £ AgOAT OEOA
Ensuring that there is plenty of opportunity for engagement in activities at home

seems all the more important for people who may spend extended peds of time

there if occupational injustice is to be avoided.

I PAOOT 160 ETT A POAOGAT OO A T UOCEAA 1T £ 1HDI 0001
involvement, however partially, in ordinary daily activities (Mansell and Beadle

Brown 2012). Supporting partial, lut meaningful, engagement in ordinary

s o~ A s s s oA 2
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inactive whilst those who support them cook and clea§Jones and Lowe 2005)

Participation in domestic life is relatively ignored in discussions about people with
ET OAT 1 AAOOAT AEOAAEI EOEAOS AT i(domyfeea@u DAOOEAED
it referred to as a domain of community participation in only me of the

publications they systematically reviewed, this being a United States study by
Wilhite and Keller (1996). The inclusion criteria for their review seem however

not to have retrieved studies related to active support that | review in section

3.4.1 The importance of domestic life is however recognised in theoretical models
of human functioning such as the International Classification of Functioning,
Disability and Health(WHO 2001)and the American Association on Intellectual

and Developmental Diabilities theoretical model on intellectual disabilities
(Wehmeyer et al. 2008) It is also included as one of the agreed dimensions in the
single coherent quality of life framework agreed by the International Association
for the Scientific Study of Intellectual Disabilities (IASSIDYMansell and Beadle

Brown 2012).
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Staff do most things
for people rather
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opportunities to
participate

Staff cannot think of People do not
goals or activities people participate in valued
activities and spend

most time doing

62N] SND NI .
WSyl ot S nothing

Staff perceive people as
dependent and unable to
do activities. They do not

spend much time
interacting with them,
assisting them or treating
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new things

(@]
v

Figure 286 EAET OO0 #EOAIT A 1T £ AEOAI| ®dnesAmd Lofvé 2005E 1
p.122)

Some of the studies referred to previously point to particularly low levels of
engagement in househlal or domestic activity at home. For example, Felce et al
(1999) using nonparticipant observation found people with varying levels of
intellectual disabilities to be engaged in domestic activities at home on average
12.9% of the time. The range of 027.8% indicated, however, that some people,
particularly those with more severe disabilities, had no involvement in this at all.
Similarly, Felce and Lowg2000b) surveyed the residential services of 36 Welsh
people with severe intellectual disabilitiesand particularly severe challenging
behaviour, once again finding limited evidence of engagement in activity and
participation in domestic life. Felce, Perry and Kerf2011) then undertook
secondary analysis of data from other studies on the extent of gecipation in
household activity of 721 adults in Wales and England and again found a strong
association with adaptive behaviourET T OEAO x1T OAOh xEOE 1 A0/
skills.
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Finlayson et al (2009), noting the very low levels of physical activityf 433

Scottish adults with intellectual disabilities (and especially those with more severe
intellectual disabilities) found that overall only 8.3% regularly became involved in
housework and 4.2% in gardening at home. They argued that increased
engagemat in these activities could result in increased physical activity and
therefore fithess. Moreover, such participation also allows development of skills
which may be transferable to other occupations. Harr et g2011) used a mixed
methods case studyd explore how the engagement of one American man with

i TAAOAOA ET OAlT 1 AAOOAT AEOAAEI EOU AT A OPET A AE
of washing the dishes influenced his participation elsewhere in the community and
at work. They noted not only the incease in his skills, but also his increased self
determination and satisfaction with his occupational performance and the positive
perceptions of others regarding his capabilities and how this carried over into

community and work activities.

2.3.5.4 Policy respo nses to low levels of occupational engagement at home

Policy and expert opinion in the field of intellectual disabilities over the last 30

UAAOO EAO AT 1 OEOOAT O1 U pOiT i T OAA PAT PI AGO OECE
to develop skills related to indegndence, to exercise choice and be fully included

in society. Such policies include normalisation and social role valorisation

(Wolfensberger 1992), the Five Accomplishment€'Brien 1992) and Valuing

People(Department of Health 2001) More recently Vauing PeopleNow

(Department of Health 2009)and Raising our sight§Mansell 2010) make

particular reference to the needs of those with complex needs such as those with

profound intellectual disabilities. Those documents recognise the lack of progress

towards improving their lives, with Valuing People Novh @1 EAEOI U OET Al OAET C
AOGAOUIT T A6 AQodo, pgs AU DOET OEOU

Interestingly, however, in concentrating on the, admittedly extremely important,
promotion of community presence and participation, the risk of occupational
deprivation, alienation and marginalisation from spending a lot of time at home
with too little to do often seem to be missedRaising our sight§Mansell 2010),
implicitly takes an occupational approach in its review of services for pgae with

profound intellectual and multiple disabilities and recommendations for
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improvements. Even here however, despite clearly articulated goals of increased
opportunities to participate in meaningful work, education and leisure activities
outside thehome, and skilled support to enable this, there is no mention of what
people spend their time doing when they are at home. The focus of S@B07) is
similarly limited to community involvement with no mention of occupational

engagement at home.

The evdence presented so far strongly suggests that many people with profound
intellectual and multiple disabilities have extremely low levels of engagement in
occupations, both generally and where they live. Those with the greatest needs

seem the least occum@d and at the most risk of occupational deprivation,

alienation and marginalisation. Engagement seems to be linked to the

I DDT O0OOT EOEAO AOAEI AAT A AT A OEA NOAI EOU |
social environment. In Chapter 3, | continue my rewvew of the literature, moving

on to a more in depthcritique of the evidence regarding how we can avoid this

occupational marginalisation, deprivation and/ or alienation, by supporting people

with profound intellectual disabilities well to engage in their acccupations. | focus

in particular on the role that occupational therapists may have in this.
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Chapter 3. LITERATURE REVIEWPart 2:
Occupational therapy supporting people with
profound intellectual disabilities to engagein

occupation

Having contextualised my topi¢ | continue my review of the literaturein this
chapter, moving onto a more critical discussion ohow we can support people
with profound intellectual disabilities well to engage in their occupations and the
kind of relationship that best supports suchengagement.l begin by explainingthe
strategy that | used to searchor literature explored in this chapter, before
evaluating the evidence baseinderpinning occupational therapy supporting
people with profound intellectual disabilities to engage in ocgpations (in
particular at home, for reasons explained in 3.5.1 and 5.4).1 Icritique research
evidence and theory from occupational therapy and occupational sciences well
as relatedresearch and theory regardingActive Supporiand Personalised

Residatial Supportsfrom outside the occupational therapy profession

3.1 Data sources and search strategy

| searched within the PubMed, Allied and Complementary Medicine (AMED),

Cumulative Index to Nursing and Allied Health Literature (CINAHL) and

PsychINFO databsesfor evidence published duringthe period 1994z 2015.

Drawing on and adding to the keywords used by Verdonschot et.§2009) in their

O0OOAU 11 ATi1 O1TEOU PAOOEAEPAOEI T h OAOAOA
with a broad range of keywordsrelah A O1 O1 OOAT I A6 AT A OET O/
on title and/or abstract and limited returns to those relating to adolescents and

adults and to sources in English.
Search #1z population: using the following search terms:

Intellectual disability OR intelletual disabilities OR intellectualhdisabled, OR
intellectually disabled OR intellectually impaired OR intellectually

handicapped OR mentally disabled persons OR mentally handicapped OR
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mentally disabled OR mentally retarded OR mentally impaired OR mental
retardation OR learning disabilities OR learning disability OR learning
disorder OR developmental disabilities OR developmental disability OR
developmentally impaired OR developmentally disabled OR learning

difficulties OR learning difficulty OR complex&ds.
Search #2z outcome using the following search terms:

Activities of daily living OR activities OR occupation OR engagement OR
engage OR participation OR participate OR quality of life OR domestic OR
home OR housekeeping OR domestic life OR homema&krecreation OR

leisure OR hobbies
Search #3z combined search #1 AND search #2 using AND
Search #4z intervention: using the following search terms:

Occupationaltherapy OR occupational science OR occupational justice OR
occupational injustice OR clinal reasoning OR active support OR

personalised residential supports
Search #5z combined search #3 AND search #4 using AND

My searches gave me a good idea of the publications in which relevant articles
were likely to be published. Arranging to be alerté automatically each time a new
edition of the following journals was published, facilitated a regular search of their

contents pages (20092015) for potentially relevant articles:

Journal of Intellectual Disability Research; Journal of Applied Research i
Intellectual Disabilities; Research in Developmental Disabilities; British
Journal of Learning Disabilities; Intellectual and Developmental Disabilities;
Tizard Learning Disability Review; Journal of Intellectual and
Developmental Disability; American Jornal on Intellectual and
Developmental Disabilities; British Journal of Occupational Therapy;
Australian Occupational Therapy Journal; Scandinavian Journal of

Occupational Therapy; American Journal of Occupational Therapy;
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Canadian Journal of Occupationdlherapy; OJTR: Occupation, Participation

and Health; Journal of Occupational Science.

3.2 Critical overview of evidence for occupational therapy
supporting engagement
The literature from 1994 to 2015 contains a relatively small number of UK and
international sources relevant to occupational therapy intervention supporting
people with profound intellectual disabilities and complex need4o engage in
occupation. Additionally, two research articles from outside these years seem
particularly pertinent and still to have relevance despite their age. Most sources
were published in peerreviewed journals, mainly in occupational therapy (such as
the British Journal of Occupational Therapy) but also occasionally in intellectual
disabilities (such as the British Joural of Learning Disabilities). Additionally,
there are some sources from notpeer reviewed newsletters and some grey
literature, notably two unpublished theses, which | found from the bibliographies

of sources produced by my searches.

This section gives aroverview of this evidence, beginning with research studies,
both the large proportion seeking the perspectives of occupational therapists
about their own practice, as well as other types of qualitative and quantitative
research. | then highlight reviewsf the literature carried out by others,
documents suggesting standards for practice in this area and finally opinion
pieces, descriptions of practice and other types of evidence. In 3.3, | draw

conclusions from this evidence about occupational therapy pictice.

3.2.1 Research seeking views of occupational therapists about their

own practice
Over half of the relevant research articles report research exploring the views of
occupational therapists about their own practice. This reflects the emerging
character ofthe evidence base, with many studies exploring the nature of current

practice, as opposed to evaluating its effectiveness.

A number of authors have usedurveys to gain the perspectives of larger numbers

of occupational therapists (summarised inTable 3.1).
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Publication type
Un-published
masters
dissertation

Author and year
Malic (1993)

Peerreviewed
journal

Pimentel and
Ryan (1996)

Bowring et al . non-peer reviewed
(1999) and newsletter
(2001)
| Peerreviewed
journal
Lill ywhite and Peerreviewed

Haines (2010)

report (phase 1)

Table 38 v

2 AOAAOAE

Population

49 occupational
therapists and
assistants in one
English county
recorded and
categorised a week
of their work

14 UK occupational
therapists

94 UK intellectual
disability
occupational therapy
services

145 occupational
therapists (adults,
developmental
disabilities, including
intellectual
disabilities, USA)
69 UK occupational
therapists

OAAEEID C

Aim

Investigate
occupational
therapy service
provided for
people with
intellectual
disabilities
Compare
traditional hospital
role with emerging
community role
(results guided
subsequent
interviews)
Investigate
practice trends/
assessments used

Investigate how
theory used to
guide practice

Investigate nature
of practice (results
guided interviews
in later phases)

I AAOPAOGET 1T Al

These studies (or the survey parts of two that went on additionally to interview

respondents) highlight that occupational therapists have a role with people with

profound intellectual disabilities and other complex needs, but otherwise give us

very little detail about this work. Findings are reported in terms of, for example,

degree of intellectual disability and type of intervention, but terminology used is

often vague and open tavarying interpretations. This leads to uncertainty about

the validity and reliability of conclusions regarding, for example, proportions of

time spent doing particular types of work. The degree to whickurveyscan be

expected to gain deep insight into complex topic#cluding engagement in

occupation (as discussed in Chapter 2) artieory guiding practice (O'Neal et al.

2007), is questionable.
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It is not surprising therefore that many researchers gummarised in Table 3.2)

chose instead (or additionally) tointerview occupational therapists about their

work, which arguably has potential to gain fuller understanding of practice.

Author and

Llewelyn
(1991)

Pimentel
and Ryan
(1996)

Tannous
et al.
(1999)

Francisco
and
Carlson

Lillywhite
and Atwal
(2003)

Nelson et
al. (2009)

Lillywhite
and
REES

Perez et
al. (2012)

Publication

type
Peer
reviewed
journal
Peer
reviewed
journal

Peer
reviewed
journal

Peer
reviewed
journal

Peer
reviewed
journal

Peer
reviewed
journal

Peer
reviewed
report
(phase 2)
Peer
reviewed
journal

4AAT A x80

Method and Population ~ Aim

Focus groups Explore practice.
21 Australian
occupational therapists.
Semistructured
interviews (building on
earlier survey findings)
14 UK occupational
therapists.

12 Australian community
occupational therapists,
self-selecting as
considerably

Compare traditional hospital
role with emerging
community role

Elicit features of good
practice. Interviews about
work with one person they
believed had resulted in

experienced. positive outcomes

Group and individual Explore issues faced/
interviews. strategies used when working
6 Australian occupational with people from diverse
therapists. cultural backgrounds.
Interviews Gain perceptions of their own

and others' core roles within
their multi -disciplinary
community teams.
Understand how they applied
and combined approaches to
meet complex needs of
children with learning
difficulties (including some
with intelle ctual disabilities)

7 specialist UK
occupational therapists
(2 years' + experience).
Multiple qualitative
methods (short
guestionnaires, indepth
interviews, therapy plans
and observation).

7 Australian occupational
therapists.

8 focus groups

49 UK occupational
therapists.

Understand nature of practice

10 Australian
occupational therapists
experienced in woriking

Explore contribution to
addressing behaviours of
concern/ supporting positive

with people with behaviour
intellectual disabilities
and behaviour support
needs.
2A0AAO0AE OAAEET C TinlidD&Y4raug T 1T Al

interview
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Tannous et al(1999) made explicit their interest in occupational therapy practice
with children and adults with intellectual disabilities and "high support needs" (p
25). Despite providing a definition, however, this seems to have been interpreted
in different ways by their participants. In terms of judging relevance of findings to
my research, this is a general issue in that it is often not clear when or whether
participants are referring to their work with those with profound intellectual
disabilities. Overall, these studies again suggest a definite occupational therapy
role supporting the engagement of those with profound intellectual disabilities and
other complex needs, but provide limited understanding of the exact nature of this

role (see further 3.3).

There are arguably issues of representativeness in the above studies, in terms of
whether individual (or even small groups of) occupational therapists describing
their own practice can represent the practice of the whole profession. Participants
in most studies were seHlselecting and likely perhaps to be those with the most
interest in expressing views, which may have been different to those that chose not
to participate. On the other hand, some of the authors of these qualitative studies
were explicit about the fact that they were not in any case seeking to generalise in
this way z the findings of my previous research (Lillywhite and Haine2010) and
Perez et al(2012), for example, explicitlydo not claimnecessarily to represent
wider practice. The themes across interview, focus group and survey studies over
time (explored in 3.3) are, nonetheless, remarkably consistent suggesting that

thesefindings are useful forunderstanding wider practice.

The biggest limitation, | would suggest, in focusg so much on the views of
I AAOPAOGET T Al OEAOAPEOOO EO OEAO xA CAT AOAIIT U
particular families, support workers and, of course, people with intellectual

disabilities themselves.

3.2.2 Other research using qualitative methodolog ies

A small number of other researchers have used a variety of qualitative
methodologies to move beyond the perspectives of occupational therapists
themselves and to gain something of the perspectives of others about occupational

therapy with people with intellectual disabilities. For example, in Lillywhite and
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Haines (2010), aatter phase involved interviewing five paid carers about the

intervention someone they supported had received from an occupational therapist

in a community intellectual disability team in the preceding year. Additional

studies using other qualitative nethodologies are summarised in @ble 3.3.

Author Publication
and year  type
Melton Peer
(1998) reviewed
journal
Adams Peer
(2000) reviewed
journal
Nelson et WEEETS
IR @) reviewed
journal
EUEE-I Peer
(2011) reviewed
journal

Method and Population

Semitstructured
interviews in a naturally
relevant environment, 5
individuals with mild
intellectual disabilities
Semistructured
interviews: 10 health
and/or social care
service managers, 3
learning disability
nurses, 4 social care
team leaders and 3
support workers.
Observation of practice
7 Australian
occupational therapists
Case study, United
States, one young man
with moderate
intellectual disabilities,
visual impairment and
spina bifida.

Aim

Explore the meaning of
experiences cooking in
occupational therapy.

Gain views of stakeholders
(though notably not people
with intellectual disabilities
themselves) about the
occupational therapy
received by those they
supported.

Triangulate findings from
interviews (see Table 3.2)

Explore the ways engaging in
household tasks influenced
participation at home, in the
community and at work

Table 3.3 Research using other qualitative methodologies

Of particular interest and relevanceto me (for reasons explored in 4.2)are those

that used qualitative observational methods (in combination with interviews).

Nelson et al (2009) do not explain in detail the nature of their observations, for

example exactly how they were carried out and whethethe researches were

participant or non-participant observers. Nonetheless, findings from observation

do enrich and deepen their findings. Particular insight comes from Harr et.& O

£l AOO

femppQ 11

OEA AAOAEI

some quantitative data from scores on assessments such as the Canadian

Occupational Performance Measuré_aw et al. 2014) but mainly qualitative data

from interviews and participant observation. In studying members of her own

family, some mightaccuse Harr of lacking impatrtiality, but | rather feel that her
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closeness helped deepen her exploration of this single case and her understanding

s xooA L o~ 2

3.2.3 Quantitative research evaluating occupational therapy

In addition to the surveys reported in 3.2.1, there are five quantitative studies that

have sought to evaluate specific occupational therggnterventions, summarised

in Table 3.4.

Author Publication

and year type

Midence BEES

(1991) reviewed
journal

CIEERNEINY Peer

al. reviewed

(2003) journal

a) Peer

Kottorp reviewed

et al. journals

(2003c)

andb)

Hallgren

and

Kottorp

(2005)

Urwin Peer

and reviewed

=EUEREIS journal

(2005)

Method and Population

UK. 14 people with
intellectual disabilities
(seemingly also with
complex needs, though
number with profound
intellectual disabilities is
unclear) living in a locally
based hospital unit

UK. 2 adults with severe
intellectual disabilities

Sweden. Singlecase designs:

3 people with moderate

intellectual disabilities (study
a); 5 people with mild and
one moderate inellectual
disabilities (study b).

Engagement levels measured

using time sampling, direct
observation and 10minute
interval recording of
behaviours of residents
during different activity

sessions.

UK. Singlecase experimental
design (AB-A). 5 adults with
moderate or severe
intellectual disabilities and

tactile sensory modulation

disorder
Table 3.4 Quantitative research
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Aim

Compare levels of
engagement and staff
interactions (at baseline
and 5 month follow-up)
after period of occupational
therapy goal setting around
engagement, support staff
training, weekly support
meetings and feedback
Examine clinical
effectiveness of sensory
integrative therapy in
response to behaviours of
concern

Evaluate outcomes of
occupational therapy
intervention programme to
develop skills at home and
promote engagement.
Motor and process ability
measured at baseline and
follow-up using Assessment
of Motor and Process Skills
(Fisher and Bray Jones
2012).

Explore impact of sensory
integration therapy on
levels of engagement,
maladaptive behaviour and
function



The wide range of abilities amongst individuals with intellectual disabilities (and
particularly those with complex needs) may explain the general use in this field of
single-subject experimentd rather than other quantitative designs It is perhaps
not surprising that initial research has tended to seek evidence on the
effectiveness of interventions with individuals before moving on to more complex
studies involving larger groups The studiesby Midence (1991) and Green et al.
(2003) with participants with severe intellectual disabilities are of most relevance
to my study (the othersrelating to those with mild or moderate intellectual
disabilities). They evaluate sensory integrative therapysa specialist treatment
approach to promote adaptive behaviour (including engagement in occupation).
I & . A AlRoo¥hotédithe high proportion of the literature on occupational
therapy in intellectual disabilities that relates to issues in sensory pcessing

(including research involving children that | have not reviewed here).

The oldest study by Midenc€1991), although strictly speaking outside my
literature review, still stands out as distinctive 24 years later. He reported 5
month-long ocaipational therapy intervention resulting in a small increase in
engagement and (something he considered particularly positive) a larger increase
in the amount of interaction between staff and residents. Although the landscape
of intellectual disability services has changed a lot since then, my owwmork
experience andresearchfindings (Lillywhite and Haines 2010) suggest that
occupational therapists still undertake work of the type evaluated by Midence.
This study, although incompletely reported and now emewhat old, still tells
something of the occupational therapy approach to supporting engagement and is

therefore of direct relevance to my study.

3.2.4 Literature reviews and standards of practice

Three authors have carried out varying types of reviews of thevidence
underpinning occupational therapy with people with intellectual disabilities, some
leading to proposed standards of practice. The restricted nature of the evidence
base, as established above, limits the relevance of these reviews, but | havefbrie
summarised them in Table 3.5. A particular limitation of COT (2013b) is that the
principles were largely drawn from only one studymy own previous research

(Lillywhite and Haines 2010), rather than a wider review of the literature. None of
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these souces draw on literature from outside the field of occupational therapy

(see Chapter 2 and 3.4 below, for example) that | strongly feel nonetheless informs

AT A OODPDPTI OO0 OEA DPOI £ZEAOOEIT 1

ear type

Standards

OTPLD
(2003) of practice

Author and Publication

60 xI OES8

Aim

Renton Peer 2RARO0EAxAA 1 EOAOAOOOA 11 OE!
(1992) reviewed
journal
Mountain =S Collatesuch quality evidence underpinning community
(1998) reviewed occupational therapy with people with intellectual
report disabilities as existed in order to describe the pretice and
to suggest future roles. Not a systematic review (includec
non-research based, more descriptive or anecdotal
sources; omitted journals from outside the UK and those
from intellectual disability field rather than occupational
therapy).
V/[EeR=Res Non-peer Proposed some quality standards in the form of a working
cIN B reviewed tool of scenarios considered by the authors to be best
OT news practice (devised through combining available evidence
letter with their experience from practice). Notall the evidence

drawn on was cited in the article.

A special interest group of UK occupational therapists in
the field of intellectual disabilities proposed a set of
partially evidence-based standards of practice.

OTPLD (2003) standards were updated by the Learning
Disabilities Specialist Section of the College of

cor Standards
(2013b) of practice
Occupational Therapists (COTSSPLPJOT 2013b)

Table 3.5 Literature reviews and standards of practice

3.2.5 Opinion pieces and descriptions of practice

The remaining evidence consists of nomesearchbased evidence, such as opinion
pieces, and descriptions of cases or practice (summarised in Table 3.6). Although
none explicitly, or very obviously relate to those with profound intellectual

disabilities, they do highlight the occupational therapyfocus on the quality of

ET AEOEAOAI 06 1T AAOPAOGETT AT T EOAOG ATA 11
by Jones has the most direct relevance to my research. Although the words &av
AEAT CAA OT 1 AxEAO 1T OAO OEA ET OAOOGATET ¢ UAAOON

Accomplishments (rights, independence, choice, community presence and

O06DPDPI O

community participation) are still relevant today, as can be seen by their continued
influence on more recent policyand standards, such as Department of Health
(2009) and COT(2013b).
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Author and Type of Comments
publication
Peer Related, then relatively new, theories of working with
reviewed people with intellectual disabilities (e.g. Five Swice
journal Accomplishments(O'Brien 1992)/ value of partial
participation) to occupational therapy. Proposed a
competency-based and functional skillsfocused frame of
reference (as opposed to developing underlying
capacities) considered likely to have greateimpact on
quality of life in the present.
AHlleR=i8 Non-peer  Reported on garden cooking group with adults with
IR reviewed intellectual disabilities in the United States, 55 years of
newsletter age or older (none with profound intellectual dsabilities)
Reynolds MEEER Reported audit of effectiveness of occupational therapy
“eNSEIE reviewed treatment groups in a specialist assessment and
(2012) journal treatment unit admitting those with intellectual
disabilities, additional mental health dificulties and
challenging behaviour.
Non-peer  Described a communitybased service learning initiative
reviewed in which American occupational therapy students ran
newsletter occupation-based groups focusing on enhancing the
quality of life of adults with intellectual disabilities.
Smith et Peer Reflected on a workbased learning programme for
Il B reviewed people with intellectual disabilities in a forensic service.
journal
Table 3.6 Opinion pieces and descriptions of practice

3.2.6 Summary

In the five previous sections | have explored evidence underpinning occupational

therapy from the United Kingdom, the United States, Australia, various parts of

mainland Europe and Taiwan. A significant proportion relates, as | have said to
occbAOET T Al OEAOADPEOOOS T xI DPAOOPAAOEOAO |
proportion specifically to those with profound intellectual disabilities, though

other sources may still nonetheless serve to illuminate practice in that area.
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3.3 Occupational therapy supporting engagement

| have so far presented an overall critique of theature of the evidence related to
occupational therapy with people with profound intellectual disabilities. With

, E1 1T UxEEOA AT A (2008xiArhidd@hatAhis hspdct©f@Eupational
therapy could usefully be more clearly articulated, | explore in this section what

AAT AA Ccl1 AATAA EOT i OEEO AOEAAT AA AAI

x| OE O0O0PbDPI OOET ¢ PAT PI A60O AT CACAI AT O E

3.3.1 A philosophy focused o n occupation and meaningful engagement
In Chapter 2, | introduced theory from occupational science that informs and
underpins occupational therapy practice. This included important notions that
engaging (or not) in occupation impacts on health, quality dife and development
and that those who are unable to access occupational opportunities generally

available to others may experience occupational injustice.

Occupational therapists consistently refer to having expertise in occupation and a
key role in supporting meaningful engagement in occupation and activitfTannous
et al. 1999, Perez et al. 2012)A keen interest in really understanding how people
engage and what occupation means to them is clearly illustrated in, for example,
Mahoney(2009) and M&ahoney and Robertq2009), where interviews and
observations were used to explore in depth the occupational engagement of ten
adults with moderate to severe intellectual disabilities in a United States day

centre and the work of those supporting them there.

Focusing on engagement in occupation is one of the principles for practice in this
field (College of Occupational Therapists 2013b)Occupational therapists
themselves describe primarily focusing on increasing opportunities for meaningful
engagement inoccupation, making choices and developing occupational roles
(Bowring et al. 1999, Tannous et al. 1999, Lillywhite and Atwal 2003, Perez et al.
2012). This is particularly important where individuals face barriers to such
engagement and the role includesupporting others to have a more occupational

focus.

74

> O

> T

O >

-_



0 AOA U fiRdihgsAdggest Dat use of occupational therapy practice models,
such as the Model of Human OccupatiqiKielhnofner 2008) may help identify and

s x oA L o~ AN

perspective to behavioural or medical models used by others in the muti
AEOAEDI ET AOU OAAI 8 4AEAO OOOAU Al Ol EECGE]
their core skill of activity analysis (analysing an actiity in which an individual

struggles to engage in order to understand its demand€reek 2010)) allows

recognition of how to adapt and grade activity to enable participation. This may

involve a compensatory approach using knowledge of specialist adaptive

equipment and assistive technology to support engageme(®Perez et al. 2012)

3.3.2 Theoretical underpinnings: a multi -model approach involving
complex clinical reasoning
Clinical reasoning is the process by which occupational therapists generate
understanding of and make decisions about complex situationdattingly and
Fleming 1994). Those authors and Flemin{l991) described the various
procedural, interactive, conditional, narrative and pragmatic types of reasoning
evident when observing occupational thergists and interviewing them about this
practice. This theory does not seem though to have specifically been related to

occupational therapywith people with intellectual disabilities.

What is apparent from the evidence base, however, is the way occupmatal
therapists, explicitly or more often perhaps intuitively, use the theory and models
referred to below, in combination with theory from outside the profession, in their
OAAOI T ET C8 &1 O (2097 anBlysdll he thebried ddelsfodO A
frames of reference that United States occupational therapists working with people
with intellectual disabilities were either explicit about using, or that were implicit

in their descriptions. Some such theories were also referred to in the studies by
Nelson & al (2009), Lillywhite and Haines(2010) and Perez et al(2012). In what
AT OTT AO Al anbdelagproério (2800, p6l), tdfololvibgrare
examples of some of the theories on which it is said that occupational therapists

may draw to suppat their clinical reasoning:

1 Disability theory (Perez et al. 2012)
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Behavioural theory (Perez et al. 2012)
Sensory and sensory integrative theoryO'Neal et al. 2007, Nelson et al.
2009).

1 Biomechanics (O'Neal et al. 2007, Nelson et al. 2009).
Cognitive disability and cognitive perceptual theory (Nelson et al. 2009).
Psychosocial theory (Nelson et al. 2009).

Some occupational therapists have described using active support as a method of
supporting people with severe and profound intellectual disabilities teengage in
occupation(Goodman et al. 2009Lillywhite and Haines 201Q. The relevance of

this theory to occupational therapy practice will be discussed further in 3.4.

3.3.3 Long-term, hands on involvement

Occupational therapists interviewed in Australia byTannous et al(1999) and in
the UK by Lillywhite and Haineg2010) consistently describedcomplex and
changing needs requiring twoparticular qualities in their work with people with

intellectual disabilities:

1 Longterm involvement Getting to know soreone may take time and an
intervention needs to be sufficientlylengthy to enable rapport and
relationship to develop (COT 2013). Individual and external factors
(including the time needed to effect attitudinal change amongst those

providing support) may make progress slow(Tannous et al. 1999)

f Practical input and doing activities with peopleOAT AO 1186 ET OAOOAT OEI

empowering the person and changing perceptions of otheir@ncluding
those providing support) towards them have been described as

particularly important (Tannous et al. 1999).

Two Swedish studies sought to evaluate the effectiveness of letegyrm, practical
interventions of this type. Kottorp et al (2003c) used the AMPS (see further
3.3.5.1below) to evaluate the outcomes of a perseoentred intervention

DOl COAI T A O AAOGAT T D OEOAA xI1 i Al xEOE
in activities of daily living at home. This involved occupations meaningful to each

participant in which they wanted to improve their performance. It appeaed to
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AT EATAA OEA xT 1T AT 80 POT AAOO Oté&idwe® j OET O
actual changes in motor ability and awareness of disability). Hallgren and Kottorp

(2005) then evaluated a refined programme in a similarlydesigned second study,

this time with five adults with mild and one with moderate intellectual disabilities.

The findings supported the earlier study, with the authors concluding that the

programme could improve occupational performancen both processand motor

ability. These two studes provide some evidence for the effectiveness of such

work with individuals with mild and moderate intellectual disabilities, but the

extent to which the findingstranslate to those with severe and profound

intellectual disabilities is uncertain.

3.3.4 Empowering people

Working in a personcentred way isgenerally at the heart of intellectual

disabilities policy today (see for example Department of Health 2009)

Occupational therapists believe their approach, however, to be particularly
person-centred, with afocus on empowering those with whom they are working to

make choices, including taking riskgTannous et al. 1999) Key occasions to

become involved seem to be at times of transition and change and when

motivation to engage in activities is reduced: usefdheory regarding volition

(Kielhofner 2008) supportsAT  OT AAOOOAT AET ¢ 1T £ OEA xAUO
values and beliefs about their own capacities can impact on the occupational

choices they makeLillywhite and Haines 2010). In a study that | prevously

mentioned in 2.3.5.3Harretal.(2011) T AOAOOAA EiT x TTA Uil Ol cC i
competence and independence in the single activity of washing the dishes

influenced both his selfconfidence and the perceptions of his father towards him.

3.3.5 Understandin g the impact of intellectual disabilities on

occupational engagement
Supporting people well requires good understanding of how intellectual
disabilities impact on engagement in occupation, but gaining this may not always
be easy. Vlaskam005a, 2005b)highlighted the challenges professionals face
assessing specific impairments and functional abilities of people with profound
intellectual disabilities, whether for diagnosis, to establish current status, or to

provide information to guide intervention. The degree of intellectual disability,
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along with motor, sensory and communication impairments and complex health
needs, can mean that developmental tests and other assessments that might be
used with others are often less feasible. Assessment is therefd@ereal feat of
skillo(Vlaskamp 2005a, pl52) and complex reasoning, more sensitive
standardised assessments and a more functional approach are needed when

assessing:

@AT CACET ¢ ET 1 AATET cEOl AAOEOEOEAO 8 EIT Al
A A QViaBiadp 2005a, [@L54).

To me, this suggests a need to go further than assessing underlying capacitied

occupational therapy assessment may bgarticularly relevant to gaining a real

O1 AAOOOAT AET ¢ 1T &£ ET AEOEAOGAI 06 oWAT COEO AT A 1
occupational therapists assess people with intellectual disabilitie@wyer and

Reep 2008)offers an interesting, albeit not researckbased, perspective from two

highly experienced practitioners. Their suggestion was that occupational

therapistshavA A AEZEEZAOAT O & AOO 11 OAT EATAET C 1
OEAT OOUET C O OAOOI OA (2008,1.10D iTHeih ériphagisl C EI D
on assessing performance by observing people doing occupations, links with

61 AOEAI D6 O OAZR@%). AA Oi Ail OAGO
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30PDT OO0 A&l O $ g0D8)@ssédktionicorged ffo th©occupational
therapists whose views Lillywhite and 1(2010) previously sought. We found that
anoverall purpose ofoccupational therapy assessment wat establish exactly
how intellectual disability impacts on occupational performance and this is now
stated as a principle of practice in this fieldCollege of Occupational Therapists
2013b). The particular need to establish this in a population unlikely to be able to
verbalise this impad themselves was emphasised. Occupational therapists
described multiple sources of information, including particular emphasis on direct
observation in the environment where occupation would naturally be carried out.
The importance of gaining full undersanding by observing engagement in multiple
environments was also stressed by Perez et&alO O A O 52012pakd titsGs
important when disability is seen from the perspective of interactionist models
such as the ICF (WHO 2001).
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The views of proxies, sah as family and carers who know the person well, are very
important (Pawlyn and Carnaby 2013, Vlaskamp 2005bput occupational

O E A O Adablé approachof assessment throughobserving performance does
contribute to the more functional one called for bylaskamp(2005a).

Occupational therapistshave suggested that it can lead to objective and really good

understanding of strengths and support need¢Lillywhite and Haines 2010).

3.3.5.1 Specific assessment tools related to occupational engagement

The literature suggests that occupational therapists have sought to develop
standardised assessment tools, with tested validity and reliability, to support them
in obtaining this good understanding of the occupational performance of those

with intellectual disabilities. For example:

1 Swee Hong et a2000) reported on the early stages of development of an
initial assessment of the occupational performance of those with severe
intellectual disabilities, highlighting the challenge of developing
something easy to use, whit yet produced meaningful information.

1 Dychawy-Rosner(2003) investigated the content validity of the IRENA
Daily Activity Assessment to measure occupational performance of adults
with intellectual disabilities.

1 Jang et al(2009) examined the psychomgic properties of the
Loewenstein Occupational Therapy Cognitive Assessment (LOTCA), an
occupational therapy assessment measuring specific underlying
capacities, concluding that it had sufficiently high internal consistency
and criterion validity to be suitable for measuring the cognitive abilities
and visual perception of those with mild, moderate and severe intellectual
disabilities (the relevance to those with profound intellectual disabilities

remaining uncertain).

My own experience and lack of furthereference to these three assessments in the
literature suggests, however, that they are not much used in current practice. The
following tools are reported to be the ones that United Kingdom occupational

therapists use the mostvhen assessing the occugnal performance ofpeople
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with intellectual disabilities and complex needs, including profound intellectual
disabilities (Lillywhite and Haines 2010):

1 The Assessment of Motor and Process Skills (AMPS) (Fisher and Bray
Jones 2012) and the Model of Huma@ccupation Screening Tool
(MOHOST) (Parkinson et al. 2006), bothlOHO assessment&ielhofner
2008). Blount (2007) found that 54% of her respondents used the
MOHOST and 48% the AMPS.

1 Other MOHO assessmernnts

o Volitional Questionnaire (de las Heras et al.aD7), which gains
insight into motivation for occupation through observing
individuals whilst doing and which wasused within research by
Mahoney et al (2013).

o Assessment of Communication and Interaatin Skills (Forsyth et
al. 1998), which can provide ingyht into communication in the
context of occupation.

o Residential Environment Impact Survey (Fisher et al. 2008),
which can illustrate the impact of the environment on occupation
(see further 3.3.6).

1 The Pool Activity Level Instrument for Occupational Prising (PAL) (Pool
2012), whose strong validity (Wenborn et al2012) and usefulness for
gaining understanding of the levels at which people with profound
intellectual disabilities can engage in activity was previously referred to
in 2.3.2.

Other than thePAL, the AMP®which assesses the impact of motor and process

skills on occupational performance)is underpinned with the most evidence, with

four studies investigating its specific use with those with intellectual disabilities

(Kottorp et al. 2003a, Kottap et al. 2003b, Hallgren and Kottorp 2005, Kottorp

2008). These concludeOEAO OEAOA EO A Ci 1 A mMecéedx EOE OEA
rasch model when assessing those with mild intellectual disabilities, but an

apparently less good fit with those who hae moderatesevere intellectual

disabilities. The extent to which it is a sufficiently sensitive assessment tool for

those with severe and profound intellectual disabilities remains a matter of debate,
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xEQOE T1TA OAOPI T AAT O OI (199)isdghedtihd thattie A 2 UAT i
1-03 xAO OET APPOI POEAOASG AI O OET (%6, x EOE |
p.317).

Echoing the challenges highlighted by Vlaskam{2005a), occupational therapists

have long highlighted the paucity of valid and reliable toolthat can measure
occupationalengagementof people with intellectual disabilities generally and

those with profound intellectual disability in particular (for example, Pimentel and

Ryan 1996, Plimmer 1996) Inability to use the whole of a particular assesnent,

may not preclude value in using part of it, however, to illuminate a particular

AOPAAO 1T &£ Ol T ATTA xEOE DOT & O Kaskam@AT 1 AA
2005a). Itis perhaps not surprising therefore, that when occupational therapists
havefound it ineffective to administer standardised tools in a rigid way, they have

reported adapting them. The 100 occupational therapists surveyed by Blount

(2007) acknowledged that they found a need to modify tools to make them usable

when assessing indiE AOAT 068 AT I Pl Ag T AAAO8 1T Q1 OBEG®AC
conclusion that this rendered the tools invalid. My more cautious suggestion,

supported by the earlier point made by Vlaskamp, would rather be that when tools

have been administered in this norstandardised way we can bdess certaimbout

the extent to which the results are valid and reliable. Wheearefully combined

with reasoning, findings may still be usefuln practice.

Lillywhite and Haines (2010) also found that occupational therapists tailo
assessments to the needs of the individuals they are working with. For example,
the PAL is validated for assessing the levels at which people with dementia engage
in activity (Wenborn et al. 2012) but occupational therapists nonetheless
described finding it insightful to use with those with alternative cognitive
impairments, namely severe and profound intellectual disabilities. Hawes and
Houlder (2010) concluded from preliminary research in a community intellectual
disability team over 6 months, that he MOHOSTParkinson et al. 2006)is a
reliable, clinically useful and flexible tool for assessing occupational performance.
Their study however, along with those by Bloun{2007), Lillywhite and Haines
(2010) and Parkinson et al(2014) all suggest thatpeople with profound
intellectual disabilities tend to score very low on such assessments and that the
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MOHOSTis therefore insufficiently sensitive to indicate change in those with
severely impaired occupational performance. For this reason, the MOHOExpLa
new tool intended to capture more subtle shifts in occupational performance, is

being developed(Parkinson et al. 2014)

In conclusion, assessment of people with profound intellectual disabilities cannot
be a rigid procedure, but is better seen aa process(Vlaskamp 2005a)
Occupational therapists use standardised assessments some of the time, but they
emphasise observational assessment in context and in particular a need for
flexibility, creativity, trial and error and persistence and use of cliical reasoning to
analyse complex situations and gain a good understanding of the impact of

intellectual disabilities on engagemen{Lillywhite and Haines 2010).

3.3.6 The impact of the environment and sensory needs on

engagement in occupation and behaviour
Occupations are performed in specific physical, social, organisational and cultural
environments (Kielhofner 2008)8 'T ETAEOEAOAI 80 ET T A A1 OEOIT 1
just of the physical space, but also those they live with and the quality, type and
culture of support received there. Occupational therapists consider that an
understanding of this, achieved in part through emphasising assessment in
environments where occupations are naturally carried out, is essential when
supporting engagementLillywhite and Haines 2010). Occupational therapy often
involves adaptation of the environment in some way and this may include adapting
the social environment by encouraging a change to the way someone is supported

(see further 3.3.7).

The importance of considering howthe environment may influence behaviour is

stressed(Perez et al. 2012) Occupational therapists have highlighted how

understandinganET AEOEAOATI 80 OAT Gihdbdaw tHe énvidd@®ET ¢ T AAAO
impacts on thesecan be an important part of their work,particularly with those

who have profound intellectual disabilitiesand other complex needgLillywhite

and Haines 2010) Unmet needs can contribute to behaviours experiencdxyy
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others as very challenging and ecupational therapy referrals often relate to
individuals whose behaviour appearselated to sensory issuegPerez et al2012).
A review of the caseloads of four occupational therapists in a community service
for adults with intellectual disabilities in the UK, suggested that 21% of their
clients behaved in ways possibly indicative of issues with sensory processing with
an even higher figure of 40% found in the United Statgfeisman and Hanschu
1992).

/ & . BOOV) found that 70% of American occupational therapists working with
adults with intell ectual disabilities referred to using sensory stimulation and
sensorimotor therapy frequently and 92% tousing sensoryintegration theory at
least occasionally. UK occupational therapists also describe carrying out sensory
assessment and intervention, inluding sensory integration therapy (Lillywhite

and Haines 2010) Recognising that behaviours may be sensesgeking or
sensory-avoiding and the link with the demands and opportunities of the
environment may therefore be an important contribution to team éforts to

support positive behaviours. Experimental researciffor example, Green et al.
2003, Urwin and Ballinger 2005)has explored the impact of sensory integration
therapy by occupational therapists on levels of engagement, maladaptive
behaviour and function of individuals with a range of intellectual disabilities, some
OAOAOA8 7EOE OEA | Al AAAPOEOA AAEAOET 600
participants decreasing significantly and the engagement level of one participant
increasing significantly, thesestudies suggest that this therapy is promising,
though the lack of controls limits the conclusions that can be drawn. With more
research focusing on children than adult¢see for example lwanaga et al. 2014,
Schaaf et al. 2012and on those on the autistt spectrum than on those with
intellectual disabilities, there remains a lack of consensus as to the effectiveness of
sensory integration therapy, in particular with adults with severe and profound
intellectual disabilities. The Council on Children with Babilities (2012) reached
the overall conclusion that research regarding the effectiveness of sensory

integration therapy is still limited and inconclusive.

Although the importance of considering the sensory responsiveness of individuals
with profound int ellectual disabilities is still evident in the literature (for example
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Vlaskamp and CupperfFonteine 2007, Lima et al. 2012)}hey donot seem to have

been the focus oensory integratiofrOA OAAOAE OET AA 2AEOI AT 80 OET C!
(1993) in which sensory ntegration therapy was usedo reduce selfinjurious

behaviour in one adult with profound intellectual disabilities. Lima et ab (012)

case report on work with one young boy with profound intellectual disabilities is

from neither an occupational theapy nor a sensory integration perspective, but

suggests useful ways in which a combination of both behavioural and physiological

measurements (such as electro dermal responses) may be used to assess sensory

responsiveness.

3.3.7 Building relationships: collabo rative working

Tannous et ald 999) findings suggest that the outcomes from occupational

therapy with people with intellectual disabilities come out of the type of

relationship and rapport built with people. They noted that occupational

therapists descibed a reciprocal rather than oneway relationship, where the

OEAOAPEOO Al O 1 AAOT O &£OiIi OEA PAO®B 1 xEOE EI
participants with mild intellectual disabilities reported valuing their occupational

OEAOADE OO dgxtyld reBpeckulditifudle, sensitivity to particular

circumstances and ability to take on different roles when teaching skills.

A core principle of occupational therapy is to work collaboratively, not only with
people with intellectual disabilities the mselves, but also with others to meet their
needs(COT 2013a, 2013b) This includes colleagues in muHprofessional teams,
as collaboration and multior inter -disciplinary assessment with them and with
mainstream or generic health and social care senas is essentiafully to
understand and meetb AT D1 A §(Emeisdch AtAlC2009, Goodman et al. 2009,
Vlaskamp 2005b) Lillywhite and Haines(2010) found specific examples of
collaboration, including complex seating, positioning and posture management
alongside physiotherapy and multidisciplinary input around eating and drinking
with physiotherapy and speech and language therapy. The service managers
interviewed by Adams(2000) saw the way that occupational therapy enriched the

multi -disciplinary team as a particular strength.
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A particularly important aspect of occupationalODEAOADPEOOOGS AT 11 AAT O
which is the focus of the remainder of this sections with family members and
those who are paid to support people with intellectual disabilities a a day to day

basis in residential, day, work and otheservices (Lillywhite and Haines 2010).

3.3.7.1 Consultative role supporting enhanced quality of support

"OT T £ZAT AOAT 1T AOG O A A(2005)@rphasites theiv@yfaia® OEAT
ET AEOEAOAI 8 B shapkdik ihd imdraltibnd between themselves and
the systems of which they are partProfessionals including occupational
therapists, have an extremely important role when inputting into support systems,
in changing perceptions and improving the quity of care, which is particularly
important with a workforce that is often poorly paid and trained and that may
turnover rapidly (Bubb 2014). The training needs of the intellectual disability
workforce are acknowledged in government policyDepartment of Health 2009)
and the provision of training programmes(Chadwick et al. 2014, Tredinnick and
Cocks 2014) In particular, experiential training by health professionals is
acknowledged as important if recommendations are to be successfully and

consistently followed (Bradshaw and Goldbart 2013)

It was previously suggested in 2.3.3 that the only predictor of engagement in
activity other than level of ability, is the practice of those providing support
(Mansell et al. 2003b)and Philips and Ros€2010) conduded that levels of staff
interaction and support and staff attitudes towards residentSbehaviour were
most predictive of the breakdown of living arrangements.Mahoney et al(2013)
found from their three studies that adults with intellectual disabilities often had
enhanced volition and engaged more actively wheangaged ina co-occupation
with someone else, as previously described in 2.3(®1ahoney and Roberts 2009)
They suggested that occupational therapy is most likely successfully to support
occupational engagement by focusing on building rapport and enabling eo
occupation between people with intellectual disabilities and those that support
them (Mahoney et al. 2013) Family members interviewed by Mansel(2010)
consistently suggested thatthequa EOU 1T £ O0O0PDPT OO0 x1 OEA0OE

those they supported was of primary importance, with values and attitudes at least
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of staff relationships with the disabled persd 2010, p.11).

The need for occupational therapists to train and give feedback to direct care staff
was recognised by Midence (1991) whose observational study of people with
intellectual disabilities and complex needs at home suggested an increase itlip
levels of engagement in activity and, in particular, staffesident interaction,
following training sessions and weekly feedback meetings over five months.
Lillywhite and Haines (2010) found that occupational therapists support others to
recognise thevalue and importance of meaningful occupation and that support
workers seem to react positively to training provided (one specifically
commenting on the value of training around engaging people with profound
learning disabilities in activity). The need ér occupational therapists to provide
training to support staff about the value of occupation and ways to support
occupational engagement is a principle of practice (COT 2013b), thougtere does
not seem to have been a response to the long standisgggesion that further
research is needed into how the profession could contribute to improving the

quality of support at home (Mountain 1998).

Health professionals have described the challenges involved in thetensultative
role of improving care throughgetting support staff to change their practice (for
example Chadwick et al(2006) in relation to speech and language therapy).
Encouraging people to work in a more occupational or enabling way may mean
supporting a change in beliefs, attitudes and percepins (Tannous et al1999) and
building up sufficient rapport to achieve this can take time (COT 2013) (see 3.3.3).
The findings of myprevious research (Lillywhite and Haines (2010)suggest that in
order to motivate staff teams to work in different waysoccupational therapists
seem to prefer to work alongside them, negotiating rather than dictating and
remaining closely involved with support workers and managers to facilitate
implementation of recommendations following intervention. Recommendations
needto be realistic and achievable and there may be a need to compromise on
what can be achieved due to the nature of the staff team providing ongoing

support.
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3.3.8 Conclusion: a particular role with those with complex needs

The literature | have reviewed tells ussomething about the role of occupational
therapists with individuals with varying degrees of intellectual disabilities. Some
findings have emphasised a particular role with those whose needs are more
complex, for example, Mountain(1998) concluding that accupational therapists
need to address the particular needs of those with complex needs arising from
intellectual disabilities combined with physical disability, mental health needs, or
behaviours about which there is concern. When working with others teupport
positive behavioursoccupational therapists have highlighted the alternative
occupational and sensory perspectives they may bring to a team attempting to
understand why an individual may find the need to behave in a particular way
(Perez et al. 202). The occupational therapists surveyed by Bowring et 4[1999)
and interviewed by Lillywhite and Haines (2010)believed they had an important
role with those with such complex needs, including those with profound

intellectual disabilities and some destbed prioritising this work.

3.4 Other approaches to supporting engagement

In this section | broaden the review to include two other approaches to supporting
engagement in occupation from outside the occupational therapy literature: active
support and persaalised residential supports. It is particularly important to
explore the relevance of active support, as this is the method of supporting people
with severe and profound intellectual disabilities to engage in activity that is
underpinned by the most research evidence, but also because it is a method that
occupational therapists have themselves described usifgoodman et al. 2009
Lillywhite and Haines 2010).

3.4.1 Active support

4EA OAOI OAAOEOA OODPDPI 006 EO OOAA EIT AI OO

similar variants of this approach, that is what Mansell and BeadiBrown (2012)

AAl 1T OAAOQOEOA OOPENIOGGAITAT ABAAEDMA AOORIR C

Active support focuses on the quality of the relationship between the persons

providing and receiving support. This is an enabling relationship, rather than one

ET O11 OET ¢ OAT ET C /&l 08 ilasHated in Figuie 2.8 (KdnselD AT &6 |
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and BeadleBrown 2012, Ashman et al. 201Q) Those authors describe the

following four essential qualities in this enabling relationship, which:

1 Supports engagement in meaningful activity and relationships.

1 Sees the potential of supporting such engagement in every moment
emphasisingopportunities for ordinary everyday activity around the
home rather than setting up special activity.

1 Involves getting the amount and type of support right, grading this
support creatively to ensure that the person experiences success. This
requires breaking the activity into steps using the behavioural approach
of task analysis. Although participation is positively reinforced through
for example praise and attention, the emphasis is on the intrinsic
reinforcement of the activity itself.

1 Maximises opportunities for people to make real choices and have control

over how they spend their time.

Interactive training of staff directly with people with intellectual disabilities is

emphasised and there are systems for planning, recording, monitoring and leading

implementation within staff teams (Mansell and BeadleBrown 2012).

Participation, or engagementijs said to increasebecause more activity is available,

support is more skilled and effective (and more equitably distributed towards

those requiring it the most) and because only as much support as is necessary to

enableend CAT AT O EO CEOAT 8 4AEEO OOEOOOT OO AEOAI A
Al BT x A O(idhés@ Lowe 2005, f123), is illustrated in Figure 3.7, the

opposite of the vicious circle of disempowermenpreviously described in the hotel

model of care.
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staff interact positively

with people and provide

opportunities for them
to participate

staff think of new ideas

for goals and activities

and see themselves as
enablers

people participate
successfully in some
activities

staff perceive people as /

more competent, successfu
and valued; they give them

more respect, control and
attention and feel more
confident, successful and
eager to try new things

Figure 3.7 Virtuous circle of positive interaction and empowerment (Jones and Lowe
2005, p.123)

My literature search strategy (described in 3.1) produced a total of 30 research
articles, 5 commentary and opinion pieces, 3 reviews of the literature and a
practice deription about active support. Additionally, | discovered an additional
two research articles prior to the search period of 1994015 and two recent

books about active support{Mansell and BeadleBrown 2012, Ashman et al. 201Q)
Most of the research studes were carried out in England or Wales, with the
exception of seven Australian studie¢Stancliffe et al. 2007, Fyffe et al. 2008,
Koritsas et al. 2008, Stancliffe et al. 2008a, Riches et al. 2011, Stancliffe et al. 2011,
Mansell et al. 2013) one from Taiwan (Chou et al. 2011)and one from New
Zealand(Graham et al. 2013) A number of these research studies were published
together in a special active supporthemed edition of the Journal of Intellectual

and Developmental Disabilities in 2008.
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Much of the research evidence consists of quantitative studies evaluating the effect
of implementation of active support on engagement in occupation and quality of

staff support. Examples of these include:

1 Many studies using multiple baseline before and after desig (e.g. Jones
et al. 1999, Felce et al. 2000a, Stancliffe et al. 2007, Stancliffe et al. 2008a,
Stancliffe et al, 2010, Stancliffe et al. 2011, Totsika et al, 2010, Beadle
Brown et al, 2012, Mansell et al. 2013).

1 A smaller number of studies comparing serees where active support has
been implemented with those not trained in this method (e.g. Bradshaw
et al. 2004, Mansell et al. 2002, Felce et al. 2002, Mansell et al. 2008, Chou
et al. 2011).

1 A single case study (Toogood et al. 2009).

Some studies hve evaluated implementation of active support across the whole of
an organisation providing support services and these larger studies allow some
comparison of the impact on engagement amongst those with different levels of
adaptive and challenging behavior (Mansell et al. 2003a, Mansell et al. 2003b,
Ashman and BeadleBrown 2006). Some more recent studies have also begun to
evaluate the effect of active support on other variables, for example frequency of
challenging behaviour(Koritsas et al. 2008, Toogod et al. 2009, Stancliffe et al.
2010, BeadleBrown et al. 2012), depression(Stancliffe et al. 2010)and
opportunities for choice (Koritsas et al. 2008, Beadldrown et al. 2012)

Only three studies have used a qualitative methodology, a small proportidless
than 10%) of the research into active support: Totsika et a(2008) explored the
experiences of those participating in active support interactive training; Fyffe et al
(2008) interviewed support staff and service managers to explore organisatiai
factors associated with implementing active support; and Graham et.§2013)
explored the experience of active support from the perspectives of support staff

and managers and also family members of residents.

Commentaries and opinion pieces include W1 1 E AT O38(2085)@adacthvé O
support should only be seen as one way of supporting people and improving their

lives; and debate about whether or not active support is inherently perseoentred
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(Harman and Sanderson 2008, Jones and Lowe 200&)y own understanding
being that it is so and that if you are not being perseoentred, you are not

following active support).

AEOAA OAOEAxXxO 1T £ OEEO (NahsBIGAJIBEHIGHWAT AU T,
2012, p.86) underpinning active support have been publiskd (Stancliffe et al.

2008c, Mansell and BeadlBrown 2012, Hamelin and Sturmey 2011) From these

and my own critique of the literature, | have reached the following conclusions

about this way of supporting people:

1 When full training in active support hasbeen completed, this consistently
seems to lead to increased engagemeint activity by adults with severe
and profound intellectual disabilities living in small homes of 17
residents with 24 hour staffing (Stancliffe et al. 2008c).

1 Active support has mo#ly been shown to lead to significant increases in
staff assistance (Stancliffe et al. 2008c).

1 Some studies suggest that active support is most effective when used with
people with lower levels of adaptive behaviour (and therefore higher
support needs) (Maxsell and BeadleBrown 2012).

1 Well-implemented active support canovercome and compensate for
societal/ environmental disablementand enable even those with the
greatest support needs to engage in meaningful activities and
relationships at levels usually ahieved by those with less disability.

1 Increases in engagement are smaller where implementation is weak
(Mansell and BeadleBrown 2012) for example experiential training for
staff is missing(Jones et al. 2001b, Ashman and BeadBrown 2006,
BeadleBrown et al. 2012).

1 Weaknesses in the designs of some studies require conclusions to be
tentative, Hamelin and Sturmey (2011) for example concluded from their
systematic review of experimental evaluations of active support that the
quality of the evidence meansE AO EO OEI OI A AA OACAOA
OOAAOI AT O168) jaxopposed to @ evidencbased practice.

91



1 There is only limited qualitative research on active support and a lack in
particular of research evidence about the nature of more and less

effedive enabling relationships.

Many of the characteristics of active support seem similar to those described of
occupational therapy in 3.3. Both approaches seem to share a common aim and,
as previously said, it is an approach that occupational therapisteemselves
describe sometimes using. It is unclear, however, exactipw occupational
therapists use active support and the extent to which they use it in the ways

described within the active support literature.

3.4.2 Personalised residential supports

In extengve Australianresearch Cocks and Boade(2011) explored the
AEAOAAOAOEOOEAO 1T &£ xEAO OEAU 1T AT AA OPAOOITAIE
those with developmental disabilities, including intellectual disabilities. They

began by reviewing existing emgical research and descriptive literature relevant

to this, though they did not consider any of the occupational therapy evidence |

have cited, nor (particularly surprisingly) the extensive evidence around active

support discussedabove, which leads me taqquestion the thoroughness of this

review). Theythen explored case studies of the support of six adults with

intellectual disabilities with low, moderate and high support needover two years,

at the same time surveyindl8 individuals considered to haveexpertise in

developing, supporting or publishing about personalised residential supports.

Finally, they gained the perspectives of a number of adults with intellectual

disabilities who participated in a focus group. All data was analysed iteratively and

Au AT 1T AEI EAOQGETT AT A AT 1 OAT 66Oh ¢@alAU DBOT BT OAA

p.725) consisting of 9 themes, themselves broken down into 28 attributes.

Parts of this framework seem very relevant to my research (for example the focus
on supporting engagenent in typical household activities) andthe most pertinent
aspects are illustrated in kgure 3.8. Perhaps not surprisingly, there are many
similarities with the points | have made in the previous sections drawing on
literature from occupational therapy and active support, for example similar

person-centred focuses on the person being in control and at the centre of support
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arrangements; the needs for planning and leadershi(Beadle-Brown et al. 2014

and 2015) and for support to be creative and flexible.

Assumptions
with flexibility and
resources PRS can be
available to those with
complex needs

One person at a time
The person's voice is
central and the
arrangements are designg
around their unique
identity

Support
needs to be flexible,
creative and responsive

Leadership
Someone with a clear visidg
needs to be the driving
force (professional/ family
the person)

Planning
Time and effort needs to b
invested with a longerm
outlook

The person thrives
through enhanced
wellbeing, roles and
opportunities for growth
and development

My home
A 'home' rather than
‘accommodation’. Person
engages in typical
household activities

Control
The arrrangements
promote selfdetermination
for the person

Social inclusion
arrangements focus on
participation, engagemen
and social networks, bot
at home and in the
community

Figure 3.8 Personalised Residential Supports Quality Framework (from Cocks and

Boaden 2011, pp.725-729)

3.5 Conclusion: research needs

The literature explored so far suggests strongly that people with profound

intellectual disabilities are at risk of occugtional injustice where support is

insufficient to enable engagement in occupations. Occupational therapists

describe supportingachievement ofsuch engagement, but the overall evidence
base for this role is limited and more detailed understanding afs exact nature is

needed.

The existence of approaches such as active support and personalised residential
supports makes it clear that it is not only occupational therapists who are

AT TAAOT AA xEOE DPAT PI AGO AT CACATI AT O EI
substantial body of evidence suggesting that active support is a promising method
of supporting this issue and it is an approach that occupational therapists
themselves have described using. Although similarities between these approaches
and occupational theapy can be seen, the existing evidence does not make clear

any differencesor overlaps between them.
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This final part of my reviewoutlines aspects of this topic about which further
research is required, focusing on both knowledge and methodological gajsthe
literature. Making connections with research priorities identified by others, | end

by stating the question that this studyhassought to answer andts aims.

3.5.1 Aspects in need of further research

Further research is needed into the following aspés of this topic:

1. Engagement in occupation by those with profound intellectual
disabilities and other complex needs
Research in the field of intellectual disabilities has generally focused either
on the population as a whole, or on (occasionally with) thasregarded as
higher functioning (Belva and Matson 2013, Norah Fry Research Centre
2009). People with profound intellectual disabilities and others with
complex needs are populations that are arguably particularly hard to study.
They are marginalised inresearch, both generally, and specifically within
the limited occupational therapy evidence base.

2. Nature of meaningful engagement in occupation
What engaging meaningfully in occupation might mean for someone with
profound intellectual disabilities could beunderstood and illustrated better.

Research is needed that, for example, provides a fuller understanding of the

T AOOOA T &# AT CACAT AT 6 ET AT T AAOPAOGEIT AO A
i £-IORAODPAOGETI 16 AAOxAAT OEA DPAOéI AT A xEIT A
engage.

3. Quality of life and engagement in occupation at home
People with profound intellectual disabilities tend to have a low level of
engagement in occupation at home, but the need to respond to this is often
surprisingly absent in policy. If, ass suggested by Mencaf011), people
may spend a lot of time at home, then as well as promoting community
inclusion, there is a need to focus on thguality of the time that is spent
there, the occupations people are supported to engage in and how to
support people effectively to engage in occupations there. With the
exception of the active support literature, however, this is a neglected area

of research(Verdonschot et al. 2009)
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4. Developing skilled support
An intellectual disabilities research scopingproject identified a particular
need to understand better the support needs of those with profound
intellectual disabilities and how support staff can work in a more person
centred and effective way, including allowingpeople more control over
their lives (Norah Fry Research Centre 2009) Occupational therapists have
highlighted their consultancy role improving the quality of support given at
home (Lillywhite and Haines 2010) and this aspect of the occupational
therapy role has long been identified as an aa in need of further
understanding (for example Mountain 1998). Research is needed into the
ways that occupational therapists overcome the challenges of getting a staff
team to adopt a new way of working.

5. The occupational therapy role and contribution
We know something of the methods such as active support and
personalised residential supports that are reputed to be effective when
working with those with complex needs to support engagement at home.
We need to know in much more detail how occupational thrapists use such
techniques (or perhaps use them differently from others) and about the

additional or alternative methods they may use.

3.5.2 Alternative research designs

There arealsogaps in methodology and method in the existing research in this
field and insight may be gained from exploring this topic in different ways from
those others have tended to use. Porter and Lacé005) reviewed and compared
articles in the intellectual disabilities field from two years a decade apart (1994
and 2000-1) and madea number of recommendations regarding research
priorities. As my conclusions seem to fit within five of their priorities, | have used

these tostructure my conclusions

1. Research that builds on the research of others
The active support literature is a god example of a body of research
amassed through researchers building on and developing the findings of
previous studies. This is not, however, something that researchers have

always done in the intellectual disabilities field(Norah Fry Research Centre
95



2009, Porter and Lacey 2005)wasting an opportunity to develop further
the findings of earlier studies and risking duplication. It is also notably
absent in the literature on occupational therapy and people with
intellectual disabilities. | realise now, 6r example, having reviewed the
literature more thoroughly, how many of the points made by our
participants in Lillywhite and Haines(2010) had, unknown to us, been
made by respondents in earlier interviews and surveys.

. Research that is ecologically valid, using alternative methodologies

and epistemologies

Perhaps due to the predominant influence of psychiatry, psychology and
education research in the intellectual disability field, there is a very definite
trend towards quantitative research from a positivst or post-positivist
epistemology (Porter and Lacey 2005) There are relatively few qualitative
studies and very little research in this field from alternative social
constructionist and interpretivist stances. Studies using qualitative
methodologies and methods and in particular usingqualitative observation
(as opposed to much more prevalent quantitativenon-participant
observation) are notably absent{Norah Fry Research Centre 2009)
Simmons and Watsor{2014) reiterated this absence of participant
observation in studies researching children with profound intellectual
AEOAAEI EOEAOS A4EAU AT T Al OAAMROGREA®AGAKHDAAOA
xEOE OA CATOET A CADP ET 100 1 AOGET AT 11T CEAAI
respectful, ethical and authenE A  x (R&0l4D@148). Occupational therapy
with people with intellectual disabilities is an aspect of the social world that
we could understand better and a qualitative methodology with a focus on
subjectivity and meanings, that reflects the real worldn which

interventions occur and that includes participant observation as a method
of data collection seems to have potential to produce deep understanding
and new insights.

. Research using a methodology consistent with the theory

underpinning the interve ntion

The evidence (see 3.3) suggests that successful outcomes arise from

occupational therapy that is creative, flexible, handsn and longterm
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(Lillywhite and Haines 2010). In order to gain insight into this occupational
therapy and the clinical rea®ning underpinning it, it to me seems

important to use a research design with similar characteristics.

. Research that provides more than simple outcome measures

Although measuring the effectiveness of interventions is important, there is
an additional needfor studies that produce more detailed insight into the
complex problem of how to support people effectively to engage in
occupations. Porter and Lacef2005) suggested that in addition to
measuring outcomes, there is a need for research that can expldhe
processy which change occurs and thereby the kind of support that
enables new learning.

. Research that gains the views of those with intellectual disabilities

Porter and Lacey(2005) highlighted the lack of research gathering the
views of people withintellectual disabilities themselves. Although since
then there have been some notable examples of participatory researor
example Williams et al. 2010, Williams et al. 2012}the perspectives of
those with complex needs, such as profound intellectudisabilities are
notably still absent. The views of proxies such as carers are important, but
qualitative observation could provide an opportunity to gain something of
their lived experience and, with sufficiently rich description, to illustrate the

nature of their lives.
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3.6 Research question and aims

This research has sought to answer the following question:

In what ways does an occupational therapist support people with profound
intellectual and multiple disabilities to engage in occupation in ways tHeyd

meaningful at home?

Aims

1. Tounderstand the particular ways an occupational therapist supports
people with profound intellectual and multiple disabilities to engage in
their occupations at home in ways that are meaningful to them, through

exploration, rich description and analysis of this practice, including:

1 Its various forms.
The reasoning behind choosing these formand adapting them to
ET AEOEAOAI 06 1T AAAOS
Underpinning values and theories.
The waysit addressesissues of occupational justice facelly people with

profound intellectual and multiple disabilities.

2. To establish the ways in which the approaches the occupational therapist
takes to supporting engagement relate to or differ from others described in
the literature.
3. TogainabetterunderstandET ¢ T £ T AAOPAOET T Al OEAOAPEOOO
with those who support people with intellectual disabilities on a day to day
basis.
4. To generate professional knowledge, understanding and theory which
could be used to inform the practice of occupational #rapists, services
providing support to people with intellectual disabilities and other
professionals with a role in improving the quality of care and support

provided.
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Chapter 4. METHODOLOGICAL APPROACH

4.1 Introduction: Conceptual framework and philosophical

assumpti ons
My literature review concludes that the range and type of occupations in which an
individual engages are important determinants of health and quality of life and
that injustice occurs if some are denied occupational opportunities available to
others. | have cited examples from the many quantitative studies investigating the
lives of people with intellectual disabilities and the actions taken by those
supporting them (for example Jones et al. 1999, Zijlstra and Vlaskamp 2005a,
Stancliffe et al. 2010) These studies, mostly using notparticipant observation to
quantify time use and actions taken by staff in support, tell us that people are often

not very occupied.

What seems to be missing, however, is more detailed exploration and investigation
into exactly what happens when one person successfully supports another with
profound intellectual disabilities to engage in occupation. Occupational therapists
suggest that they are able to support people with intellectual disabilities to engage
in occupation in situations where others struggle(Lillywhite and Haines 2010), but
there is a notable absence of detail regarding exacthow they do this and whether
what they do differs from methods of supporting engagement that have the most

evidence in the literatue.

My research question links to theory about the nature of this occupational therapy
relationship. Snsitising concepts(Carpenter and Suto 2008from the

POl ZAOOEIT 160 AiT AAOT O ATA 1TU TxI xI Ol A Ol
and the philosophicd assumptions underlying my choices in the design of this

research need to be made explicifCousin 2009, Weaver and Olson 2006)Values,

such as persorcentredness and assumptions (that engagement in meaningful

occupation is important for health and welbeing, for example) underpin

occupational therapy. Additionally, | bring my own personal biography to the

research design (my connection with people with intellectual disabilities over
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more than 20 years). The concepts, assumptions, expectations, belseednd
theories informing and supporting my researchform my conceptual framework
(Huberman and Miles 2002)(seefurther 4.4.1).

Going beyond mere methodological discussion, | therefore examine in this chapter:

1 My philosophical assumptions about the naturef reality (ontology).
1 How can | know what is known (epistemology).

1 My values (axiology) (Carpenter and Suto 2008).

Reading this, | am acutely (even uncomfortably) aware that | previously completed

a piece of qualitative research in which we did not do tkiin any explicit way

(Lillywhite and Haines 2010). In fact, I think we took what Dyson and Brown

(2006, p2) OAEAO O1T AO OEA OECiI i1 OAT AA EO Al EOOG
research philosophy and methodologies, or research strategies. Thists me to

reflect on what difference it might have made to the rigour and trustworthiness of

that research had we more deliberately or fully explored our conscious or

unconscious background assumptions about the research topiDyson and Brown

2006) and mare fully justified our claims to have created knowledge.

) EAOA OAEAT $UOIT {2008) hohto Be@ii ax thefplosApRiAE A A
level with rigid decisions about key positions, as this denies the possibility of the
design being informed by other assmptions and risks embedding into it all the
criticisms of such positions made by others. Instead, | will begin by discussing
decisions about methodology before exploring in 4.3.4 the implicit assumptions
regarding my own position as researcher and the &dfct this may have had on

creation of the data.

4.2 ldentifying my methodology
| begin by discussing the kind of study suggested by my research question, before
moving on to describe in detail my reasons for choosing a qualitative case study

methodology. | dso consider some alternative choices | could have made.
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4.2.1 What kind of research study?

My research questionsoughtnew insights into a little understood situation,

assessinghe phenomena of occupational therapy in new light angotentially
generatingideas/&£l O A£OOOEAO OAOAAOAES 4EEO OOOAU
exploratory rather than descriptive or explanatory. Robsor{2002) suggests that a

flexible design is appropriate for such an exploratory study, with detail evolving as

it progresses.

Discussingtth OOAEAT AA T £ OEA O1T ENOA6h 211 £FA EE
OEA AT TAAOT O T £ PAOOITO § OAOEAO OEAT DAT |
(2000, p42). With a hypotheticadeductive approach, | would derive a hypothesis

(about engaging pegple in occupation) and test this by experiment or observation,

enabling it to be rejected or retained for the time beingWillig 2008). Iwas

however not looking to test an existing theory, but for new insights into practice. |

required an approach thatcould facilitate theory development (Carpenter and Suto

2008) and allow me to reason inductively rather than deductively(Nicholls 2009).

Touching on epistemological and ontological matters that | consider in more detalil
later, could a study with a positivst epistemology answer my research question? It
would aim to produce objective knowledge and impartial and unbiased
understanding (Willig 2008) 8 YO x1T O A Ei pi U AAAAOOET C
separable from myself, about the interactions of occupationdlherapists with

people with intellectual disabilities that in principle could be known and that

would enable prediction to be madgCousin 2009). It would use a survey or other
standardised research instrument to filter out my unconsciously selective
perception and biasegDyson and Brown 2006) Would getting the opinion of 200
experts achieve the depth of understanding | am seeking? If occupational
therapists are not alwaysfully mindful of their practice (Reid 2009), it may not be
something they are &le to describe adequately in response to a survey. Thisis a

limitation of some of the studies previously explored in 3.2.1.

| find it difficult to conceive of a standardised research instrument that could
produce sufficiently in depth knowledge about tte topic in which | am interested

or a randomised controlled trial that could evaluate a type of occupational therapy
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intervention, which | know to be so different with every person. | conclude
therefore that my research question does not suggest a positst or post-positivist
guantitative methodology, but rather a qualitative design. This would more likely
allow the presentation of multiple realities or truths (Robson 2002) the different,
yet valid, interpretations that the various players may have abut these
occupational therapy interventions. Varying interpretations may add to
understanding of a phenomenon even where they differ from objective accounts of

what has occurred(Carpenter and Suto 2008)

| am interested then in the views of these playes, the occupational therapists, the
people with intellectual disabilities, the support workers who patrticipate in my
research. As well as seeking asutside etic perspective, | wistedto understand
and reflect their emic perspectives as insiderswithin th e culture (Carpenter and
Suto 2008), researching with them rather than on then(Finlay 2006). Instead of
a positivistic distancing of mysel, my research question suggested need for
interaction between myself and my participants and that | myselvas a data
collection tool (Robson 2002) | discuss the implications of this more active

researcher role in more detail later.

Nicholls (2009) highlights the important role that methodology, the particular
philosophical and ethical approach | have taken to dedoping knowledge

(Hammell 2006), has in linking research philosophy and methods. | am now much
more aware of the multiparadigmatic nature of qualitative research(Carpenter

and Suto 2008)than | was when carrying out previous researclfLillywhite and
Haines 2010)3 $ AOAOEAET ¢ OEA [T AOETATITcU ET OEAO
perhaps limited the degree to which we thought about the kind of knowledge we
were creating. Inextjustify the choice of case study methodology to address my
particular research question and explore the kind of case study | have conducted. |
then consider this methodology in relation to others | could haveised (notably
ethnography and grounded theory) before exploring the theoretical perspectives

and research philosophy uderpinning my design.
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4.2.2 Qualitative case study methodology

Without jumping ahead to a discussion on methods (see Chapter 5), my research

guestion suggested a need to gain data from multiple sources. Although wanting

I AAOPAOGET 1T Al  OEAOA@EGDODS y eRiedencOsudgested EAE O |
that individual or group interviews alone might be insufficient for the detail of

what they do and why to become visibléLillywhite and Haines 2010). This is

illustrative , perhaps, of the general difficulty researches face in accessing tacit

knowledge (Rolfe 2000). Rather than relying only on asking occupational

therapists about their practice, | therefore sought a methodology that could

accommodate observing practice, as for example Mattingly and Flemi(it994) did

xEAT OAOAAOAEEIT ¢ T AAOPAOEI T AI OEAOADPEOOO

Case study methodology starts with a curiosity about a particular case and asks

what is going on in it(Cousin 20098 9ET 80 AAOHA afEReStidies j ¢ mm
classically beingusedtdd OOAAT EOE OOEA EI x AT A xEU 1 &
immediately suggests relevance. They can generate understanding through

systematic exploration(Simons 2009)and are wellsuited to broad and in

DAOOEAOI AO OEI x6 j 1 O OEB(Cousin@o9)x AU6Qq OAOA.
There are differing views about whether case study research is a methodology at

all, with some describing it as merely a method. | lean to the view of Hammersley,

Foster and Gomn{2000) who regard it a distinct research strategy (i.e.

methodology). Certainly this is the sense | get from Stak&995), Yin(2009) and

Simons, (2009) whose definition seems to fit particularly well here:

O Ydepth exploration from multiple perspectives of the complexity and

uniqueness of a particular projecpolicy, institution, programme or system in

A OOBARS Al 1 OA@OSs ) O EO 8 ETAI OOEOA |
purpose is to generate M AD OE O1 A A (B(n6ns ROBER1G.8 6

This diverse methodology has been used in many different waykiough Willig

(2008) identifies five relevant defining features:

1 A focus on the particular rather than the generat the subtlety and

complexity of the case (Bassey 1999).
103



1 Close attention paid to contexg social truths are complex and embedded
(Bassey 199) and phenomena are integrated systems which cannot be
understood in isolation (Thomas 2011). Attending to context allows thick
description (Stake 1995).

1 Information from diverse sources for in depth understanding (Merriam
1998).

1 Afocus on change andalelopment over time.

Theory generation, though in a specific wathat | will discuss further in
4.2.3.3.

| concluded that case study research could allow deep exploration of the

OPAOOEAOI AOCEOGUR AT I PI AGEOU AT A OUWEOAT Adboh O
p.xi), of occupational therapy in a real life contexSimons 2009, Yin 2009) It

relies on inductive reasoning and multiple sources of informatiorfMerriam 2009,

Simons 2009) Its flexibility and ability to accommodate a diverse range of

naturalistic, holistic, ethnographic, phenomenological and biographical methods of

data collection and analysis seemed particularly appropriate for exploration of a

complex phenomenon. A purpose of in depth understanding and knowledge to

inform professional practice fits with my aims.

Could one or more interactions where an occupational therapist supports an

individual with intellectual disabilities to engage in their occupations be regarded

AO A OAAOGASG 1T 0 OAAOGAOGO O AA deiinichodE CAOAAe +
OAAOGA6Rh AO AAR1 Atkre 5 Aidhgreemdnt, fdr AxArhple about

whether relationships and processes can be studied using this methodology, with

Stake(2008) stating that the doctoring of a child cannot be regarded as a cadmut

Cousin(2009) implying that such a phenomenon is welkuited.

My overall conclusion was that an occupational therapy intervention could indeed
be a contemporary phenomenon with boundaries not clearly evident that could be
studied in its reaklife context (Yin 2009), or a particular project or system(Simons

2009). Itis an entity with a unique life that we do not sufficiently understand.
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Author $AEET EOEIT 1T &£ OAAOASG
Yin (2009, Investigates a contemporary phenomenon in depth, in its réa
p.18), 2009 life context, especially when boundaries between phenomenon
and context are not clearly evident
Stake (2008, a bounded system, a special something to be studied; an objec
p.120-1) person, committee, programme, but not a problem, relationship
event, process, or theme; an entity with a unique life, something
we do not sufficiently understand and want to

Merriam OAT ET OAT OEOGAh ET1 EOOEA AAOA
ET OOAT AAh PEATTITATTT 10O OTAE

Simons (2009 A broad defnition, including a particular project, policy,

p.4) institution, programme, process or system

Denscombe Appropriate for researching processes and relationships

(2007)

Willig (2008) an organisation, city, group of people, community, patient,

school, intervertion, situation, incident, or experience

Z A A~ e N

W ESEREEES O# AOA OOOAU EO 8 A &£ AOO AT A
p.9) ET AADPOE AT A £OIT 1T 1T ATU ATCIA
4AAT A py8uv B6AOQOUET C AAEZET EOQOEITTO

4.2.3 Nature of this case study

Using this methodology requies specifying the physical borders, population, range
of activities, time-span and actors within the cas€Cousin 2009). In this section |
describe in detail the design of this case study explaining and justifying my

exploration of a single case of the @tipational therapy of a small group of people.

My conceptual framework is discussed further in 4.4.. Such initial theory (Hamel

et al. 1993), study propositions(Yin 2009), or issuesn my mind (Stake 2008)
played a role in organising my case study, faxample structuring my

observations, interviews, and document reviews. Cases are progressively focused
(Yin 2009) and my etic issues therefore changed as the study evolved, and emic
issues of the actors emerged. This focus on uncovering emic issues imsthing

that case study research has in common with ethnography.
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The various types of case study are described in different ways in the literature
and deciding whether a descriptive, interpretative or evaluative case study
(Merriam 1998), an intrinsic orinstrumental one (Stake 1995), or a critical,
extreme, representative or revelatory ongYin 2009) was required, involved
considerable thought. Thomag2011) explores the various classifications and his
original and well-considered conceptualisation of he different types according to
subject, purpose, approach and process allowed me to construct the kind of case
that | considered relevant to my research question, as | now explaiithe design of

the case is also summarised in Appendix 1.

4.2.3.1 Subject

The caseforms a good example of occupational therapy with people with profound

intellectual disabilities. Itis a key, or exemplary, casghomas 2011), though note

OEAO ) Ai 110 EiPlUEI ¢ OEAO OEA AAOA EO OAAOGO
used here in thesense of giving example (serving as an illustration or example of

something) rather than necessarily setting example (of such quality that others

would do well to copy it) (Stevenson et al. 2010)

4.2.3.2 Purpose

The research question has an exploratory purposet &s heart. It is a puzzlement,
where | am seeking in depth understanding of what is happening and why in this
occupational therapy and possibly theoryThomas 2011). The selected case is an
exemplar of the general phenomenon identified in my researchugstion and | have
explored how that phenomenon exists within it(Stake 2008) Beyond merely
gaining intrinsic understanding of itself, this case study is an instrumental tool
(Stake 1995 illustrating and facilitating understanding of the occupational

therapy of which it is an example.

4.2.3.3 Approach
The approach | have taken requires detailed consideration and Thom&2011)
summarises the varying experimental, descriptive, interpretative, illustrative,

theory-testing or theory-building approaches that arepossible.

At its core, my approach has been to illustrate and bring the case to life, presenting

a rich picture of it and making it real for my reader, who can then to an extent
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share the experience and make sense of it using their own knowledge and
experience (Flyvbjerg 2006). Such storytelling (predominantly narrative), or
picture-drawing (predominantly descriptive or analytical) accounts of the case
(Bassey 1999)are however more discursive than theoryseeking, whereas my
research question seems toequire an approach that goes beyond mere
illustration. The following is a summaryof specific aspects of the broader

approach that | have taken.

a. An interpretive and social constructionist approach
Authors that | have drawn on most in designing this reseah, such as Stake,
Bassey, Thomas and Simons, all favour approaching broadly from within the
interpretive paradigm, unlike Yin whose work leans more towards positivism
(Bassey 1999) In section 4.3, | discuss in more detail the interpretive and social

constructionist approach | have taken.

b. An approach valuing subjective understanding
Simons(2009) and Thomas(2011) both challenge a criticism that is sometimes
levelled at case study research, particularly from those who research from within
the positivist paradigm, that it is too subjective. Whatever methods | adopt,
eliminating subjectivity is not achievable(Simons 2009)as itis inherent in the
judgements | make and the views | express and in any case, | am exploring
subjectively experienced phenomenaThe approach | have taken is to
acknowledge my subjective understanding and to see it as a strength of my
methodology, as it is what has helped me understand what went on in the case. |
remained reflexive and the impact of my values, predispositions arféelings on
the study is explicit(Simons 2009). See further 4.3.4 about my role and position as

researcher.

c. A theory-building approach allowing specific types of generalisation
To answer my research question, my case needs to represent something beyond
itself and some kind of generalisability beyond the specific setting needs to be
possible. | need therefore to be clear about the extent to which | can formulate

propositional or analytical generalisations(Stake 1995, Yin 2009) or build a
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theory, model,or framework of ideas to explain an aspect of the occupational

engagement of people with intellectual disabilities using a single case study.

Generalisation (at least in the sense used in quantitative research) has no meaning
in case study researcl{Cresswell 2007). My purpose is clearly not to gather a
sample of cases to enable generalisation to some population. Stake advises not
over-emphasising generalisation, as the real purpose of case study research is

particularisation:

OAAT ACA 1 AA&GbitmenEtddenedlisdior to theorise runs so
strong that the researcher's attention is drawn away from features important
A O OT AAROOOAT A@dog p8)EA AAOA EOOAI AEd

Any general understanding thatcomesout of my casds from insights developed
through in-depth exploration of the particular (Simons 2009). In Chapters 68, 1do
however make some claims to knowledge beyond the case itself and in 4.B.3

explain my justification for doing this.

4.2.3.4 Process

The process followeg OEA AAOAS O @dandiide@m@mek in hicAit OO
was carried outz is the final aspect of design. | considered the merits of exploring
multiple, or a set of individual, case studies, versus a single case study. Stake
(1995) contrasts single case studies with multiple (ocollective) ones where a
number of cases are studied together and compared to investigate the
phenomenon of which they are an example. Studying a small number of cases in
this way (either in parallel, or sequentially) involves comparing different example
and highlighting contrasts(Thomas 2011). This could arguablyhave ledto good

Ol AAOOOAT AET ¢ T &£ Ei x 1T AAOPAOEITAI OEAOADU
engagement, though multiple casestudies risk neglecting complexity, depth and
uniqueness(Cousin 20M) which is why Stake(2008) advises choosing no more

than four cases.

The alternative approach that | ended up taking wato carry out what Yin (2009)
and Thomas(2011) respectively termed an embedded or nested case study. This

is where a small numberof nested subunits (people in this instance)are related
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and contrasted within the broader single @se of which they are an integral part.

At the outset, | was uncertain whether | would do a single, multiple or nested case
study, as decisions about tls depended largely on the nature of the cases available
at the time of selection. | was clear all along, however, that | might only need a
single case to answer my research questiai®imons 2009)if it turned out to be a
good enough exemplar (see 4.2.3.Df the occupational therapy lwasinterested in.

It turned out to be a single, nested case.

4235/ OEAO AOPAAOO T £#/ OEA AAOA OOOAUGO
a. Emergentdesign

It is in the nature of a case study that its design is emergent rather than fixed

(Dyson and Genishi 205, Simons 2009) Focus and methods have shifted in small,

but important, ways with my growing understanding. Some ethical issues

associated with having an evolving design are discussed in 24L.

b. Trustworthy, credible and rigorous
The design hasncorporated all of the following indicators of trustworthiness
(Bassey 1999)

1 Sufficiently prolonged engagement with data sources to become
immersed and build the trust of actors.

i Persistent observation of emerging issueg searching for the salient
features d the case, focusing attention on them and trying to develop
understanding of them.

1 Opportunity to check raw data with their sourcesz returning to the
setting regularly, enabled repeated opportunities to, for example, seek

comments on a recorded observatin.
For further discussion of trustworthiness and the quality of the study, see 5.5.5.

c. Evolving out of userconsultation
This researchwas not user-led, emancipatory or participatory (Grant et al. 2005)

but fundamental to its designwas meaningful userinvolvement in the form of
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consultation before data collection and collaboration with participants upon case

seledion (see further 5.4.1).

4.2.4 Consideration of case study in relation to other methodologies
| now relate my chosen case study methodology to otlig with potential to answer

my research question, notably ethnography and grounded theory.

4.2.4.1 Ethnography

Ethnography aims to gain an insider view of life through engaging with people

over time (Carpenter and Suto 2008) It can be used to explore experienseand

social interactions and their symbolic meaningHammersley and Atkinson 2007)

DOl OEAET ¢ OEEAE AAOAOEDPOEIT AT A Agbl AT AOGET T 1
structure, thus explaining why people behave as they d&inlay 2006). Culture

and structure is expressed within routines and patterns of daily life and inferred

AOT T DPAI Pl A0 AAOET T OCarpehtd And SuboQ®@8)T O AT A Ai T OE

Are occupational therapists working with people with intellectual disabilities a
culture sharing group suitableto be studied ethnographically? Culture can be
anything that binds a group of people togethe(Nicholls 2009) including common
interests and values, or the following of a particular code. A culture sharing group
shares learned acquired behaviourgCresavell 2007) and Carpenter and Suto
(2008) describe these within health care, for example in a common setting such as
a particular ward or unit. Occupational therapists who work with people with
intellectual disabilities seem to share a unique way of workig (Lillywhite and

Haines 2010)0Ei E1 AO PDAOEADBO 0[2009)6EfAEpedifit dliure AAOAOEDOE
common to speech and language therapists. Ethnographies often explore sub
cultures, perhaps running counter to a wider community culturgWillig 2008) .
Ethnography could therefore be an appropriate methodology to investigate a
professional group seemingly working in a different way to other mult

disciplinary team members.

Ethnography has an exploratory orientation towards some aspect of the life of
those studied (Hammersley and Atkinson 2007) It is a relatively operended
approach, starting with and given direction by foreshadowed problems

(Malinowski 1926), but opening up in the light of what is seen and heai@dgar
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1980). It involves interpretation of the meanings, functions and consequences of
the actions, practices, language and structure of the culture sharing group and uses
anthropological concepts such as myths, stories and ritua{€resswell 2007).

Using an ethnographic methodology, | could ha&avgenerated a rich and detailed
picture and theorisation of the shared cultural meanings underlying the

behaviours and actions of occupational therapists in their work with people with

intellectual disabilities.

Critical ethnography
Thomas describesritical AOET T COADEU AO OAT T OAT OEIT 1 Al

Dl 1 EOE A A(199% 4D BMadisdn{2012) explains how it begins with:

OA Al i PAITETC OATOA T &£ AOGOU AT A ATI 1 Ed
freedom and wellbeing and, hence, a compassion tbe suffering of living
AAET cO 8 O1 AAAOAOO POI AAOGOAOG 1T £ O1 EA

s x oA s~ AN

Certainly, my research emerges from my strong conviction that the occupational
lives of people with intellectual disabiities are not as they could be and a wish to
contribute to promoting equity and occupational justice for them. Inherently
political, | have soughtto highlight voices often remaining unheard, underlying
discourses and the ways that power and control opeta within the lives of
individuals with intellectual disabilities, limiting choices and potential identities.
Drawing on critical ethnography, my research contributes to emancipatory

knowledge and to discourses of occupational and social justi¢®adison 2012).

Critical ethnographic case studies
Casefocused, as opposed toommunity-focused, ethnographic studies are possible
(Angrosino 2007a)and Stake(2008), Yin(2009) and Simons(2009) all agree that
case study research can be approached ethnographicallyin many ways, | have
combined the two methodologies and carried out an ethnographic case study. This
differs from ethnographic research per se, focusing on the particular case, but still
aspiring to understand its sociecultural aspects(Simons 2009) As will become
clear in the discussion of my findings, cultural aspects of the occupational therapy

practice and of the case setting are key to the case.
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| did at one pointbeginto refer to carrying out a critical ethnographic case study,
but reverted to describing it as a case study, albeit very much influenced by
ethnographic and critical ethnographic theory and methods and focused at times
on cultural aspects of the case. This allowed me to focus additionally on Ron

sociocultural aspects.

4.2.4.2 Grounded theory

Researching from a similar ontological and epistemological position, | could have
decided to use a constructivist grounded theory methodology, along the lines
proposed by Charmaz2012). | discounted this, however, as whilst it may be
possible topropose tentative theory in the sense described in 4.3.3 from the
findings of this case study, generating theory is not my primary objective here: |
am more concerned withunderstandingthe case. | was also unsure that it would
be possible to reach the acessary data saturatior(Charmaz 2012)with a single
case.| have however drawn on some aspects of constructivist grounded theory in

my analysis of the data, as explained in Chapter 5.

4.2.4.3 Narrative inquiry

At an early stage of designing this study, | did esider using narrative inquiry to
gather, analyse and represent a story of occupational therapy supporting
engagement. Although aware that qualitative case study research can be
approached narratively (Thomas 2011), | chose not to take this approach, but
rather to remain open to including narrative analysis within the data analysis
strategy that emerged (see 5.5.3 and 5.5.4). In the end, | did not use narrative
analysis, but the importance of narrative in the findings (see discussion in 8.1)

suggests thatconsciously doing this may have been insightful.

4.3 Theoretical perspectives and philosophical roots

Research is unavoidably committed to particular visions of and ways of knowing
the world (Usher et al. 1997) Having identified a methodology, the next sgeis to
describe the theoretical perspective, or philosophical stance, that informs (Crotty
1998). Embedded in an inquiry using my particular understanding of case studies,
informed by ethnography and gathering data using participant observation are

assumptions and for transparency these need to be made explicit. Anthropology,
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from cultural and cognitive schools, is deeply embedded in ethnographic research
(Hammersley and Atkinson 2007) but in addition, Cresswel(2007), Carpenter

and Suto(2008) and Hammersley and Atkinson(2007) all highlight the possible
influences of other theoretical perspectives, including Marxism, feminism, critical
theory, philosophical pragmatism, phenomenology, hermeneutics, postmodernism,
sociology, structural functionalism poststructuralism, constructionism and

symbolic interactionism.

In this section, in which | explore the ontological and epistemological
commitments implicit in this research, | make explicit the ways in which some of
these perspectives are relevantln particular, | recognise the importance othe
theoretical perspective of social constructionism. Crotty1998) suggests
separating out discussion osuch perspectivesrom ontological and

epistemological discussion, but | have found these matters telso relevant to each
other that this did not seem helpful. Certainly other authorge.g. Dyson and

Brown 2006) often weave the discussions together and | will discuss them as they
become relevant to the broadly interpretivist epistemological stance thalthave

adopted.

Three questions proposed by Willig2008) have assisted my exploration and

identification of the epistemological and ontological roots of case study research:

1. What kind of knowledge does this methodology aim to produce?
2. What kinds of assumpions does it make about the world?
3. How does it conceptualise my role as researcher in the research

process?

Ontological and epistemological issues are intewined and difficult to
conceptualise separately, as thinking about the construction of meaningvolves
thinking about the construction of meaningful reality(Crotty 1998).
Epistemological questions arise from ontological concerngarpenter and Suto
2008). For clarity however, | have tried to answer questions 1 and 2 separately,

though | recognise that this is somewhat artificial.
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4.3.1 What kind of knowledge?

The kind of knowledge that a methodology produces depends on its
epistemological position(Crotty 1998). Epistemology concerns the nature of
knowledge, ways of coming to know or constructing thaknowledge (Finlay 2006,

Cousin 2009)and the reliability of claims to knowledge(Hammell 2006):

MWhat kinds of knowledge are possible and how can we ensure that they
AOA AT OE AAANOA®#ANaALID4, hp1A)CEOETI AOAG

Exploring the characteristics ofkknowledge generated by this case study and the
status readers should ascribe to it is essentially a discussion about whether we
make meaning subjectively and independently of the object, or whether the object
also contributes to the meaning constructedCrotty 1998). A range of paradigms
or perspectives are potentially inherent in my case study methodology. Authors
describe this range in different ways and although | am not proposing an inflexible
framework, | do find it helpful to think in terms of three broad paradigms

described by Weaver and Olso(R006):

4.3.1.1 Research Paradigms

a. Positivism and postpositivism
Objectivist and positivist perspectives at one end of the range of paradigms would
be inappropriate positions from which to answer my research questiofas
concluded in 4.2.1). An objectivist epistemological view, for example would see
things as having meaningful reality aside from consciousness or thougf@rotty
1998) and that recognising an object is merely discovering a truth and meaning
residing in it and that careful research can uncover. This was the spirit in which
much early naturalistic ethnography was carried ou{Hammersley and Atkinson
2007).

b. Interpretivism
This range of perspectives, including insights from constructism and social
constructionism is the broad paradigm with most relevance to my study Cousin
(2009) uses interpretivism to refer to perspectives that emphasise and foreground

the hermeneutic search for meanings including phenomenology, symbolic
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interactionism, constructivism and social constructionism. Choosing to research
from within an interpretivist stance has implications for my position as a
researcher, in terms of whether it is possible for me to be objective and how |
handle my subjectivity as well as the closenes# my relationship with the actors

in my case study

)T OAOPOAOEOGEOI C¢i A0 AOOOEAO OEAT OEI BPI U |
enquires into meaning and intentions(Cousin 20098 0AT PI A0 AAOQET I
meaning which | wanedto understand and respetalong with their interpretation

of social phenomengFinlay 2006). Interpretivist research can gain detailed, in

depth understanding of phenomena as experienced by those in the settiffginlay

2006, Weaver and Olson 2006) A broadly interpretivist stance seems therefore

the relevant position from which to carry out this research.

c. Ciritical, radical, feminist, and emancipatory paradigm
This position concerns issues of power and justice arsteksOT A OEOENOA DA
seemingly natural or inevitable experences as in fact socially constructed and
mediated (Finlay 2006). | recognise how relatively uncontested (though, as we
shall see, complex) ideologies of independence and the nature of engagement in
occupation underpin my research question and the practe of occupational
therapists. My research inevitably involves some critique of the theories and
knowledge that are integral to the practice of this group of professionalsthe
constructed meanings bequeathed to them by their culturéCrotty 1998). The
influence of critical ethnography on my research design and my interest in
occupational injustices faced by people with profound intellectual disabilities are

examples of the influence of this paradigm on my research.

Some authors, for example Crotty1998), describe a further broad paradigm of
subjectivism and poststructuralism or postmodernism, though | have found it
more helpful to consider these as theoretical perspectives informing some of the

above paradigms.

4.3.1.2 Social constructionism
Social constructonism, deriving largely from the work of Mannheim(1936) and

Berger and Luckmann(1966), has become increasingly influential within the
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interpretivist paradigm (Willig 2008) . Its radical change of thinking is particularly

relevant when focusing, as have, on practice(Gergen 2009)

Constructivismprovides the understanding that, as human beings, we can only gain
knowledge through the medium of our minds and bodies. Thus everything we
know is unavoidably mediated and constraine¢ and thusconstructedz by what

we think and do(Yardley and Marks 2004) We give meaning to our sensory
experience of an external stimulus and only our interpretations of that stimulus
register in our awareness and memoryStake 1995) Therefore knowledge cannot

be said to bedevoid of human construction.

Social constructionisngoes further than this meaning making activity of the

individual mind however, in recognising that human experience is essentially a

social process. What we know is also therefore mediated or shapkd history,

culture and languaggWillig 2008) and how we describe and explain things comes

out of our relationships (Gergen 20098 #0171 OOUBO AAEET EOEIT EO E/

OOEA OEAx OEAO Alil ETI xi AACA AT A OEAOA A OA
contingent yoon human practices, being constructed in and out of interaction

between human beings and their world, and developed and transmitted

xEOEET AT AOOAT QBosiph2y O1 AEAT Al 1T OA@d8o6

If meaning is constructed, rather than naturally present, we cannot werstand the
significance of events purely from their external appearance®yson and Brown
2006), as early naturalistic ethnographers attempted to do. We need to find out
the meanings that have been constructed and negotiated by the persons

concerned.

Constructionism is related to the phenomenological concept of intentionality,
meaning consciousness relating to or directing something and in the process
shaping it(Brentano 2012). To fully describe something requires considering both
the object and the grson experiencingit (Crotty 1998). Constructionism

therefore foregrounds the interaction between subject and object and rejects both
objectivism and subjectivism. Suggesting that meaning is constructed rather than

discovered is not the same as sayingat it is createdor simply imposedz this

116



subjectivism, ignores the concept of intentionality. Objects in themselves may be
regarded as meaningless, but they are full giotential meaning and are still vital in
the generation of meaningCrotty 1998). We have something to work with and
actual meaning emerges (i.e. is constructed) as we engage with and interact with

them.

Willig (2008) usefully points out that rather than meaning we cannot really know

AT UOEET ¢ch AT1 OOOOAOQEIT T EAD BEAI EAEE OKTI RAL,
possibility of different ways of perceiving, describing and understanding

something. Viewing research findings as constructed does not imply that they

cannot reflect the social phenomena being researchdtlammersley and Atkinson

2007), but they cannot categorically be said to be truths. Knowledges may be

useful (or not), liberating (or oppressive), but not true or valid(Crotty 1998).

Stake(2008) highlights how, in case study research, although my interpretations

may ultimately be emphasised more than those of the actors, | nonetheless attempt

to preserve the multiple realities and different views of all concernegdfor example

by including many examples of actual words spoken in interviews in Chapter. 7

Issues of culture aremportant in this case and the social and cultural origin of
meaning is at the heart of social constructionism. Culture directs what people do
and organises what they experiencéCrotty 1998) and is the source of human
thought and behaviour, rather than it result (Geertz 1983) The lenses of our
culture emphasise and endow some things with meaning and cause us to ignore
others (Crotty 1998).

31T AEAT AT 1 OOOOAOQET T EOI AAT AE&EOR AA A O A
view seemingly espoused byiRlay (2006) AT A $UOT T AT A " Ol x1 | ¢
OT AEAT AT 1 OOOOAOQETT 1 £ OALISFa0dGeiygenOEA x EA.
(2009) take. As my research explores an aspect of the social world, however,

choosing between these views is not essential.

Aim of research from social constructionist perspective
Research from a social constructionist perspective aims to identify the different
ways social reality is constructed within a culture and how this affects experience

and social practice(Willig 2008) . Itmeans assuming, for example, that
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occupational therapists construct the reality of their world and that their

interpretation of their experiences with others governs their actions. It invites

reinterpretation and requires openness to new or deeper, perdps unconventional,

meaning (Crotty 1998). A constructionist or constructivist stance seems to lie at

OEA AT OA 1T £ 30AEA8O0 OEAxO 11 (AIBOA OOOAU OAOGAA

description of:

GheOAOAAOAEAOB O AAT OOAT O1 1 AAADHDOEDOAABPIOADA O
(2008, p.135)

Both Dyson and Brown(2006) and Cousin(2009) agree that contemporary
ethnography fits with a range of different philosophical views of the world,

including interpretivist and social constructionist paradigms.

4.3.1.3 Influence of symb olic interactionism

In researching from a social constructionist perspective, my thinking has also been

influenced by symbolic interactionist ideas. Our actions are steeped in social or

cultural meanings and guided by our motives, beliefs and values ang kules and

dominant discourses(Hammersley and Atkinson 2007)as well as by our

AT 1T OET OAT T U AEAT CET C ET OAOPOAOGAOGETITO 1T £ OOGEI O
quality, but have meaning that can vary between people (or over time}hey are

symbols (Dyson and Brown 2006) Language is central to the construction of

meaning (Willig 2008) and symbolic interactionism assists exploration of how this

is generated in the process of social interaction and from exchange of mutually

intelligible symbols (Dyson and Brown 2006).

The practice of occupational therapy involves acquisition of knowledge and skills,

values, roles and attitudes, instilled through professional socialisatio(Carpenter

and Suto 2008) These shared assumptions may or may not be artietiéd. In

carrying out my enquiry in the spirit of symbolic interactionism | have sought, as
described by Crotty(1998)h O1 O1T AT OAO 1 U PAOOEAEDPAT 008 |1 AAI
against the backdrop of their culture. | have striven to see things from their

perspective. | derived these meanings from the social context and their exchanges

of symbols(Dyson and Brown 2006) such as the language used and signs given of

their intentions. | have identified both dominant discourses and narratives within
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the occupdional therapy intervention and the case setting, as well as those that

have been suppressed.

4.3.2 What kind of assumptions about the world?

The kind of knowledge produced by this research contains particular assumptions
about the world. Examining these assuptions involves consideration of ontology,
the study of being, the nature of existence, conceptions of the world and reality
(Willig 2008, Crotty 1998). At the heart of the distinction between the two
contrasting positions of realism and relativism is wiether | believe that things

have essential (or positive) properties, or instead that there are multiple realities
(Nicholls 2009).

4.3.2.1 Realism

At the core of realism is a belief in a realf independent of awareness and that
things exist independently of mye®If as a researcher and my researdffrinlay
2006). Realism implies that data colleetd ought to provide me with information
about how things really arez true and undistorted, or valid, representations of the
world (Willig 2008).

Realism was characterisc of early naturalistic ethnography(Hammersley and
Atkinson 2007). Naturalism shares with positivism a realist commitment to
understanding social phenomena as objects that exist outside of the research. The
researcher is outside the research, makesfefts to preserve objectivity and guard
against potentially contaminative effects on the data and to remain true to the

nature of what is being studiedMatza 1969).

Could a researcher portray occupational therapy (an aspect of the social world) in

the way that naturalism claims it does and be as neutral as it suggests? In recent
UAAOOh AOET T COAPEAOO EAOA AEAIT AT CAA TAO
particular the realist view that it is possible to represent social phenomena in a

literal fashion (Hammersley and Atkinson 2007) If people construct the social

world as they interpret it and act on their interpretations, | as researchehave

inevitably also done this, shapingny understanding of those | am studying. Most

ethnographers do not now reseech from this realist and naturalist position and
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reject the idea that their accounts can represent social reality in a literal way

(Hammersley and Atkinson 2007)

4.3.2.2 Relativism

Dyson and Brown(2006) equate the naive realist assumption that research can

gain objective knowledge with materialism and highlight the ontological debate

between materialists and idealists. ldealism (in the sense of the realms of ideas

and concepts) underpins the position of relativism, at the opposite end of the

ontological spectrd 8 4AEEO NOAOOEIT T O Qwikg2808)01 A AAET ¢ Ol
implies that there is no single reality outside of our perception and requires us to

accept multiple realities and diverse interpretations. Abandoning the assumption

that there is a social wold independent of what | make of it means | have no direct

access to reality and can only know through concepts in my mir{@®yson and

Brown 2006)8 )y TAAA OEAOA&EI OA O OOOAU PAT PI ABO |

they make sense of the world.

Relativism is strong in qualitative case study researcfStake 2008) | made role
choices as researcher and contributed uniquely to the study of this case and each
reader derives their own unique meanings from this thesisinterpretations that

they may consider to hae different degrees of credibility or utility.

4.3.2.3 Ontology and social constructionism: i n between positions

| am not evaluating the practice of occupational therapists. My research question
does infer that different occupational therapists may nevertheles have some
uniqueness or similarity of approach. Whilst leaning towards a relativist position
and wanting to appreciate different realities, discovering that every occupational
therapist practices differently may not really answer the research questionAm |

perhaps suggesting that there isometruth out there?

Ontology is a spectrum and between extremes of realism and relativism a range of
positions can be heldWillig 2008). For example, a subtle realist stance aims to

represent reality whilst acknowledging that it can only really be known from the

s N oA s o~ AN

different perspectives(Finlay 2006) and our attempts to represent these are not
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the same as attaining truth. Knowledge theref@ can only be seen as beliefs about

which we can be reasonably confidenfRobson 2002)

Both subtle and the similar perspective otritical realism acknowledge the
interpretive element to meaning(Sayer 2000) Ciritical realism is a combination of
the realist aim better to understand what is happening with the acknowledgement
that research data may not allow direct access to this realitfyVillig 2008) . If we
can only know imperfectly, we must critically scrutinise what we claim to ensure
our understandingis as good as is possibl@=inlay 2006). Working with what is
currently taken to be knowledge while recognising that it may be erroneous it can
still be reasonable to assume that we are describing things as they are rather than
how we perceive or would lke them to be (Hammersley and Atkinson 2007) We
cannot entirely know the world, but we can know something of it when our

provisional interpretations are well-informed (Cousin 2009).

Researchers often carry out case study research from a critical realsance and
Willig (2008) and Stake(2008) seem to be describing this when they acknowledge
both the influence of external reality on our meaning making and how our meaning
making is mediated. Crotty(1998) regards social constructionism as compatible
wit h a critical or subtle realist ontology, saying that regarding meaningful reality
as socially constructed is not the same as saying that it is not real. A certain
relativism is, | would agree with him, however implied in recognising the

possibilities of different knowledges and realities.

| would therefore position my research as somewhere to the relativist side of

critical or subtle realism on the ontological spectrum. Flick2009) advises to be

clear, for example what | claim an interview transcript(for example) to representz

AT T AEAAOEOA AAAT O1T O T &£ AOAT 66h OEA ET OA
view of the world, or something else besideéwillig 2008) ? | do not claim that my

textual description mirrors reality in a straightforward way, as my representation

is inevitably going to be adrift(Cousin 2009, Crotty 1998)

4.3.3 Generalising findings beyond the case
My research design has implications for the extent to which and ways in which my

findings have relevance beyond the specific casetieg. Both Bassey1999) and
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Thomas(2011) query the relevance of scientific inductive generalisation in social
research, because of the complexity of social events and difficulty stating the
precise conditions under which something holds. As previousksaid,

generalisability, in the sense used in quantitative research, has no meaning in case
study research (Cresswell 2007). | have not gathered a sample of cases to enable

generalisation to some population.

Even if | am not primarily trying to generalisein any direct sense to other as yet
unexplored cases, however, some comparison is inevitab|8take 2008) To
answer my research question, the case needs to represesamethingbeyond itself
and some kind of application of the knowledge gained beyond trepecific setting
needs to be possible What, therefore, can my single case study tell us more
generally about the practice of occupational therapists or how to support people

with profound intellectual disabilities? | argue that it is possible for bottmine and

iU OAAARAOGO AQGEOOETI ¢ CAT AOAI EOAOQETT O O AA

this new case inthe following three ways.

4.3.3.1 Transferability: learning from naturalistic generalisation

As important as claims to knowledge made by me, are future read®@® | x 1
interpretations of the casez the naturalistic generalisations that they make
through their personal engagement with it(Stake 2008) In this thesis, | have

hopefully included sufficient detail and rich description from detailed analysis to

consttutAO OEAAOEI 00 AgPAOEAT AA Al 11T xET ¢ OAAAAOO C

They will be able to judge its plausibility, inevitably making comparisons with
other familiar cases of their own. They may recognise similarities and differences
and will thus modify, extend or add to their existing understandings of the world
(Simons 2009).

s A N o~ o~ A

contextual accounts, case study researchers assist readers in the construction
I £ ET T Stale ADA m101).

The validity of the case can therefore be said to come from the connection to the

OAAAAOBO 1T x1T OEOOAOEIT AT A QWmdgmaDIDECEO EO
This kind of learning empowers readers personally to engage with and take action
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on the findings of the cas€Simons 2009), providing material for readers to learn
on their own (Stake 1995) which is particularly relevant for professional practice
(Thomas 2011).

My textual representation of the case is limited by the language, valuasd
discourses available to mg¢Cousin 2009). Readers will approach my research with
their own preconceptions and its meaning will therefore not be stable. Avoiding

grand generalising claims, my text instead becomes:
@\ninvitation for the creative playof othersd(Schostack 2002, [230).

4.3.3.2 Exemplary knowledge: learning from fuzzy generalisations

Thomas also emphasises the exemplary knowledge rather than generalisability

that comes from case studies. Distinct from induction, he refers to this as

abduction, meaning the development of explanatory or theoretical ideas

(Hammersley and Atkinson 2007) or thinking tools. Rather than generalising in a
propositional sense as might be expected in positivist researdl®imons 2009) my

approach has been to focus nre on exemplary knowledge, abduction and on
PEOI T AGEOh OEAO EO O OAU ODPOAAOGEAAI ETIT
OEAO EAI PO OO0 O1 1 AEA @Admastoln, @19 A00EAODI A
Abduction seems to me be akin to communicating findgs from case study
OAOAAOAE OOEIT ¢ 30AEA8O OPAAOI AGEOGA AT A O,
OPAOEOA CAURDANNE GADETAGOAUEO O0A£OUUU CAT AC

A £ A 2 oax

OA Al
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OA OOAOAI AT O OEAO 1 AEAO 11 AAOII
Al AEI xEOE @bsbeh DDAFEL). OEAOOS

>

I CAT AOAT OOAOQGAI AT 6 O1 OAT @ ET OOAA (=
AEOAAEI EOEAO xEI 1T AA ivduld dathdr Fey@Biddinl T A1 1 U
OEA EAAA 1T &£ bl OOEAEI EOU AOO 11 06 AAOOAET O
ATETC @ ET OOAAA T £ U86Q8 AEEO Al AAOI U O,
exceptions and that fuzzy generalisations only have credibifi when

contextualised.
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4.3.3.3 Theory building

Flyvbjerg (2006) highlights how case studies can be ideal for generalising using
falsification, exploring cases that runs counter to a rule. Despite having some
assumptions about my topic however, | do not have @early established

explanatory framework and therefore am not seeking to test theory.

Case studies can be used to develop or refine theory and explanations that may
help understand other cases and situationfVillig 2008). Analytic, or theoretical,
generalisation to other populations may be possible if the research is robust and
well-reasoned(Nicholls 2009). As well as the fuzzy or petite generalisations
referred to above, modifications of grand generalisation§Stake 2008), or

assertions(Cousin2009), maytherefore be possible.

Theory is especially important in case study research, as it is what connects ideas,
explains patterns and holds the whole case togethélhomas 2011). Using fuzzy
generalisations, | have cautiously (in order not to los denseness of narrative and
contextual detail in the search for theory) gone beyond a picturdrawing

approach in this exploratory case study. | have taken what Bassg99), Simons
(2009) and Thomas(2011) refer to as a theoryseeking, theorygenerating, or (my
preferred term due to its resonance with social constructionism) theorybuilding
approach to the case. | have exploratiusing the theoretical framework (see 4.2
below) and have sought a theory of the cag&imons 2009). This is not somethig
OEI 1 1T OAAT A Al(thonias 200 »Z1A) ] bht éather a tool for thinking
about and understanding the topic and explaining my findings. It can subsequently
be tested by others and discarded, retained, or amended as appropriate, with Yin
(2009), for example, seeing defining questions and hypotheses for subsequent
testing as the main use for exploratory case studies. My outcome is a theory in the
form of a worthwhile and convincing argument supporting a small number of fuzzy
generalisations(Bassey1999) to strengthen our understanding and interpretation

of the behaviour ofan occupational therapistsupporting occupational engagement.
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4.3.4 What role as researcher?

My position and the roles | took influenced the data | gathered and locating myself
withi n the case is therefore importan{Dyson and Genishi 2005) In this section |
consider the nature of my role as researcher, which turns on the extent to which |

am seen as the author, or witness of my findings.

A positivist approach might involve takingall possible steps to reduce my

OAT 1T OAT ET AGET T 06 1 £ AADIKW2008)] Subjektdifyivduld AT A A
be a negative to seek to erase from the research process by, for example,

attempting to deny my own presence and impact, distancing myself/lwriting in

the third person. Both positivism and naturalism assume that | can standardise

I 60 TuUu AT 1 OAI ET AOGEOGA AEEAAOCO 1T O AAATIT A A
(Hammersley and Atkinson 2007, @5).

AEEO AOOAI PO AO DA Bnard E0OE (0a3), ihdrhidvabld £A1T OA
with me being part of the world | am studying. The occupational therapy

researched is experienced subjectively and judgementhiive madeand views |

have expressedare inherently subjective. | cannot position mgelf outside what |

am studying, ignoring the fact that my identity and standpoint have fundamentally

shaped the research, my relationship with the participants and the findings. My
participants will have interpreted my personal biography (gender, class,

experience, sexuality and so on) in socially prescribed wayBortier 1998). |am

AT 1T AAOPAOEI T Al OEAOAPEOOh ) EAOA 1 0AO0 ¢
with intellectual disabilities, and | am implicated in what | am studying. My values,

experiences and knowledge have affected my understanding of the data:

O7A AATTT O AOGAADPA OEA OlHaEnetsleypandOl A ET
Atkinson 2007, p10).
Angrosino describes a contemporary ethnography, influenced by postmodernism
(2007a) and relying on participant observation, which accepts that an account can

never be objective, but instead reflects the researcher and is a collaboration.
#1 EAE OA6O AAELZET EOEITT 1T &£ AOETT COAPEU EAI |
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@\ series of partial truthsthat emerge out of an opeended series of
contingent power laden encounters that reflect thpersonal anddeological
characteristicsi £ AT OE OAOAAOAQA#epM). A OAOAAOAEAASBO

Social constructionism suggests thathave beena central figure inthe research
process, the key research instrumenfCarpenter and Suto 2008, Cousin 2009,
Hammersley and Atkinson 2007) constructing the findings, albeit jointly with my
participants. Inter-subjectivity between us is fostered and valuedFinlay 2006)
and it hasallowed the depth of understanding | was seeking. | made choices,
including about how much to participate personally in observed activity, or to
remain neutral or be critical; how to dress and where to position myself; how
much to talk to people anl in what way; and how to balance distance and intimacy
(Dyson and Genishi 2005, Stake 1995). Such decisions depended on what best
suited my purpose and the participantgySimons 2009), and my role varied at
different stages. To facilitate participant obervation, | consciously developed
collaborative relationships with Esther and other participants, making my interest
in their perspectives apparentand hopefully sending the message that | was

researching with them not merely on or about then{Simons 2009.

Put metaphorically, rather than a treasure hunt, the research was rather more like

a builder constructing a house, where the same bricks (i.e. the data) could have
been used to build a variety of different dwellinggWillig 2008) . Subjective
understanding can, however, be seen as a strength of this case study, as something

that has contributed to my insight and understanding.

4.3.5 Reflexivity

Making my knowledge, understanding and values explicit has involved adopting a

reflexive stance. The quality of riéexivity relates closely to the trustworthiness of
accounts(Hammersley and Atkinson 2007h x EOE &1 OOE®oasjadd AAOAOEDOEI
how her observations were shaped by contrasts between her personal beliefs and

lifestyle and those of her participants enhancig credibility. Personal reflexivity

abandons ideas of neutrality and allowed me to become an active participant in

this qualitative research(Hammersley and Atkinson 2007)
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Reflexivity involved getting to know myself as a researcher and making my
knowledge, understanding and values, predispositions and feelings explicit.
Clarifying how they impacted on the caséSimons 2009), enabled distinction
between situations where my subjectivity contributed to my developing insight
from those where | may potetially have been coming from a position of bias, or at
least helped me to be more aware of this. Since beginning this research in
September 2009, | kept a journal in which I have reflected on the process of
developing and carrying it out. Returning to aumber of reflective entries within
this and, following the example provided by Williams and Paterso(2009), | drew
Op A O3OAEAAOEOEOU OOAOAI AT O6h xEEAE ) £
data collection, analysis and write up Extracts from this have been included in

Appendix 2).

In my reflective journal and memaos, | reflected on the following aspects, some of

which are explored later in Chapter 8):

1 My thoughts and emotional reactions to what transpired and anything
unexpected, surprising @ unusual, in particular anything that caused me
to review my foreshadowed issues.

1 My observations and reactions to people and the setting, for example
when | found it difficult to empathise with someone.

1 Critical incidents, especially those that arousedtsong feelings (positive
or negative) in me, which could indicate lack of neutrality, for example
avoiding situations where | might experience negative feelings, or seeking
out situations likely to lead to more positive ones (Robson 2002).

1 How my values, peconceptions and reactions affected the progress of the
research and influenced interpretation of data.

1 Any conflicting interpretations about the case that emergefrom my
collaboration with participants (Flewitt 2005).

1 How my own presence might have intlenced the findings.

All decisions | made, in order to provide a decision/ audit trail.
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4.4 Theoretical and conceptual frameworks
To conclude this discussion on methodological approaches, | now summarise the
inter -related conceptual ad theoretical frameworks that can be seen as

underpinning this research.

4.4.1 Conceptual framework

7EAOEAO OOAEI AT OAOU 1T 0O Al AAT OAOAnh A AT 1 AADPOOA
graphically or in narrative form, the main thing to be studied the key factors,

constructs or variables-andOEA DOAOOI AA OAl AO@ilecsad& EDPO Al T 1 C
Huberman 1994, p18). Qualitative studies are often relatively unstructured, with

conceptual frameworks emerging gradually, which can permit a unique

O1 AAOOOAT AET ¢ &£O0T I AAOA QebdeiSimodAsRO0HT DAOOEAEDA
Too tight a framework risks missing important and particularly unexpected

features, but studies do nonetheless require at least some explicit idea of what

information to seek (Miles and Huberman 1994) as they otherwise risk being

unbounded and unfocused. Particularly with a case study, this can lead to

indiscriminate, or insufficiently selective, data collection and an unrealistically

time consuming volume of data to interpret(Simons 2009) Beginning with at

least some conceptuaframework provides clarity and focus, easing later data

analysis(Simons 2009).

The breadth of this framework can depend on what is already known about the

phenomenon(Miles and Huberman 1994) Chapters 2 and 3 illustrate that | do

know something con@ptually of both what is well and less well understood about

| AAOPAOGET T Al OEAOAPEOOOS x1 OE OODPDPI OOETI C 1T AAD
come to this study with orienting ideas(Miles and Huberman 1994) sensitising

concepts(Carpenter and Suto 2008)r foreshadowed issuegSimons 2009) This

background knowledge and my initial thoughts form my conceptual framework,

OEAO EO O1 OAU OOEA AOQOOOAT O OAOOGEITT 1T &£ ¢l UY I
(Miles and Huberman 1994, 20).

| explored discrete heoretical constructs, events, settings and behaviours and

their inter -relationships that theory and my experience suggested were relevant

128



(Miles and Huberman 1994)and developed a conceptual framework which, at the

point of beginning to explore the case;onsisted of the following:

1 Social and interactionist models of disability and the ideologes of
OET AAPDARRAT AEB OAOAADPAT AAT ARG

1 Personcentredness and persorcentred practice.

1 The meaning ofmeaningful engagement in occupation, including concepts
of volition, motivation, attention and alertness

1 Occupational (in)justice.

1 Occupational therapy theory including analysis, grading and adaptation of
activity.

1 The nature of effective support to enable engagement in occupation.

My further-developed thoughtsas my orienting ideas became progressively

refocused(Simons 2009), can be seen in the discussion in Chapter 8.

4.4.2 Theoretical framework

Drawing on theories can help to explain issues under investigation. My theoretical
framework represents an integration d such theories, essentially a lens through
which | have lookedat the data(Merriam 1998). It overlaps with my conceptual
framework, as some concepts there are also theories that | have drawn on, for

example the concept of volition, which is so centrabtthe topic.
The following theories are of particular relevance:

1 Occupational therapy theoryincluding the Model of Human Occupation
(Kielhofner 2008), which | consider helpful for understanding
occupational engagement by individuals with profound intekctual
disabilities: in particular, the impact of volition z personal capacity and
effectiveness, values and interest&ielhofner 2008) z on their
engagement and the impact of the opportunities, resources, constraints
and demands within the physical and gcial environment on how they

think, feel and act.
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1 Clinical reasoning (procedural, interactive, conditionalparrative and
pragmatic) underpinning the actions of the occupational therapists as
they support occupational engagemenf{Fleming 1991).

1 Social onstructionism z my story of the case (the findings in chapters 6
and 7) is, as will be seen, a social construction with my research
participants and in particular Esther.

1 Symbolic interactionism (Blumer 1992) can help explain the occupational
therapy of individuals with profound intellectual disabilities which, as a
social encounter, hass meaningDEAO EO 11 0 T AAAOOAOEI U A O«
and Brown 2006). Participant observation, one of my key methods of
data collection is rooted in symbolic interaction(Rock 2007). Social
interaction observed involved the exchange of human symbols based
upon meanings given to people and objects involved (Crotty 1998).
These included the actions of Esther and others and the language used,
for example in interviews, to negtiate such meanings.

1 Ethnography and critical ethnography supporting exploration of
experiences and social interactions (Hammersley and Atkinsor0R7) of
occupational therapists,people with intellectual disabilities and those
supporting them. This illumnated symbolic meanings and why people do
what they do (Finlay 2006). Culture is expressed within the patterns,
routines and interactions of Esther and of those living and working in
Cavendish House (Carpenter and Suto 2008). Ethnography and
anthropology more generally supported my construction of a rich and
detailed picture and theorisation of the cultural meanings underlying

their behaviours and actions (in Chapter 8).

Having explored the kind of knowledge this research has produced, the kind of
asuumptions it makes about the world and my role as a researcher, | move on in
the next chapter to describe how I collected and analysed data and how | resolved

ethical issues inherent in exploring the case.
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Chapter 5.
ANALYSIS

5.1 Introduc tion

METHODS OF DATA COLLECTION AND

In this chapter, | describe the choices | made regarding research methods, all of

which were characteristic of both case study and ethnographic research

(Hammersley and Atkinson 2007)as summarised in Table 5.1.

Fairly small scale

Research in the field for in
depth understanding in
context - iterative inquiry
exploring the dynamics of
social interaction, as it took
place.

Range of data sources,
appropriate to and
epistemologically compatible
with my research question
(Willig 2008) .

Relatively unstructured data

collection

| focused on just me case obccupational
therapy involving Matt, Steve, Harold, Becky anc
Janefive people with intellectual disabilities
(see further 5.2.3.

I immersed myself in Cavendish House, where
thesefive people lived and where Esther was
providing occupational therapy. | worked
closely with her to understand her behaviour

from both emic and etic viewpoints.

| was a participant observer of practice (and
additionally of video recordings of practice).

| interviewed z both relatively informal
conversations and nore formal interviews z
Esther and relevant others (for example support
workers and service managers).

| analysed documents (including case notes) an
artefacts

The research design evolved rather than being

fixed and fully detailed at the start.

Table 5.1 Overview of Methods of data collection

| explain how | selected the case and recruited participants and naturally their

names and the names of organisations have been changed to preserve anonymity.
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An attraction of case study research was the ability to use multiplenethods of data
collection and | explainhow these gave valuable scope for triangulation of data
source and how, as Cousin suggeq®009), | gained value from critical

consideration of evidence from diferent sources.

| then consider some of the ethical issues inherent in using these methods to
explore my case before turning to my strategy for analysis of the data collected.
My earlier ontological discussion suggestd that traditional concepts of valdity

and reliability may be less relevant to my research. Instead, | justify how |
balanced an adaptable and flexible approach with the need to carry out this case
study in a rigorous way, using prolonged involvement, an audit trail, reflexivity and

tri angulation of data source to guard against threats to trustworthiness.

5.2 Selecting the case and accessing the field

In case study research a purposive selection of routes of investigation most likely
to produce the information needed is appropriatg(Finlay 2006, Cresswell 2007).

As explained in 5.2.3, the nature of the case was not completely clear at the outset
and, rather, it crystalised graduallyand, as explained in 5.2.3, the case crystalised
gradually. When referring to decisions about the case amarticipants within it, |
EAOA AAT EAAOAOAT U OOAA OEA OAOI OOAI AAOQE]
is inappropriate for a case study which in no way seeks a portion representative of
a larger whole(Thomas 2011), or even necessarily somethinghat is typical, for as
will become evident, this case may not be a typical occupational therapy
intervention. Using specific criteria related to my research question and relying on
my judgment, | selected an environment thaivas an exemplar of practice(Finlay
2006) (see 4.2.3.1) and, of primary importancéStake 2006, Simons 2009)a case
there that seemed to offer opportunity to learn. Following the advice of Carpenter
and Suto(2008), | chose my informants for their cultural competence rather than
their representativeness, sometimes selecting theoretically, i.e. by consciously
choosing the next participant (a specific support worker perhaps) in a way that
allowed me to collect data that | could compare with what | already ha@gar

1980).
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5.2.1 Negotiating access and participation

In 5.4, | explain the process of gaining ethical and research governance approval to

allow me to seek to recruit participants from amongst the staff and service users of

two National Health Service NHS Trusts in Southern EnglandTrusts A and B)

and Futures (a notfor-profit organisation providing support to people with

intellectual disabilities). This required negotiation, as | no longer work for the NHS

AT A TAAAAA O1 AAIT1 OOOAOA OAI AGABMAA O OEA 40
outsider, | needed to rely on others with insider status within these cultural groups

as gatekeepergCresswell 2007). For example, in Trust A, the very first stage

before formally applying for ethical and research governance approval required

OAAT POET £ T U OOOAU AU OEA 4000080 )1 OA1 1 AAOGOA
role of gatekeepers was important, though their clinical priorities and institutional

power, as suggested by Finlag2006), had influence on who | was able to recruit

and the types of accouts | was able to access. Their support was valuable in

confirming the relevance of my research topic, though gaining this did significantly

slow my progress.

5.2.2 Recruitment

Recruitment was in three stages:

5.2.2.1 Recruiting the occupational ther apist
Initially, 1 had research and governance approvab recruit an occupational

therapist from NHS Trust A. | sought participants who:

i.  Worked as occupational therapists within that Trust and who were
registered with the Health and Care Professions Council
ii.  Considered themselves to be experienced in supporting people with
profound intellectual disabilities to engage in their occupations at home.
iii.  Regularly undertook this kind of work and therefore thought they would be
likely to have relevant people on thei waiting list or caseload at the time of

data collection.

| deliberately decided not to define level of experience precisely e.g. by pinnitigs

down to years or job grade, as | considered experience of the particular type of
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work | was interested in ofprimary importance. | clarified the aims of the research
with potential participants and in the light of that established that they considered

themselves to have a relevant level of experience.

As | know and am known to the occupational therapistswas potentially

recruiting, | paid particular attention to reducing any possibility of coercion, by not
contacting potential participants directly, but rather providing opportunity for

them to contact me to express their interest (see further 5.2). Participant
information sheets, clearly explaining the nature of the research and what would
be expected (see Appendi8), together with a covering letter, were forwarded by a
gatekeeper from the Learning Disabilities Research Group of Trust A to
occupationaltherd EOOO x| OEET ¢ ET OEAO 40006080
teams. Six occupational therapists chose to attend an information session about
the research at the end of their regular team meeting. There, | explained the
research further and answered quesbns, before asking them to contact me should
they wish to consider participating. They were also asked to pass on the
information to relevant others within Trust A who might be intereded, i.e. using
OO1 T x A@iain@rd Clarke 2013, 57).

In the end, no occupational therapist from NHS Trust A volunteered to participate,
seeminglybecause(from subsequent conversations with some of those who
considered taking part) circumstances had resulted in them no longer being able to
provide the type of extensive intervention | was interested in researching M
occupational therapist from NHS Trust Bvith whom | had previously worked,
Esther,heard about the study and enquired about participating. This
serendipitous contact was to have a major and positive infence on the direction

of my study. | knew that Esther was an experienced and respected occupational
therapist, and could see that she was motivated to participate and clearly met my
inclusion criteria. As she was also the only person who had expressediaterest, |
decided to take the onerous step of applying for additional research governance
approval from NHS Trust B, delaying data collection for nearly four months. Once |
received this approval, Esther then formally consented to participatésee

Appendix 4).
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5.2.2.2 Recruiting participants with  intellectual disabilities

Esther therefore became my first participant and also my primary gatekeeper for
recruitment of further participants. | worked closely with her to gain her

confidence and agree criteria fom case that could be explored. My previous

experience as an occupational therapist in this field, as well as already knowing

her, hopefully enhanced my credibility and assisted in negotiating access to a

suitable case, as suggested by Llewellyh995). As the nature of occupational
OEAOADPU ET OEEO Z£EAI A AAT AA OAOU OAOEAAnN
typical work and on the needs of those on her caseload and waiting list. We

discussed in general terms that did not identify individuals to mepotential

participants who metall inclusion criteria, in that:

1 They had intellectual disabilities and complex needs withm the definition
in section 1.3above.
Were aged 18 or over.
7AO0A Al ECEATA £ O 1 AAOPAOET T Al OEAOADU
waiting list.
1 Occupational therapy was needed to support engagement in occupations
at home (for whatever reason) and that this looked likely to require

significant input (i.e. not merely a small number of contacts).

We identified a small number of potential caes that seemed to offer the most
potential for relevant learning (Simons 2009)and came to a mutual decision on the
merits of one particular setting, Cavendish House, in which Esther had previously
worked with residents Matt and Harold. As described in wre detail in Chapter 6,
she and her community team colleagues had identified egoing needs regarding
engagement in activity at home amongst them and the other adults with

intellectual disabilities living there.

We then followed a series of carefully @nned recruitment procedures to ensure
both that there was no coercion and that the measures outlined in the Mental
Capacity Act (MCAJGB Parliament 2005)were followed in recruiting Matt, Becky,
Harold, Jane and Steve. These are described in more datab.4.3.3. The first

approach was by Esther to nearest family members (Matt and Becky), or advocates
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(Harold, Jane and Steve) to explain that she would be working with each person
and to identify whether there was any interest in finding out more abouthem
participating in this research. They were not fully identified to me until there was

an initial indication of interest from those family members or advocates.

5.2.2.3 Recruiting other participants

As suggested by Dyson & Genis{#005) and Simons(2009) and as | expected, it
became apparent that others were relevant to the case and therefore potentially
useful participants to interview or observe. An occupational therapy assistant
(Sarah), support workers for example,Jean, Olly and Doug), a nurse (Adam) én
service managers (Sue and Normaall supported my learning about the case and
provided a variety of perspective.Interestingly, no family members became
participants, as none became involved in the occupational therapy that was the
subject of the caseThis is, | conclude, reflective of the limited involvement that

the families of Harold, Jane, Matt, Steve and Becky had in their lives.

Thesepotential participants were approached by Esther in the first instance and
then by me only once they had shown itial interest in finding out more. They

were selected purposivelyusing the following inclusion criteria:

1 People who seemed of relevance to the case of the occupational therapy
of those living at Cavendish House.
1 Who were aged 18 or over.

1 Who had capcity to consent to participate.

All potential participants received an appropriate information sheet (see Appendix
5) and were givenan opportunity for me to go through this and answer any
guestions before giving written consent(see Appendix6) if they wished to

participate.

5.2.3 The boundaries of the case

There is consensus in the literature on case study research about the need to
define the bounded systen(Stake 1995)that is the case, making clear its analytical
frame or object(Thomas 2011). The nature of ny case crystallised gradually.

Features such as physical borders, range of activities, tinspan and those actors
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that were within and outside it, though nonetheless potentially significant as
context (Cousin 2009), became clear. | sdeas a case of ccupational therapy

and, more specifically, it can be described as

O4EA 1T AAOPAOGEIT T Al OEAOAPU OEAO OOPDPI 000 OE
home of a small number of people with profound intellectual and multiple
AEOAAEI EOEAO 1 EOET ¢ O1I CAOEAO ET T1TTA EI OOAs

Its evolving nature meant that it was difficult to predict in advance how many
participants | would seek to recruit and the length of time they might be involved.
Who | might or might not want to recruit as a research participant was dependent
on the case selected and influenced by Esther's decisions regarding the direction
and extent of intervention. Data saturation, the point where returns diminish and
new data collected adds no new theoretical insight&Charmaz 2012) is not
necessarily the objectiveof case study research. My decisions regarding whether |
had reached this, or at least data sufficiengBowen 2011) did have some
influence on whether for example | recruited another support worker as
participant. Essentially, data collection drove fuher data collection, beginning
with one occupational therapistand the people with intellectual disabiities she
was working with. | consideredwhether this in itself allowed sufficient
understanding, or whether new patrticipantsz potentially, though this did not

prove necessaryfurther occupational therapists and their clientsz neededto be
brought into the study. Data collectiorcameto a natural end however once Esther
completed her work and discharged those living in Cavendish House from her

caselad.

The story of the case is described in detail in chapters 6 and 7.

5.3 Methods of Data Collection

In this section | explain how, to gain in depth understanding in context, | spent
time in the field with Esther, immersing myself in the case setting. | plored the
dynamics of social interaction as it took place, working and participating closely
with protagonists to understand their behaviour. Data collection was iterative and

primary sources of data were participant observation of practice and relativel
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informal interviews or conversations with the participants. Other methods
(Robson 2002)were also used when these showed potential to give insight
(Robson 2002) for example documentary analysis of occupational therapy case
notes. Aspects of the caseeaxe also videoed, both to allow me to observe
situations when it was not possible to be present, as well as also to trigger

reflection on the case within interviews(Haw and Hadfield 2011)

These multiple methods gave valuable scope for gathering varyinggeptions,
clarifying meaning (Stake 2008)and enhancing expressiveness of the daf&lick
2009). Constructionist qualitative researchers are sceptical about the value of
triangulation (Silverman 2013) due to the possibility of erroneous convergence of
data towards the same point, but | am not suggesting that such triangulation of
data source allowed access to a single truth about the case. Rather, it recognises
the complexity of the case and contributed to my identification of different realities

in it and the ways they converged and diverge(btake 2008, Simons 2009)

5.3.1 Participant observation

| considered observation to be essential to gain access to the information | needed
to answer my research question. To begin with, my review of the literaturend

my own previous experience of interviewing occupational therapists about their
work with people with intellectual disabilities (Lillywhite and Haines 2010),
suggested that interviewing alone would be insufficient. Analysing data from the
focus groups n that study led me to realise how mere reliance on speaking to
occupational therapists might not allow access in sufficient depth to the details and
subtleties of their interventions and their tacit thinking and clinical reasoning.

This was a conclusiorMattingly and Fleming(1994) also reached when studying
the clinical reasoning of occupational therapists. Interviews may allow access to
accounts of practices, but the practices themselves are only accessible when
observed(Flick 2009). Observation alleved gathering of data on the fine detail of
social interactions as they happened and within their wider sockzultural context,

data that | could subsequently explore in interviews.

Secondly, I am very conscious that the voices of people with intellectudibabilities

and complex needs have often been silent in research about them, with such
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research either consisting of quantitative psychological or psychometric

assessmentgPorter and Lacey 2005) or qualitative research seeking the views of

families andsupport staff about their lives. | justify the necessity of gathering data

Au OEA AOCOAAIT U ET OOOOEOA 1 AOGETA T £ PAOOEAEDA
5.4.3below.

Participant observation is rooted in the theoretical background of symbolic
interactionism (Rock 2007). In order to really understand situations and to gain
the perspectives of the actors involved in them, | needed to be fully immersed and
to establish and maintain relationships(Angrosino 2005). Kielhofner(1981)
describes how he fouml that fully participating in a study with people with
intellectual disabilities allowed access to otherwise hidden features of the setting
and achieved deeper understanding of the practices and perspectives of those

observed.

Considering the five dimengns of research observation described by Flicz009),

| would describe my observationsas:

Participant (rather than non-participant).

Apparent (rather than in any way covert).

Neither highly systematic nor totally unsystematic, but certainly flexible
andresponsive to evolving events.

In naturally occurring (rather than artificial) situations.

Reflexivez that is involving self-observation as well as observation of

others.

Gold(1958) describes a classic typology of potential participant observer roles.

Not beingnormally part of the social setting of Cavendish House and not hag a

natural reason, aside from research, for being present, | conclude that rather than

AAGET ¢ AO A OPAOOEAEDPAT O AO T AGAOOAOO6Hh ) OITE
(1958, p.217).

Following the phases of observation described by Flig)2009), | began with
descriptive observations to orientate myself to the case site and build relationships
xEOE OEA AAOI OOh OEA OEATCEIT ¢ AOi1I O1 Ao ZAI ElI EA
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and Fleming(1994). Gradually gaining access to the field and to relevant persons

AEA OAAI OF AlliTx T U DPOAOAT AA OI AAATITA

reactivity in the form of guarded behaviour by participants(Spradley 1980),

though | explore further in Chapter8 the nature of my presence in the field. Some
of this early data turned out to be sensitising as much as research data in that it
was useful for understanding the context but not necessarily directly relevant to
my research question.My observations progressively became more concretend
focused as, drawing on my tentative conceptual framework cloncentrated on

those aspects thaseemed most relevant to the research questiofAngrosino

2005). In the latter stages observations becaenmore selective to find further
evidence or examples of the kinds of practices and processes seen in the focused

observations.

| concentrated my observations on nine aspects of social situatiofSpradley

1980) that is to say spaces, actors, activitiespgects, acts, events, time, goals and
feelings. Observation is fatiguing and | needed to maximise the usefulness of each
visit, so| set observational goals and recognised the limits of my own capacity
(Flick 2009). 1 ensured that | was reflexive aboutame of the challenges of
participant observation such as selecting situations where the research issweas
most likely to be visible and avoiding losing the critical external perspective of the
stranger, or going native(Angrosino 2005). | reflect further on someof these

challenges in 85.5.

5.3.1.1 Field notes

| found the advice of Emerson, Fretz and Shaf@011) in their classic text on

writing ethnographic field notes extremely useful in helping me to devise an
effective and practicable system that worked fome. | intended to take as many
notes as | could during participant observations, but quickly realised that | did not
feel very comfortable doing this, wondering whether it made participants (and
potential future participants) more wary of my presence. ivas also very conscious
of being in what was the home of some participants and felt awkward about the
idea of carrying a clipboard or notebook and writing extensive notes about people

there.
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a. Jottings
| therefore limited my writing in the field itself to what Emerson et al(2011, p.29)
AAl1l OET OOET ¢cO6h OEAO EO O OAU AOEAE xOEOOAT
or phrase, a symbol or abbreviation, a question | asked or a sentence someone said.
Some of these | recorded immediately, others at tHest opportunity (e.g. as soon
as | was out of the house or perhaps on a strategic visit to the toilet). These
jottings were invaluable mnemonic devices for me to use to construct my field
notes later. As | became more practised at these jottings, | la@ee better at
recognising and capturing the key aspects of what | was observing that would be
the most useful reminders for me to transform into vivid descriptions in later field
notes. | found Emersonetad O A @R B Pakticularly helpful to:

Recordactual words, rather than summarised dialogue.
Record concrete sensory descriptions (e.g. what | saw and heard using
active verbs) rather than my interpretations of actions.

1 Avoid evaluating or forming impressions about events, or guessing at
PDAT Pl Aworihtdrn@l states.

1 Record markers that might help me remember the sequence of events.

On occasions, | audio recorded jottings as soon as practicable upon leaving

Cavendish House as a convenient and quick way to capture them.

b. Writing up field notes
| tried to begin writing up field notes from these jottings immediately, or at least as
soon as possible after leaving the field. Long train journeys back from Cavendish
House were helpful in providing an opportunity to do this. Emerson et a(2011)
advise against talking with others about what has been observed until full field
notes have been written, though | often needed to compromise on this, particularly
when | wanted to interview Esther about what | had just observed her doing. On
reflection, | corclude that any impact on the psychological immediacy of my field
notes (as Emerson et a[2011) warn is possible) was outweighed by the value of
gaining% O OE A 08 O pEr$peclivA &nAhGs& occasions.

| focused on recording experiences while they we still fresh, trying not to allow
my internal editor to distract me from the scene | was trying to evoke with
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concerns of grammar and sentence structure. Emerson et @011, p.40) suggest

~ z s A o

experimenting with a combination of methods to promote recall:

1 Tracing events in chronological order as | observed or experienced them
(which | found particularly helpful for recall).

1 Starting with seemingly critical incidents and detailirg these as
thoroughly as possible.

1 Focusing in turn on different types of events related to my areas of
interest.

Once my thoughts were recorded in this raw form, | returned to them and added
to, reorganised and polished them to some extent to form fieldotes that were
constructions of my personal experiences of what | had observed. | was surprised
to find that writing the field notes took substantially longer than the actual

observations.

When | wrote field notes, | was inevitably, to a greater or less@xtent writing my
retrospective reinterpretations of what | had observed, that is writing from a
position of later insight. In order to preserve the process and experience of
constructing meaning, however, | did at times try writing descriptions of eveis as
they had actually happened, excluding meanings, as far as possible, until writing
about how | had realised or constructed those meanings. Further suggestions from
Emerson et al(2011) that | found useful were to:

1 Write with an intended audience ofmyself as future reader and not
worrying about consistency of voice or style.

1 Pay particular attention to initial impressions before the way the setting
looks, smells, sounds and the way people behave became too
commonplace.

1 Use lots of adjectives and adsrbs to evoke vivid images, focusing on

sensory details and on action and movement.
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Register my own reactions to events or any contradictory emotions |
might experience. Use these to increase my sensitivity to what might be
happening, or significant to tlose in the setting.

Keep my evaluations and judgements and my developing analysis

explicitly separate from description. | did this by:

o Placing any brief reflective, or analytical points (perhaps
interpreting or questioning) in asides within [square bradets] in
the midst of my descriptive writing.

o Placing any more detailed or elaborate analytical commentaries
in separate paragraphs or sections, again within [square
brackets].

o Keeping more detailed analysis in separate memos (see 5.5.3.5).
Attempt to represent the flow of exchanges between participants, using
inverted commas when quoting verbatim, but otherwise to use indirect
guotation or paraphrasing of dialogue, along with descriptions of body
language.

Represent multiple voices and points of view, inading my own, avoiding
an omniscient perspective, which would not sit with my interpretive
stance. There are varying perspectives/ points of view within my field
notes and my wording makes clear when | was representing my own first
person feelings and reations and when, | was rather using what | had
observed of someone to infer something of their thoughts and feelings.
Make my presence evident within the field notes so that they are clearly a

record of an event as seen and heard by me.

In 8.6.5 | reflecton some of the dissatisfaction | felt at times with the qualy of my

field notes, but howover time | changed my views on what had written.

5.3.2 Videoing aspects of the case

Some aspects of the case were vidgecorded (either by myself or by a

participant) within one or other of two different modalities (Haw and Hadfield
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1 Videoing in an extractive modality provided data on the specific social
interactions captured, allowing me either to revisit what | had myself
observed, or to have some access tdusations | was unable to observe. |
found this particularly useful in capturing the perspective of participants
with intellectual disabilities on their occupational therapy, allowing
better interpretation of non-verbal cues to meaning, e.g. vocalisations
body language and facial expression (Simons 2009).
1 Video recordings were also used in a reflective modality within
ET OAOOEAXxO j OAA v8o8cqh O AADPOOOA %l
constructions by asking her to reflect on content recorded. Techniques
such as thinking aloud and critical incident analysigof aspects of the case
that seemed significant either to myself or Estherallowed exploration of
fragmented and tacit understanding of professional phenomena (Haw and
Hadfield 2011) such as her clinial reasoning. This was a technique used
by Richardson(2006) ET EAO A@bl i OAOEITT | £ PEUOE

As much as forming research data in themselves, the video recordings were also
valuable "triggers" for research data in the form of either my &ld notes (when
used in an extractive modality) or interview transcripts (when used in reflective
modality). Although | would like to have been able to include video data in this
thesis, | did not set out to do this due to the need to presengarticipantO &

anonymity.

Seesection 5.4.4below for further justification of the use of video recording in this
study, including to facilitate user consultation with people with intellectual

disabilities about this research.

5.3.3 Interviewing

A limitation of relying on observation is that, even with supplementary video
recording, some of the practices | wanted to see were inevitably missed. Practices
that occur infrequently will be observed only with luck and very careful selection

of observation situations(Flick 2009). As can be seen in the research activity
timeline in Figure 5.3, | carried out participant observationof Esther with Matt,

Steve, Jane, Becky and Harold and/ or other participané Cavendish House on 17
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separate occasiongand these are summarisedn Table 5.2) Despite this however,
the distance between my home and the house, my own availability not adus
coinciding with key events anda number of miscommunications between Esther,
Sarah and support staff regarding timing, all meant that | was ngresent and able
to observe as much of what went on as | had originally hoped. Interviews were
therefore essential in allowing participants to discuss aspects of the case that
happened when | could not be present. This however was not the primary reason

for collecting data in this way.

Date Duration  Participants living  Participants working at Cavendish Occupational

at Cavendish House therapy
House participants
11.12.12 BRIl Matt, Steve, Harold Norma, Doug, Jean, Tracy Esther, Sarah
4.1.13 3.5 hours Harold Norma, Robert, Ilvan Esther
zaspiliief s 1.5 hours  Becky, Matt Norma, Dina Esther
Zsielilei s 4 hours Becky, Harold, Jean, OllyRobert, Dina Esther
Matt
ZTgeriei 2 hours Steve, Harold, Sarah,Julig Ivan Esther,
Becky
zisieliieis 2.5 hours  Jane, Becky,t8ve  Doug, Tracy, Olly, Ivan Esther,
2.4.13 2 hours Harold, Jane, Steve Jean, Paula, Doug, Ivan Esther,
5.4.13 5 hours Jane, Becky, Harolc Ivan, Jean Esther,
oS 2 hours Steve Sue, Dina Esther
(| 3 hours  Becky, Matt Dina, Tracy, Jean Esther
ZZshikei s 1.5 hours  Steve Paula, Gemma Esther, Sarah
7.6.13 5 hours Harold, Mo, Matt,  Jean, Doug, Tracy, Dina, Sue, Esther, Sarah
Becky, Steve Norma,
ZARRERN 4 hours Mo Gemma Esther
27.6.13 BRIV Harold, Steve, Mo, Doug, Jean, lvan, Robeitljorma, Esther, Sarah
Matt Olly, Jean
Zisisief s 4 hours Mo Harold, Jane Doug, Jean, Dina, Julie, Gemma, S Esther, Sarah
Steve, Matt, Becky
2l 3 hours Matt, Steve. Jane  Doug, Gemma, Julie, Sue Esther
clolrsilef s 1.5 hours Harold, Becky, Mo, Jean, OllyDoug, Paula, Julie Sarah,
Steve

Table 5.2 Summary of observations at Cavendish Houset

'a8S &/ bad 2F / KENIOGSNEE 2y LIy o6FyR Ffaz2 [/ KFELIGSNI co
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The main purpose of my 25 interviews of participants was to deepen my

understanding and to assist my interpretation of what | myself observed through

CAET ET C E Ipé&dbértvésinaddibidd © my own(Dyson and Genishi

2005). Some interviews were prearranged, formal and semistructured. Many

however were relatively quick and informalz more like opportunistic

conversationsz exploring an aspect of the case thathad just observed. The

immediacy, for example, of questioning Esther about the reasons for actions she

had just taken, did seem to generate insight into practice that more abstract

interviewing later and out of context might not. These informal intervievs were

similar to the conversations that Mattingly and Fleming1994) described using to

assist in their interpretation of observed behaviour when exploring occupational
OEAOAPEOOOS Al ET EAAT OAAOITETCS 2EAEAOA
valDAAT A ET OECEOO ET O DPEUOEI OEAOAPEOOOS O

portrayal and interpretations of observed behaviour(2006).
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5.3.4 Documents and artefacts

Esther was required by the standards of practice of herrpfession to record

clinical notes about her work with her clients(COT 2010)and she also created

other documents and artefacts as part of occupational therapy with Matt, Steve,

Jane, Harold, and Becky. These included reports, session plans, objects of

reference and discovery bags, as described and explained further in Chapters 6 and

7. |1 gathered numerous examples of these (or photos of them in some cases) to use
AO OAATT AAOU AAOAh AO Al AAAEOQGETT Al xAU
clinical reasoning. They often revealed areas to explore further in interviews and

she talked me through a number of them.

5.3.5 The case record

Bassey(1999) emphasises the need for systematic recording of data and warns
against collecting more data than it is realist to analyse. The case record for this
study consisted of my jottings made in the field (3 notebooks), but other data were
contained and organised electronically using NVivo Computer Assisted Qualitative
Data Analysis Softward QSR 2013) including:

{ Field notes.

1 Photocopies and photos/electronic (jpg, pdf or word) files of documents
and artefacts, such as occupational therapy reports and notes.

1 Audio recordings (mp3 files) of my thoughts captured soon after leaving
the field.

71 Audio recordings (mp3 files)of interviews with participants and
transcripts of these interviews.

1 Video recordings (mp4 files) of aspects of the case.

Unsure at the outset, how much of the data collected | would transcribe and
whether a complete transcription of all interviews and vickos was necessary, |
considered choosing pragmatically only to transcribe those aspects that appeared
to be relevant to the research question. Aware, however, that any gain in time
could come with a risk of overlooking data that might later deepen analys(Dyson
and Genishi 2005)I therefore transcribed the whole of every interview (formal or

informal) and made detailed field notes on the content of each video recording.
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5.4 Ethics and governance

| took care to ensure thathis researchwas ethical in maintaining respect for
democracy, truth, peopleand for research itself(Bassey 1999) Before exploringn
this sectionsome potentially controversial aspects, it is worth stating my strong
belief that people with intellectual disabilities z including those lacking capacityz
have a right to have their support needs researched. One could in fact argue the

immorality of not doing this (Gunn and Taylor 1993)

OPAT PI A xEOE +rET OAl 1 AAOOAT ¥ AEOAAEI EOEAO +
most vulnerable [and] if beir circumstances are to improve there is an urgent

need to facilitate rigorous and ethical research into issues of importance to

f OEAi yh OEAEO £AEAI EiabOandNicKily 0200H@B0) 00 OUOOAI O

With only limited exceptions, e.g. Williamg2007), the particular dearth of
research using people with profound intellectual disabilities as informants

identified by Coles(2001) appears to remain.

Obtaining ethical and governance approval for this study was complex and

challenging for a variety of regons. In the nature of case study research, its design

evolved and was therefore not straightforward to explain fully in advance. | was

encroaching on the potentially sensitive area of interactions between client and

professional and the occupational theapy | was interested in happenecdot in a

Al ET EAAl OAOOET ch AOO E1T PAIPIABO EiIT AOh xEAO

video record.

People with profound intellectual disabilities were unlikely to be able to give

informed consent to participate in ths research even after taking all steps to

maximise their ability to do so as suggested by Department of Health008b).

AEEO EI Pl EAA DPOI AAAT U EAOGET ¢ O bBOT AAAA 11 OE
interests to have their needs researched. | was awathat an ethics committee

would likely regard them as vulnerable and, though this might be challenged on

the grounds that it serves to reinforce negative perceptions and expectations, it did

mean a very strong case of benefit to them was needed. | prded as much detail

as possible in submissions to ethics committees and to prospective participants to
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demonstrate the design of this study was ethical, that any risks to participation

were minimised and residual risks proportionate to potential benefits.

This research was approved by the University of Brighton Faculty of Health and
Social Sciences Research Ethics and Governance Committee and the National
Health Service (NHS) National Research Ethics Service (NRES) (Ref: 12/L0O/0319)
(see Appendix7). Approval from the latter body was necessarpecause
occupational therapist Estherwasan NHS employee aniatt, Steve, Becky, Jane
and Harold wereher NHS service users. Theossibility of them not having

capacity to consent to participate themselves was ardditional reason for needing
NHS NRES approvdDepartment of Health 2008b) Research governance

approval (INVOLVE and NRES 2009yas granted by two NHS Trusts to allow me

to seek participants from amongst their staff and service users. | began
discussians with these ethics committees and research governance departments in
advance of application and was thus able to take into account their helpful advice
as the study design developed. My experience was that the process of gaining
ethical approval, ratherOEAT [ AOAT U A OEBOOAI Ao OI CAO
opportunity that improved my researchdesign and | value the helpful feedback |

received from ethics panels.

I now discuss in turn a number of ethical issues raised by this case study and
explain how| responded to these in the design of the study. | have included
detailed discussion in order that the reader has sufficient information to judg the
integrity of my researchusing the virtues of courage, respectfulness, resoluteness,

sincerity, humility and reflexivity, outlined by Macfarlane(2009).

5.4.1 Relevance to occupational therapy and to people with
intellectual disabilities
AEA OAT ACGATAA T &£ 1 U OAOAAOAE EAAA AT A

potential participants, including those withintellectual disabilities (Dalton and

O

McVilly 2004). Whilst my study is not userled, emancipatory or participatory
(Grant et al 2005), | was keen from the outset for it to be no#tokenistically

collaborative or at least consultative. Consulting andiscussing research ideas
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with stakeholders is a requirement for all studies considered by NHS NRES
(INVOLVE and NRES 2009)

Meaningful consultation with those who have profound intellectual disabilities is
difficult. Following Tuffrey Wijne, et al (2008) and as recommended by Dalton
and McVilly (2004), | consulted with a research advisory group consisting of a
small number of people with mildmoderate intellectual disabilities who had
themselves previously been research participants. | considered theto be a
nearer equivalent to my participants than the alternative of consulting with family

and carers of people with profound intellectual disabilities.

These consultees raised interesting points supporting the rationale for the study
and the need for he research question to be addressed. Ownensultee for
example, spoke of the importance to him of having a routine and all could think of
examples of people they knew who were undeoccupied. They agreed on the
importance of understanding how to suppot people well and gave examples of
what they considered to be good and bad support. | took points made by the group
regarding observation and video recording into accounfsee 5.4.4)and will act on
their strong recommendationthat the findings should bewritten up accessibly and
presented to people with intellectual disabilities e.g. to advocacy groups and
Learning Disability Partnership Boards. They also said that a list of people who
have helped with the research should be included, and | have acknowtged their

help in this thesis.

| also considered the relevance of the study to occupational therapists through
informal discussion and more formal consultation with two groups of occupational
therapists experienced at working with people with intellectud disabilities. Both
groups agreed on the need for this research, with one group highlighting how they
needed to be particularly creative when supporting occupational engagement in
staffed homes. This comment was instrumental in my decision to narrow tHecus
of the studyto an exploration ofoccupational therapy supporting people's

engagementat home(rather than elsewhere).
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5.4.2 Informed consent
This study raised some issuegelated to informed consentthat | now move on to
discuss, including the fact thapeople with profound intellectual disabilities were

very likely not going to be able to give this.

5.4.2.1 Evolving design

z A A e N

)yO EO EIT OEA 1T AOOOCA T &£# AAOGA OOOAU OAOGAAO,.

evolve dependent on the nature of the case selectéfhomas 2011). An evolving
design makes some aspects (e.g. exact issues to be explored, nature and exact
number of participants, plans for recruitment and data collection methods)
difficult to describe with complete certainty until the case has been setted or
even later. The experience of taking part in the research is difficult to describe to

prospective participants.

Sufficient information is needed however to convince ethics committees and
others that an ethical approach will be taken and to enserthat participants can
give truly informed consent at the outset. NRES pressed, for example, for more
specific quantification of participant numbers than | felt able to give in advance
and | reluctantly attempted to provide this in the form of likely maxma of up to 4
occupational therapist participants, 6 participants with intellectual disabilities and
8 other participants. This gave a predicted total maximum of 18 participants,
taking part in the study for anything from a few days to 9 months. 1 felt
uncomfortable with these estimates, as | was uncertain that they were very
meaningful, though some did prove to be reasonably accurate. Occupational
therapist Esther participated for the longest amount ofime as she was recruited
first, then becominginvolved in the process of selecting the case and recruiting the

other participants.

Ensuring that participants had full information about the range of possible forms
of participation that might be asked of them in an evolving study required a
particularly detailed means of explanation. To describe the research
unambiguously, | designed clearlyworded participant information sheets
specifically for each type of participant, individualised to need where necessary

(seeAppendices 3, 5, 8 and)9 | supplementecthese verbally, to ensure they had
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the information they needed to make an informed, specific and voluntary decision,
taking into account all the possible experiences | could predict a participant might

have in the study.

Although participants signed a cosent form (see Appendicest, 6, 10 and 11}, |
regarded this consent as provisiona{Simons 2009)and | adopted the process
consent model(Dewing 2007), sometimes known as rolling consent, involving on
going decisionmaking and repeated informed consent. fiis meant regularly
checking and rechecking that participants wished to remain involved as my
observations and interviews proceeded and as the realities of being a participant,
(including what it felt like to be observed and the amount of time involved

became apparent.

5.4.2.2 Recruiting peripheral participants

As well as the key participants (Esther and the individuals with intellectual
disabilities) an unknown number of more peripheral participantswere to become
part of the case, for example some support worke and service managers. |

sought consent from each such person as soon as it became clear that they were of
potential relevance to the case and before any data was gathered from them. To
minimise risk of coercion, first approach to these people was Hysther rather than

me.

5.4.2.3 Recruiting adults without capacity

This research sought access to the lives of people with severe and profound
intellectual disabilities who were very likely not (fully at least) to understand its
purpose and the reason for my presece in their home. My justification for this is
similar to that used by Tuffrey Wijne et al(2008) in their sensitive research with
terminally ill people with intellectual disabilities: the importance of understanding
and gaining insight into the experi@ces of those who lack capacity in order to
develop a research evidence base for how we can best support them. In relation

to people lacking capacity due to dementia, McKeown et £010) describe the:
OEOCAIT U 1 EOOGAA 1 BDIT OO0 ObnktieengMEgtha®d EAUY AOA A
AT 01 A AA OOAA Oi CAET A £EO010 O1 AAOOOAT AE
p.1936).
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I would also argue that research is needed that captures something of the
perspective of people with severe and profound intellectual disabilities theselves
(rather than relying solely on other informants such as family members or support
staff). As | discuss further in 5.4.4, this requires them participating in research and

gaining their perspective by observing them and interpreting their behaviours.

The extent to which issues of capacity and consent have been considered in
research involving observation of people with intellectual disabilities varies
considerably. Some (Hallrup et al, 2010; Owen et al, 2008) state unambiguously
that all participants gave informed consent, or describe in detail how legal
provisions regarding recruitment of people lacking capacityvere followed (e.g.
Williams et al. 2007) Many authorshowever, do not explicitly mention issues of
capacity and consen{Messent 2003 Lofgren Martensen 2004). In one particular
study, undisclosed participant observation over 10 years for me raises some

serious ethical issuegMonaghan and Cumella 2009)

Sections30cc 1T £ OEA - AT OAl # A B PaHidrént 20A5zanc 1 1T L
out lawfully with people lacking capacity. The steps described below thatook to

ensure that this study omplied with these provisionswere based on my

understanding of the legal position from a number of sourceéDepartment of

Health 2008a, Department of Health 2008b, Dimond 2009, University of Leicester

and University of Bristol 2011).

a. Assessing capacity and maximising ability to give informed consent
4EAOA EOOI ET AAPAREAUSG O1 AAO OEA -#! ATA
assumed on the grounds of diagnosis, e.g. of profound intellectual disabilitiess
the person needing a decision to be made about research participation, it was my
responsibility to ensurethat A AE BT OAT OEAT DPAOOEAEDAT 060
specific decision at that particular point in time was assessed. My experience
working with people with intellectual disabilities over 20 years as an occupational
therapist and in other capacities meant | Ad experience of presenting information
in accessible ways and of judging how well someone understood this. It had also

given me a familiarity with the legal position regarding consent and capacity.
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| was aware that there could be considered a conflictf anterest for me to assess

the capacity of potential participants with profound intellectual disabilities to

participate in this study myself. Although | remained involved, Esther (similarly

used to assessing capacity) therefore took the lead and madeethltimate

decisions regardingthis. She did thisusing. ( 3 40000 "8 0 O- AT OAl #ADA]/
OEA -#! ¢mnmu ! OOAOOI AT O &l Oi6 ATA ET AEOAOOOE

Assistant Manager), Sarah (Occupational Therapy Assistant) and myself.

Mo, the most alte resident in Cavendish House, had a moderate intellectual

disability and features in the case only in a small way. She&s assessed as

potentially having capacity to consent to participation herself. Drawing on

information from those more familiar with her communication preferences and on

guidelines such as Department of Healt(2010) and Mencap(2010), we therefore

ET AEOEAOAI EOAA AT A AAADPOAA EIT & Oi AGET1T AAT 0O
OAAAG DAOOEAEDPAT O EIT Al O A®briessagssewkih O Al PEAOEOE
supplementary verbal and gestural explanation and role play, her capacity was

maximised to the point where shewvasable to give informed consent to participate

for herself.

Matt, Becky, Harold, Jane and Steve were all assessed by Esdisanot having
capacity to make the decision atut participation themselves. Following
assessment,tiwas concluded that no adaptation to the presentation of the
information could maximise their capacity sufficiently. Therefore decisions about
their participation were made in their best interests in consultation with others in

accordance with sections 383 of theMCA(see subsectionse and fbelow).

b. Connection between research and condition affecting capacity
This study relates specifically to the needsf people with intellectual disabilities.
It therefore meets the requirement in s31(2) MCA for a clear connection with the

s o~ AN

knowledge base for the treatment, care or support ohiose | was seeking to recruit.

c. Ineffective to use only those able to give consent
With a strong underlying presumption of enabling people to make decisions for

themselves and only taking decisions for them when absolutely necessary, section
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31(4) of the MCA requires using participants whoare able to give consent where
possble. Restricting recruitment in this wayonly to adults whodid have capacity
would, however,have been ineffective in answering my research question and

would not haveallowed me to cgture anything of the perspective of people with

profound intellectual disabilities themselves.

d. Potential benefit without disproportionate burden
Direct personal benefit from being a research participant is not necessa¢ipimond
2009), as the Act allowsecruitment where the research intends to further
knowledge of causes, treatment or care of a condition affecting prospective
participants. | considered that participating had potential tacontribute towards all

of the following indirect benefits suggeste by Dimond:

Developing more effective ways of treating /managing their condition.
Improving quality of healthcare, or other services.

Reducing risk of harm, exclusion or disadvantage.

= =/ =2 =

Knowledge of effects of mental incapacity (i.e. intellectual disabiiés

here) on health and day to day life.

' O AAAEOEIT O EAA OF AA 1T AAA E1T DPAOOEAEDA
what we knew of their broader interests(University of Leicester and University of
Bristol 2011):

1 These benefits had to outweigh anyisks, which needed to be negligible.
1 Participating had to notsignificantly interfere with freedom of action or
privacy.

1 The research had to not be unduly invasive or restrictive.

It is not unusual for there to be several people present in the environnme of

settings such as Cavendish House and | judged that my presence would be unlikely
to be experienced as unusuall felt that my research methods were reasonably
commensurate with support activities and clinical interventions that prospective
participants might usually experience and thus that the risks would not exceed

those of routine support and servicegDalton and McVilly 2004). There appeared
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to be sufficient potential benefits to allow me to explore the occupational

engagement ofparticipants lacking capacity.

e. Consultation
Judging whether benefits outweighed risks required taking the time directly, or
through consultation with those that knew prospective participants wellz to get to
know something of their beliefs and values, wishes and fi¥egs, in order to gain
some idea of what decision they might make were they to have capacity.
Reasonable arrangements are required by the MCA to seek the advice (though note
not the consent) of an appropriate consultee about whether or not it was in the
AAOO ET OAOAOOO 1T £ ET AEOEAOAT O 1 AAEET ¢ AAPAAEOD
was sought for each prospective participant, someone who knew them well and
was interested in their welfare, but who did not care for them in a professional or
paid capaity (Department of Health 2008b) Taking into account assistant
i ATACAO .1 0i A6O AAOGEAA AAT 6O xEI xA T ECEO EI A
consulted regarding important life decisions, family members, or friends took on
this role for Matt, Becky and Stes. Paid advocates unconnected with the project
AAOGAA AO OTT1TETAOGAA AT 1001 OGAAGS &I O (AOIT A Al

| devised specific information sheets for consultees (see Appendsy and they

were asked to consider the broad aims of the research, whether the person wd

be content to take part or whether doing so might upset them, and the risks,
benefits and practicalities of this. Esther and | worked together to explain the
Participant Information Sheet and what participating in this study would involve

to these corsultees, answering any questions. If they agreed that it was in an
individual's best interests to take part in the study, they were asked to sign a "Best
Interests Form" to this effect (see Appendix 1R Respecting their advice, | would
not have includedsomeone in the study if they had advised against this, though in

the event, it was agreed to be in the best interests of all individuals.

The process is illustratedinmy AE AT A T 1T OA A 111 xET ¢ Al 1001 OAOQEI
Independent Mental Capacity AdvocatdMCA):

IMCA engaged in pleasantries but was careful to keep some formality to

proceedings. Thorough consideration of MCA Guidance, whether or not it was
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appropriate to act and in what way (i.e. not making any decisions but

advising). IMCA was clear siheeded time to reflect and gather information

from others before deciding. Esther and | went through the PIS and answered
NOAOOET 1O Ascs AAT OO xi O1 A OEA OAOGAAO
She seemed broadly positive about it (tone of voice, entisi& comments

etc). We confirmed that the IMCA could be present at any of the times Harold

is part of the research.

(AOT 1T A6 O AT-holw @il ieeAdoW iEHe s happy or not? Esther and

IMCA agreed that his responses are generally quite neutitils difficult to

know for sure he is enjoying something, but if unhappy he will 'make noises'

and push person away. IMCA asked re anonymisythere a risk of Harold

being identified in report. | said | would refer to 'the south of England' rather

thAT T AT ET ¢ OEA 1T AAOQGEIT AT A 1 AFEIGA 1T 00
note 4.1.13)

Consultees were given the option of being present during certain parts of the
research e.g. during observations of the participant, though none took up this
option. Iwas open to continuing to consult with the consultees throughout the
period that individuals participated in the study as | felt this was important in
ensuring that each individual could participate in decisions and that signs of

objection were noticed ard responded to.

f. Participating in decisions and signs of objection
Not having capacity to make an informed decision about participating in the
research, did not preclude being enabled tparticipate in all decisions about
involvement, including the acceptabity of the research methods and my presence.
| therefore soughtassentfrom participants, if not consent in the strict legal sense.
This met the additional safeguard in section 33 of the Act that nothing should be

done to which someone appears to objéc

Following Tuffrey Wijne et al (2010) and Hubert & Hollins(2007), | used the

principle of process consen{Dewing 2007) to pay constant attention to

xEIl 1 ETCl AGO O AT CACAS 4AEET C ET O AAAT
discussed in advane examples of behaviours that might indicate distress or
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unwillingness and agreed to respond to these by either removing myself that day
or by withdrawing the participant from the study as appropriate. My experience
working in this field assisted in my pdgement, but | made such decisions in close
collaboration with others, including in particular Esther. In the event no such signs

of objection were observed.

5.4.2.4 Avoiding coercion

A final issue related to informed consent was to ensure that recruitment medus
minimised any risk of participants feeling coerced to participate. Potential
occupational therapists were provided with information about the study in writing
and were then asked to contact me to find out more. This meant them contacting
me rather than me contacting them, thus minimising risk of coercion. Once, Esther
was recruited, she suggested possible people with intellectual disabilities on her
caseload whose occupational therapy might be relevant to my research question. |
then worked closelywith her to devise a way of selecting them that was ethical and
non-coercive. This involved initial approaches to them, or their family or carers,

by her and not by me. Only once they or their carers showed some initial interest
did I have any contact wih them to provide further information and answer

guestions.

Within the case, certain individuals (e.g. some support workers or family

members) might have wished not to participate and | was explicit when talking to

them about the research that they were nder no obligation. What | observed of, or

what was said by anyone who had not consented to participate did not become

research data.

543/ AOAOOAOGEI T Al OOOAU ET DAI PI AGO ETIAO
" AOEAOET ¢ AAOA AU PAOOEAEDPAT O 1T AOGAOOAOGEIT T h PA
anintrusive method. | felt however that it was necessary to answer my research

guestion and the best way of accessing something of the views and perspectives of

people with intellectual disabilities and complex needs themselves, who would

otherwise find it difficult to verbalise or understand the research issu¢Tuffrey-

Wijne et al. 2008) Their voices have often been silenced, with research either

consisting of quantitative psychological or psychometric assessments, or
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qualitative research seeking the viess of families and support staff about their

lives:

(rarticipant observation is the most effective method of collecting data in the
case of people with little or no speech [providing] the means to discover and
interpret ... touch, gesture, neverbal sound, eye contact, facial expressions
and behavioural manifestations of sadness, joy, contentment, anger, affection
and uneas@ (@ubert and Hollins 2007, p123).

Ware (2004) does however caution against merely substituting my voice for that

of the family or carers, which clearly does nothing to reduce marginalisation.
Previous experience as a support worker and occupational therapist with people
with profound intellectual disabilities, had given me experience interpreting non
verbal communication, though ofcourse | was not initially familiar with the
participants with intellectual disabilities in this study. | therefore interpreted
nonverbal communication with the assistance of information from others who

knew the particular individual well and who could sg, for example "when he does
x/ makes sound y/ makes facial expression z, we think it means that he is enjoying
Ol i AOEET ¢CT AEOOOAOOAAT OEOAAS8G

My consultation group of people with intellectual disabilities suggested that before
observing | should get to kmw people and explain what was going to happen and
that when observing, | could sit down rather than stand up, if possible. They said
that they themselves might find it easier to be observed, if someone known to them
were also there (e.g. a member of suppt staff or family member); and they

warned that it could get too crowded, when observing perhaps in a kitchen and
that | would need to be alert to health and safety risks. |took into account all these

points when carrying out observations.

5.4.4 Video record ing

Some aspects of the case were video recorded. As explained in 5.3.2, these video
recordings allowed me to observe aspects of the case when | could not physically
be present and allowed participants to watch and reflect on aspects of the case
during interviews. Such video footage is not included in the findings, to preserve
anonymity.
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The consultation group were supportive of the use of video recording in the study.
They felt that provided | was not filming secretly, even if someone could not give
consent, it might be ok to video them for "the common good". One person had
been filmed for television and really liked and was very proud of this, though she
said she would want to see the footage before others. Another said he would also
be curious aboutwhat had been recorded and would want to have his own copy.
Another (himself involved in training support staff) liked the idea of using a video
camera to record what was happening as he thought this could be useful for
training purposes. The responsesf the group to the idea of using video recording
do | feel provide some support for the choice to video record some aspects of the

case.

An additional purpose of the video recordings was to facilitate this type of
consultation with people with intellectual disabilities about the research. The
consultation group found it difficult fully to imagine what my research was to
involve. They suggested that if they could watch excerpts from research video
recordings, this would help with on-going consultation. Itherefore gained ethical
and research governance agreement that certain clips from the video recordings
(anonymised using pixilation), @uld be shownin future consultations. No
participant would be identifiable in these clips and specific consent for ik
purpose was sought from participants (and best interests decisions sought from

the consultees of participants who did not have capacity to consent).

5.4.5 Anonymity and confidentiality

There are arguments in favour of research participants naemaining anonymous,
for example to celebrate the lives of the protagonists with intellectual disabilities
in the case(Simons 2009)and to promote seltadvocacy. Efforts were nonetheless

taken to ensure that all participants remained anonymous because:

1 Participants who wished to be identifiable (or consultees involved in best
interests decisions) might not have thought through all consequences of
this, or might be anticipating particular findings.

1 1 cannot guarantee that readers of the study will form fair and sensitey

judgements of the case.
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As | have written up the case, | have taken care that the combination of incidental
AAOAEI Oh &£ O AgAibpi A AAT OO DAOOEAEDAT 006
ethnicity, do not lead to them becoming inadvertently identifiable.Where

necessary some of these details have been changed.

| only gathered personal data about participants that was relevant to my research
guestion and took all precautions to ensure that it was stored securely. This

included:

T +AAPET ¢ OE A @dodal dith (B.¢ Ariteninagtes)Bn a locked
filing cabinet at my workplace.

1 Only keeping personal information on encrypted passworgrotected
laptop computers, iPad or memory sticks for as long as was necessary for
it to be transferred from Cavendish Hase to my workplace.

1 Storing electronic personal data on the secure University of Brighton
server, passwordprotected to give access only to myself.

1 Taking particular care regarding the security arrangements for audio and
video recordings.

1 Anonymising or cding data with a pseudonym at the earliest opportunity
so that it could not be linked to the individual who supplied it. For
AoAi bl Ah PAOOEAEDPAT 006 AAOOAI T1TAIAO
or video tapes, or electronic file names. Transcriptsfanterviews
referred to participants by pseudonym rather than by name and words
spoken by an interviewee that could lead to them becoming identifiable
were omitted from transcripts (or altered).

1 Other than participants in the case, raw data has only beeeen by myself

and my supervisors and no individual is identifiable in this thesis.

Although confidentiality has been maintained, | do quote the actual words used by
participants in this thesis. Participants were alerted to this in information sheets
and explicitly consented to this. No identifiable/ personal information is used in

such verbatim quotations to ensure that participants remain anonymous.
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Participants were very open in interviews and may inadvertently have revealed
things they did not intend to and | sought to offer them some control over what
ultimately becamepublic. When in the field, | remained alert to signs that a
participant wished to keep something private (e.g. | observed that one participant
seemed visibly uncomfortable during arinterview and asked whether there was
anything he had said that he wanted me not to transcribe). Generally, at the end of
interviews or observations, | asked individuals for permission to use the content or

whether anything needed excluding.

Oncompletion of this doctoral study, personal (i.e. nofanonymised) data will be
disposed of sensitively and securely, i.e. electronic files permanently deleted and
paper copies shredded. Anonymised research data will however be kept on the
secure passwordprotected University of Brighton server for 10 years in

accordance with the University of Brighton research standards.

5.4.6 Sub-optimal care

| was prepared, shouldcircumstanceshave arisenwhere confidentiality might
need to bebreachedin order to avoid future harm to a participant or third party.
Instances of criminal activity, violence, abuse, neglect or poor practice (either the
practice of Esther,or other practice within Cavendish Housgmight have been
revealed, disclosed, or observed. The possibilif needing to respondn this way
in suchspecific circumstances, was highlighted in all information sheets (see

Appendices3, 5, 8 and 9.

Esther was herself under a duty of care to respond to any matters of concern

within Cavendish House in the ordinay course of her role, which naturally in any
case sought to promote good standards of support there. | discussed any concerns
| had with her (and in fact none emerged of which she was not already aware) and
felt it appropriate to leave it to her clinicaljudgement to respond to this, judging

that this completed my responsibility to act.

As both researcher and occupational therapist myself, | recognised my dual duty of
AAOA AT A OAOPI T OEAEI EOU O1 AAO 11 ATU
including potentially disclosing confidential information in order to prevent

serious harm, injury or damage, in accordance with my Code of Ethics and
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Professional Conduc{COT 2010) Although this proved unnecessary, | was
prepared to discuss any such coneas with my research supervisors and if
necessary to follow local policies and procedures, including mutagency policies

and procedures for safeguarding vulnerable adults.

5.4.7 Portrayal of individuals

As explained previously in 4.3.3, | have sought in thtesis to present findings in
sufficient detail to retain connection with context, to provide a worthwhile and
convincing argument in support of my conclusions, to allow readers to consider
their own interpretations and to provide an adequate audit trail. Participants
could however feel let down by their portrayal in the case report and this could

have an impact on how they see themselves or others within the case see them.

As suggested by Bass€i1999), | have tried to research from a position of respect
for all participants, including the motivations | attribute to what | have observed
and how they are portrayed in the case report. It may be constructed by mimyt |
have given Estheopportunity to respond to the accuracy, relevance or fairness of
her portrayal and to edit or add in commentgSimons 2009). Due to staffing
changes at Cavendish House, it did not prove possible to gain the perspectives of

other participants on the findings.

5.4.8 Participation over an extended period

There was a definite risk ofinconvenience to participants from taking part in this
research over an extended period of time. | made continuous effort to ensure that
all participants knew that they genuinely could withdraw from the study at any
point without needing to explain their decision. For example, | reminded Esther of
this and remained alert to signs of discomfort or uncertainty. Consent given at the
outset was revisited regularly as the research proceeded and the realities of being

a participant in this study became apparet.

Another issue is that extended periods of participant observation can lead to
expectations of a continuing relationship that | am unable to megf uffrey-Wijne
et al. 2008). Over time, a relationship developed between me and participants,

including those with intellectual disabilities. | therefore tried to be clear about my
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reasons for being present and that the relationship would be time limited (or at
least to act in a way that did not give the impression that it would be anything
other than that). | considered how | might withdraw from Cavendish House and
terminate such relationships in a gradual, planned and respectful way, seeking for
example not to end contact suddenly or unexpectedly. The nature of the setting,
with different people on shift every time | visited did mean, however, that | did not

achieve this as fully as | would have liked.

5.4.9 Sensitive topic

Researching the relationship between a professional and their clients is a sensitive
topic and | have tried to remain aware that Esther add feel that her practice was
being judged, causing her to question that practice. | tried to question in a
sensitive manner that | genuinely do not feel has caused any upset and in fact she
has stated on a number of occasions how valuable she has fourang part of this
research as an opportunity to reflect on her practice. Should any upset have been
caused however, | would have given the option to pause or terminate observation
or interview and would have reminded her that she could withdraw from thestudy

if she wished and without necessarily having to give a reason. | had suggestions as

to sources of further support ready to provide should this have been necessary.

5.4.10 Reflexivity and conclusion

| feel that there is integrity in the design of this studyand that the benefits of
participation can be said, using proportionate reasoifAngrosino 2007a)to have
outweighed any residual risks. Participants with capacity (and the consultees of
those without) were alerted to these residual risks of participationby explicit
reference in information sheets. The intrusiveness of participating in the research
hasbeen minimised for participants. | considethe experience for participants

with intellectual disabilities as notradically different from the way they would
usually experience occupational therapy and thus reasonably commensurate with
and no riskier than routine support and servicegDalton and McVilly 2004).

Safeguards were in place to minimise consequences of any risks that did arise.
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I have includeda lot of detail in this thesis about the ethical aspects of the research
as | feel this to be important in order for the reader to have the information they

need to judge the integrity of the study.

5.5 Methods of data analysis
Analysis in case study researcls:

OA OAAOAE A& O OiTi A AT EAOAT AU 888 1 AUE

s A s oA N

Vast quantities of data can be accumulated and Stake cautions against a "daunting
data mountain” (2006, p46) potentially greater than is realistic to analyse. He
advises focusing on the "best" data, by always keeping the case and key issues in
mind, something that can be challenging in practice. In this section, | introduce my
strategy for analysis ofdata and explain howthis enabled thorough exploration of
the data

5.5.1 Overall data analysis strategy

In developing an analysis strategy, | sought forms of analysis that were both
appropriate to my research question and consistent with social constructionism
and my theoretical frameworks. This suggested an inductive analysis, grounded in
the data collected, but at the same time also acknowledged to be mediated by my
own knowledge and experiencg€Dyson and Genishi 2005) Rather than identifying
something already existing in the data, | have actively interpreted as much as
analysed(Stake 1995)and findings were constructed jointly by myself and the
actors in the casgThomas 2011), in particular Esther. Rather than the data
speaking for themselves, | havedectedmeaning and ultimately in chapters 6 and
7 tell a particular story (Simons 2009). A different researcher would likely
construct different findings about the topic from studying a different case. As |
analysed the work of Esther, | therefore alsoansidered my own role in

constructing the research findings.

In order to undertake this interpretative qualitative analysis, | needed methods
that would ensure a more than merely descriptive analysis, allowing me to notice

patterns that link to my theoretical frameworks (Braun and Clarke 2013)and
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thereby gain a sufficiently deep understanding and a conceptual account of my

case. From the moment | began collecting data, | pointedly thought analytically

and critically about it using questions such as those Table 53.

T

= =2 =A =4 A

In what different ways does Esther (for example) make sense of her
experiences/ the topic discussed?

Why might she be doing that in this way (rather than another way)?

In that situation would | feel different from/ similar to her and why?
What assumptions does she make in talking about the world?

7TEAO EETA T &£ xI OTA EO OOAOAAI AAG
What meanings, ideas, assumptions underpin this pattern of meaning
making?

What are the implications of this pattern for the participants/ formy

topic/ for society/ for this field?

Table 5.4 Example questions to promote an analytical reading of research data (from

By taking an interpretive stance and, for example, examining the case through my
particular theoretical lenses (social constructionism, occupational science, Model

of Human Occupation) | hoped to move beyond what was more obvious within the

Braun and Clarke 2013, p.179)

data at a surface level and to notice and link patterns or meanings to broader

theory, whilst at the same time takingcare not to impose meaning on it from this

theory.

Analysis began as soon as | started data collection and involved experimenting

with working with the data in both formal and more intuitive ways described

below. Although planned in advance, as | collecteand began to analyse data, my

analytic strategy evolved gradually into something unique to me and to this case

and Saldafig2013) reassures as to the legitimacy of such emergent strategies.

Stake(2006) and Yin(2009) both have systematic procedures foanalysis of cases.

In addition to my use of such more formal coding and categorising procedures (see

5.5.3), both Simong2009) and Thomas(2011) support developing a more

intuitive, affective, hermeneutic and imaginative approach to analysis. They
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highlight how this can lead to holistic insights and suggest particular relevance for
uncovering tacit knowledge and phronesis that is so relevant to answering my
research question(Thomas 2011). ) EAOA ET OAOPOAOAA 3EITTC
i T OA El QOREE CA xEA2B09,MEAR) agplodeihto analysis as
validating a creative approach where | have deliberately looked at the data in
varying different ways to see what (if any) insight emerges. This has included
concept, or cognitive mapping, to mdel the data and emerging themes visually
(see Appendix 12) Simong2009) and Thomas(2011) both highlight how artistic
forms, such as story boards can help with interpretation of the disparate elements
of the case. In 5.5.4, | describe later stagestié analysis, including more intuitive
methods of analysis considering the narrative and dramaturgical aspects of the

case, when moving into what Saldafi@013) refers to as second cycle coding.

5.5.2 Familiarisation and data management

An efficient, systematigprocess was required to manage the large amount of
varying types of data collected and | was clear from the start that | would use
Computer Assisted Qualitative Data Analysis Software (CAQDAS) for this purpose.
Initially, my intention was to use NVivo 10software (QSR 2013)primarily as a way
of facilitating the management of this large volume of data, as recommended by
Cousin(2009). Certainly, | found it reassuring that having the whole project stored
as one NVivo project file meant that loss of data @nalysis was extremely unlikely.
As suggested by Bazeley and Jacks@®13) every time | closed this NVivo project
file, | saved a new backup copy in a separate location with that day's date. This not
only protected against data loss, but also contribed to an audit trail of the

analysis process.

I quickly realised, however, that the software was far more than a mere storage

AAAEI EOUS .6EOI pmd6O Al AET Ch [ APPET C AT,
facilitated a thorough interpretive analysis. Inhindsight, | find it difficult to

imagine manually analysing that volume of data as thoroughly as | believe | was

able to using the software. | added each new data source (audio or video

recording, interview transcript, field note, document, or memo) tahe NVivo

project file and immediately coded descriptively (see 5.5.3.1). | quickly began to

recognise the importance of naming sources and organising them in a consistent
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and logical way within the project file, for example beginning the file name of
interviews with the interviewee's name so that all those interviews became

grouped together.

After completing each interview or observation, | developed a habit of recording
my immediate thoughts about the content and process in the form of a memo (see
5.53.5). | familiarised myself with my sources by immersing myself in them,
reading and rereading documents, listening again to audio recordings and adding
to memos as thoughts occurred to me. As | transcribed interviews, | flagged points
in the data thatseemed to me to be of particular interestfor example (bllowing
Saldafa(2013)) by annotating, formatting in bold or underliningto ensure that |

would remember to concentrate on those areas during later analysis.

5.5.3 First cycle coding and categorising pr ocedures
Although perhapsan over-simplification, my analysis of the data can be seen as

having two phases:

1 Aninitial phase of exploratory codingz what Saldafia (2013, [b8) calls
OFEOOO A QiA which IAi$ed dnhiedldtic combination of coding
methods, as | explain shortly.

T ! OOAOANOAT &6 OOAATT A AUAT A AiT AET Cco DEAOAN
Drawing on the suggestions of a number of different authois ET DAOOEAOI AO 3 EI |
¢cnnwh 4ET T AO ¢mpph " OAOT Algfadulydedstdda ¢ mpoh 3AI
strategy combining a number of coding methods to help organise and make sense

of the data in this exploratory, or first cycle, phase.

Whilst my researchquestion and the foreshadowed issues in my mind inevitably
provided some initial shape to the analysis, guiding me towards the potentially
more relevant data, | followed a more inductive approach than that suggested by
Yin (2009), largely deriving codes ad categories from the data themselves. Imé
initial stages this includedsome more descriptive coding based on the semantic
meaning of the datathough increasingly | used more conceptual researcher

derived codes(Braun and Clarke 2013)as | questional the data and explored
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more implicit meanings using my assumptions and theoretical and conceptual

frameworks (Bazeley 2013)

From the array of choices outlined by Saldaig013), | deliberatdy applied the
coding methodsdescribed in the following sections, gradually refining my first
cycle coding strategy as | went. | instinctively felt that | did not want to be
constrained by a rigid process (as stated previous|yvanting to follow my intuition
in analysing the data). It therefore seemed to me thanhaeclectic coding strategy,
involving a repertoire of methods; 3 A1 A AT oAld work pedl By enabling me
to look at the data from diferent perspectives. Althougmot carrying out a
grounded theory study, | found that aspects of the analytical ideason
constructivist grounded theory (Charmaz 2012)supported an understanding of
my case as will become apparent4 EA OAOOI OET ¢ O#1 AAAT T ES |
Appendix 13.

5.5.3.1 Initial stages: Attribute and Descriptive coding
Attribute and descriptive coding, two preliminary methods recommended by

Saldafna(2013) facilitated gaining an organised overview of the data:

1 To facilitate data management, as | imported sources into the database, |
recorded basic descriptive information about theirattributes, for
exampleh &£ Of AO | ET OAOOEAx OOAT OAOEDOT &4
demographic of participants (occupational therapist/ support worker/
PDAOOTIT xEOE ET OAI 1 AAOOAT AEOAAEI EQOEAC
1 To ease identification of individual sources, tlescriptivelycodedeach
indivi dual one, by briefly identifying its contents, for example the topics

covered in a particular interview.

5.5.3.2 Open, In Vivo and Process coding

I initially approached all textual data (transcriptions of interviews, field notes,
occupational therapy case notesand other documents related to the case, my own
memos) in a similar way. | began to code this, sometimes directly within NVivo
(the method recommendedby Bazeley (2013) as most efficient) and sometimes,
usually for practical reasons such as being awaydm a computer, by adding

marginal notes to paper printouts which | subsequently addedo NVivo.
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Initially | found | was often naming a code using the actual words of participants

OEAI OA1 OAOET E 8IAI6 thidgarkidalhrig whén someone usé an

evocative phrase or used a phrase repeatedly, as this helped me to pay attention to

the language they used and to their perspectivgs 3 A1 A A 1.4l llentifiedghat@

DAOOEAOI AO AT AA xAO AT ET OEOI Ai AA AU OAAT OA
(OOAE AO Makng it iAdivillukl fodeach ofthedh T AT AA OOET ¢ %OOEAOS
x| OAOQ8 7TEAOA ) AEA OEEOh ) £ O A OEA DPOAOGAO
valuable starting point in my exploration of the data. Sole reliance on this would

however havelimited my own interpretation of the data and development of

conceptual understandingi 3 A1 A AT.gFfom thetqegin@ing and increasingly as

analysis progressed | also therefore coded more openly, as suggested by Dyson and

Genishi(2005), naming theopen codesor initial codes(Charmaz 2012)more

interpretively using my own words.

As | ®ded text and revisited codes so far used, it became apparent that my data

was often about actions and processes. The case of occupational therapy that |

explored was a process and | therefore needed to understand the-going actions

and interactions inresponse to events within it. Charmag2012) for example

suggests that when studying processes, coding often focuses on data reflecting

actions and stages of the process and the mechanisms put in place to aid that

process. As well as coding topics, |¢nefore made a point ofprocess codindpoth

observable and conceptual actioninthedatp # EAOI AU ¢mpch 3A1 AAT g A ¢m
Examples included where | interpreted participants as explaining, negotiating,

adapting, or struggling. Naming those codes using gerds facilitated this focus on

AAGETT O AT A DPOI AAOOADempngating thagpadpid dokiveOEA AT AAO
feedbacld AWUsig eDidence base to justify actiagngl AT A OEEO Al 11 xAA 1A
the sequence of events within the case over tim@raun and Clake 2013, Strauss

1987).

5.5.3.3 Values and versus coding

As | began to explore the data, two things very quickly became apparent. First,
some of the protagonists had very clear perspectives or world views on topics
relevant to the case, such as the nature of gosdpport for people with profound

intellectual disabilities. Sometimes their values, attitudes and beliefs were overtly
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expressed and at other times | saw them implidy in their actions. To facilitate
understanding of meaning and perspective, ibften seemed useful to code these
values, something suggested to be especiatiglevant when exploring culture
within acasej 3 Al A A1 .gltAvasartiwusa€ly important to be reflexive when
coding in this way, as the choice of code was unavoidably laden with my own

values and positionality.

Secondly, there were quite a number of obvious conflicts within Cavendish House
(some of which | hypothesised were at least partially due to differing values,
attitudes and beliefs amongst protagonists). | therefore consciously sought to
identify tension and divergence and to code this using what Saldafia (2013)
describes asversus codingThis involves identifying which individuals, groups,
organisations, processes or concepts conflicna considering the stakeholders,
EOOOAO AT A 1 bbbl OET C Did3essmni7.Rior exampleth® A E
different positions taken on the sulpect of leadership and the priority ofmeeting

health needs of those living at Cavendish House.

5.5.3.4 Constant comparison

| again borrowed from constructivist grounded theory, by using a constant
comparative technique of analysigCharmaz 2012) involving me corstantly

moving back and forth between my codes (and any developing categories and
concepts/ themes) and the data. | found myself naturally doing this before
realising that | was doing constant comparison and, as this seemed to generate
useful insights, bgan to do this more deliberately. The text search query function
of NVivo facilitated this constant comparative analysis, dt enabled me to have
some idea of whether, when | created what appeared to be an important new code,

this was also relevant tgpreviously coded documentsBazeley and Jackson 2013)

5.5.3.5 Memo writing

I know from experience that my thinking develops through writing. Gibb$2007,
p.24) highlights the importance of this as part of data analysis, suggesting that one
that it is not possible to do analysisvithout writing. Analysis therefore started as

soon as | began to observe and to write my thoughts in field notes. The value of
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constantly writing analytic memos is something that is emphasised in (and that
again | have borrowed from) constructivist grounded theory(Charmaz 2012)and
they have been an important feature of my analysis, helping to ensure that |
captured as many thoughts as possible. Braun aarke (2013) describe memo
writing as the stage between analysis and writing up, but | have very much seen
doing this as an essential part of the analysis itself, as the process of writing has

been so instrumental in enabling me to develop and refine mynalytic ideas.
| have written (see examples in Appendid?2):

1 Data memosabout the content of or my tentative analytic take on
individual sources (for example immediate thoughts, prior to
transcription, about an interview just completed or after completing field
notes from a particular observation, addressing practical issues e.g. what
to observe or interview about next).

Code memoen the meaning of individual codes (or sets of codes).
More conceptual memosighlighting possible patterns in the data, the

relationships between codes, or the process of carrying out the research.

NVivo 10(QSR 2013)makes it simple to link memos to individual codes or data
sources, and to code these memos as data, making retrieval of ideas within them

straightforward. Adding annotations to specific parts of text in a data source, or

AAAET ¢ OOAA A1 OiI 8 1TETEO AAOxAAT OAI AGAA OA@O

usefulways oftracking possible connections between parts of the dataset.

5.5.3.6 Categorisation and mapping of codes and their dimensions z my code
book

A large number of codes were needed to capture the complexity of the data. For
each one, | generally wrote a definition, sometimes with examples of coded text,
xEEAE A& Ol AA ji VAIOAAIARA Bdun ghd Glarke 2013pf some
450 codes, which are listedn Appendix 13. | aimed to ensure that each code was
meaningful and informative even when seen apart from the data coded to it and
the code book therefore captured the naturef the data and my analysis of it

(Braun and Clarke 2013). The following is an example from the code book:
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O- AEET ¢ E@ ANEEIICBAAOD

Working with the whole house and staff team rather than individual work
Investing time, working more intensively/ systematically (4.6.13)
Incorporates previous @mde <working with 5 people together more
efficient> (17.6.13)

The outcome of even the early stages of codingiaftial data sources, was a simple,
but un-organised list, about which it was difficult to make sese. | very quickly
realised that | wanted and needed to begin exploring how these codes related to
each other and to map possible relationships. | needed, in other words, to

introduce some structure to my expanding code book.

Service
structure

Intervention Supporting
engagement

Leadershi

EMOTIONAL EVENTS
RESPONSES

Assessment

i Other
Main code - e

E STRATEGIES contact
USED BY
ESTHER

With staff ntervention

setting

ATTITUDES

Figure 5.5 Main Code Graips
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The distinctions amongst the codes that were most immediately apparent were
that some seemed to be about issues or problems, others about the culture(s)
within Cavendish House and still others about the strategies that Esther was
utilising in her work. Realising this, | began to organise the codes into groups by
categorising them (and gradually and continuously recategorising them) within a
framework of trees and branches. | drew on, though very much adapting for my
own purpose, the list of code grops suggested by Bazelef2013) and Bazeley and
Jackson(2013) resulting in the main code groups illustrated in Figure 5.4. As | did

this | decided that some codes were duplicates and that others contained multiple

EAAAOS 4EEO 1 AA th®todek iA thendahnArigés@ibetl byd A£OT |

Bazeley (2013). | lumped codes representing duplicate ideas together and split
others into new codes and whenever | made changes to codes, | continuously

updated their descriptions in the code book.

Through these pracesses of codingdn, categorisation and recategorisation, a

A N s oA ~ s

AOAT AxT OE T £ OOAAO AT A AOAT AEAO AdI i1 OGAAS 4 EA

AT A OOOOAOACEADO A RAAA OE xR0 AC AOBDMOA OA OOOAADGS

types of issue, or strategy sed by Esther. Seéor example, in Appendix 13:

T 4EA ¢t Al BEUES @hadiviylevads and ways of supporting

engagemend h OA1 AOET ¢ Oi DAOAAEOAA DPOIT Al Ai O xE

Cavendish House were supported to engage in occupation.
 The44d AAO GBTRAAESBIES with staff team and other professiobidis
relating to the ways Esther worked with the staff team and managers of

Cavendish House (and others).

Organising the codes in this way was an initially useful means of understanding
ways in which they related to one other, including where they overlapped, or
contained multiple ideas which needed to be split. As | deepened my analysis and
moved towards development of themes, | began to realise that as well as
organising the codes in this waythey could also be seen, as dimensions of wider
AAOACI OEAOS AEEO EO xEAOA OEA O03A0056
valuable. Organising potentially related codes from different trees in the coding

hierarchy together into sets r categories) alowed me to reflect on code
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meanings and relationships and to deepen my thinking about them. Each time |

created and explored a new set of codesirade extensive use of concephapping

6 11 AAl OEA AAOA AT A Al ADCERC&BBAT RO OE
NVivo. Idrafted a memo about this set and what its meaning might be. Appendix
120AD0OT AOAAOG Al A adsiedvithhlealershid guiomily, init&tive

and how valued staff feél AT A EhhtAdt ddode€ two memos about this

(written 11 months apart and a concept map illustrating my thoughts at the time

about the relationship between those codes.

5.5.4 From codes to themes z second cycle coding and later stages of
analysis
Much of 2013, was spent recruiting participants, gathering da and beginning to
analyse this data using the first cycle coding methods described in 5.5.3 above. By
early December 2013, Esther had completed her work with Matt, Steve, Harold,
Becky, and Jane and | had collected the majority of my data. In 201therefore
moved into a second stage of analysidn this phase, | continued to use the coding
methods so far described, making increasingly deliberate choices for example to
code specific aspects of the data, such as overt or implicit values, attitudes or
beliefs of participants; or conflicts between participants. As | proceeded, |
gradually realised that | was moving into a different and deeper, more theoretical
or conceptual analysis of the data (Braun and Clarke 2013). This is described by
Saldafiaa®D OA AT T A A (281B,A.207A) landl Byl CBdmaz2012, p.138) as a
OEEZAO O1I 11 O0OA AT Al UGEAAT O& AOGOAA AT AET Ci
The ease with which it is possible in NVivo to look at all text coded to a particular
code andto organise codes into varying setgcategories), facilitates comparison
and contrasting of segments of text to establish similarity and difference. Through
undertaking this analysis and reanalysis the way in which some of the codes
could be seen as dimensions of wider categories becamearer. | gradually
began to pay more particular attention to broader patterns across the data, and to
move towards identifying themes(Braun and Clarke 2013, in their description of

thematic analysis) or concepts(Charmaz 2012)
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I OEAIT A OA An@if A6t atidiit thddata in relation the research
guestion and represents some level of patterned response or meaning within the
A A O A (Badn@rnid Clarke 2006, 82). In searching for themes Was not trying

to explain or represent everything inthe data, but selectivelywastelling a
particular story about the case that answeed my research question. Each theme
EAO A OAAT OOAI (BradGahd Gacke 2005, [B2), éxplaindd 6
something meaningful about the case in relation to my reseeh question and the
way in which that concept appears within it. In Chapter 7 | have identified two
over-arching themes and a number of suthemes, capturing the patterns in the

data most relevant to answeringhat research question.

These patterns wereidentified through a continuing process of reflecting on and

reviewing the codes in my code book and the data coded to them. Through this |

1 Ensured that these codes reflected the patterning of my data (Braun and
Clarke 2013).

T 2AEET AA 1 U AdendifErg §imilérity @dd Avertag,andt
relationships between codes and considering whether they should be
divided/split, or clustered/ lumped together to form new codes.

1 Searched for concepts to which several codes related and that might
therefore be usefulto consider as categories (or sets) and ultimately if
sufficiently rich and complex to be candidates for themes (Charmaz
2012).

1 Continually reviewed and revised provisional themes to determine how
well they fitted with the data coded to them and my overalcase and
whether they told me something meaningful about an aspect of the case
in relation to my research question.

1 Reflected on whether further data collection, might be necessary to
ensure sufficient meaningful data to support themes. Using theoretita
sampling, | did gather a small amount of additional data (for example
%WOOEAOBO OEAxO I 1 AOAZEOO 1T &£ OEA £E£EET AET CO

1 Ensured that each theme was coherent and considered whether it might

need to be split into two or more themesr sub-themes.
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1 Considered the possible relationships between overarching themes and
how each theme contributed to the story of my overall analysis of the
case. Mapping and the modelling within NVivo helped me to see these
relationships visually.

71 Continued to write increasingly conceptual memos in relation to the

developing analysis.

5.5.4.1 Dramaturgical coding

In 5.5.3, Idescribedmy desire not to be constrained by a rigid method of analysis
and my wish to gain an understanding of the case through a repertoi#
appropriate methods. | was interested in orgoing actions and interactions in
response to events within the case and therefore made a point of coding the
processesvithin it (as explained in 5.5.3.2). | found it insightful consciously also to
look at dramaturgical aspects of the case. Dramaturgical codif@offman 1959)is
particularly relevant to case study research and complements this coding of
processe§g 3 Al A AT.6M naturalstc Gbservations obpecific vignettes,
episodes or stories within the case and the narratives in my interviews can be seen
as performance or social dramaparticularly where two or more participants act,
react and interact. Applying (in a small way) dramaturgical concepts such as cast
of characters, monologue, dialage, soliloquy, scenario, script and plot devices to
the data allowed me to see the case in a different way, attuning me to the qualities,
perspectives and drives of participants and their objectives, tactics and attitudes.
The outcome of my efforts to cosider the case in this wayare visible in the

presentation of the story of the case using vignettes in chapter 7.

5.5.5 Arigorous and trustworthy analysis  z evaluating the quality of

the study
The somewhat eclectic, but nonetheless systematic, analytical strgiethat | have
described contains a variety of different methods for attempting to understand the
case. | have attempted to achieve a balance of an adaptable and flexible approach
that is nonetheless rigorous. Yir§2009) emphasises the importance of doig this
where some people need convincing of the value of studying cases in this way. The
triangulation of analysis does | feel contribute to rigour and the likelihood of it

having resulted in a good understanding of the cas@he creative approach to dad
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analysis that | have taken has enabled me to go beyond producing a purely

descriptive account, instead producing a systematic conceptual account.

| have provided in this thesis a clear and transparent audit trail of exactly how |
have constructed my findngs in order to justify my conclusions. Having every part
of the data and my analysis together in one NVivo project file was particularly
useful in relation to this audit trail, as with regular backups ktould go back to any
point in the analysis and retace my steps. Rather than distancing me from the
data, | foundthat the use of this CAQDAS software enabled me to tleserto the
data. The ease with which ¢ould return from a coded extract to its source
seened, as suggested by Gibb&007), to reduce rather than increase the risk of

extracts becoming decontextualised.

| concur with Simons(2009) that concepts of validity, particularly external

validity, are not easily applied to social constructionist case study research and
would rather consider the degree to which my analytical strategyas ledto
findings that are credible and transferablg Guba and Lincoln 1994) Chapters 6
and 7 are therefore intended to provide sufficient information for future readers to
judge the authenticity of my findings and to be confident that | have interrogated

the data for alternative interpretations and negative instance¢Simons 2009)

Although | am not researching from a realist stance and therefore do not suggest

that triangulation enables me to get to a singl&ruth of the reality of the case, this

concept still has relevance. The triangulation of data, method, analysis and theory

inherent in my design allows me to acknowledge and explore multiple

perspectives, and the ways in whiclthese converge or diverge(Simons 2009)

Beginning analysis early and gathering data iteratively, has given repeated scope

Ol CAOEAO %OOEAO60 PAOOPAAOEOGA T &£ iU AT Al UGEO

also analysed.

Key to ensuring the trustworthiness of this analysis is myeflexivity throughout

the research process, which has helped me to distinguish between interpretations
where my knowledge and background has furthered the analysis, from ones that

are biased(Stake 2008)and where, for example | have influenced a partiBiAT 08 O

response. My prolonged involvement in the case also guarded against reactivity
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and respondent bias. | explore these issues of my presence as part of the case

further in chapter 8.
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Chapter 6. AN INTRODUCTION TO THE CASE

In this chapter, | use excerpts froomy field notes and interview transcripts to
introduce the setting for the case, Cavendish House, and some of its key players, in
particular the people that live there. In Chapter 7, | present my findings in the form

of a story of the case thailluminates my research question. | reiterate at this point
that all names of people, places and organisations have been changed to ensure the

anonymity of participants.

6.1 Cavendish House

My first visit to Cavendish House was two weeks before Christmas in 2012. Some
months earlier | had recruited Esther, an occupational therapist, as my first
participant in this research and in November we had together identified the
potential for her intended work at Cavendish House to be the kind of exemplary
case of occupational terapy that | was seeking (see 4.2.B). Esther and | were
visiting the house on this occasion to begin the process of recruitinjose who

lived there and to discuss their capacity t@onsent to participatethemselves with
assistant manager of the servie, Norma. | recorded my initial impressions on this

first visit:

O0/1 APPOI AAE EO OAAI O A 1 AOCA AOQEI AET «
outside. Button pressed on arrival and opaque glass sliding doors opened and

we walked into a large open highkcE1T ET CAA AEOU OI1 1 AAUs A
606 61 AAQq OEA A p-Adeybuling BMde Gaidorsinge OE A
usual domestic scale) largely clear with minimal furniture. Clean and very

warm in temperature (Esther referred to the underflodreating making your

feet hot). Lino on floors, all walls in communal areas painted off white/

AOAAI 8 (ECE xiiAAT xETAI x EOAI AOGR 1 EC

Cavendish House is in a suburban area of a city in the south of England. At the time
of my first visit, Matt and Harold (previously introduced in 5.2.2.2) lived there with
four other people. Three of them, Steve, Jane and Becky, became patrticipants in

my research, along with Mo, who moved into the house early in 2013. Matt,
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Harold, SteveJane, Becky and Mo all have intellectual disabilities and were

supported by a team of support workers, house manager Sue and assistant

manager Norma. They also received additional input as necessary from health and

social care professionals from the lodecommunity team for people with

intellectual disabilities and this included community nursing and speech and

1 AT COACA OEAOAPU Al 11 COEAA %OOEAOGO | AAOPAOEI

The house has a somewhat unusual and unique history. Following the closure of
the localinpatient intellectual disability hospital in the mid-1990s and the post
National Health Serviceand Community Care Ac(GB Parliament 1990)drive

Ol xAOAO AAOA ET OEA Alii Ol EOURh EO xAO AOGEI O A
ET OPEOAIT Oé vhAtDintelleEiuaDdisBbilitie®and additional complex

health needs. A team of intellectual disability nurses and nursing assistants then

provided care and support. In 2011, however, in response to policy commitments

to re-provide all remaining NHS hopital or inpatient facilities for people with

intellectual disabilities (Department of Health 2009) the service had gone through

major changes at all levels. This involveslipport no longer being provided by the

NHS, but rather by Futures, a netor-profit organisation that described their

support services for people with intellectual disabilities and/ or autismas

following a personalised 'supported living' philosophy (see excerpt from Wood

and Grieg(2010), in Appendix #). Although the team of intekectual disability

nurses did still input regularly on an outreach basis from the community team,

they were no longer based in, or had any management responsibility for the day

to-day running of the house. Futures and new house manager Sue explicitly

positET T AA OEA OAOOEAA AO OO1 AEAI AAOA6 OAOQEAO

It became apparent to me very quickly that the existence of this house, its residents
and supportworkers in transition somewhere between two very different models
of support, as explained in more d&il in 7.2, was an important feature of the case

and a major influence on the direction of occupational therapy.

6.2 The people living at Cavendish House
| now invite you to meet five people | consideto be of particular importance in

this case, Matt, Haral, Jane, Steve and Becky. As you might expect from my earlier
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description of people with severe and profound intellectual disabilities as
OEAOAOI CAT AT 6O66h AT A AO ) xAO OI OAAI EOA
different individuals whose intellectual disabilities affect them in varying ways.

&1 O AOOOEAO AAOAEI 1T &£ OOEA0OS8O AT 1 Al OOCEIT |
and intentional/ pre -intentional communication, see additionally the excerpts

from occupational therapy reports in Appendk 15.

At 35 years old Matt is the youngest person living at Cavendish House. He is very

sensitive to noise, as | discovered on my first visit:

07A OAO ET xEAO APPAAOAA O1T AA A 1171071
wheelchair in front of a Chrignas tree with two people that | assumed were

OA1 AGEOGAO 8 AT A ) xAO EI 601 AGAAA 61 O
already. We were offered tea by one of the staff. Several staff around, one

pushing a resident from the adjacent dining room to bedm. Friendly
greetingsgOAAT AA O1T ETT x %OOEAOS | OEAOO E/
OEA AETEITC OiTi8 10 xA OAT EAAR - AOOG6
suggested that we move away, interpreting that he was objecting to us all

talking around hm. We withdrew and sat on the sofa on the other side of the

I AOCA o111 AT A xAEOAA A O .1 0iI A8d6 | &E.

Matt has a diagnosis of agenesis of the corpus callosum, leading to profound
intellectual, motor and sensory disabilities, including addibnal diagnoses of
spastic tetraplegia and gastric oesophageal reflux. His often saifurious
behaviours are regarded as indicative of something, but can be difficult to

interpret:

O(A EAO ci 6 A OAOU 1T AOOI x OPE&OA T £ Al
pain, if I am unwell, if I am hungry, thirsty, hot, cold you know everything.

AEAO06O OEA 1171 U xAU ) AAT OEix Ui 6 OE.
AEEEZAOAT AA ET OEA AAEAOEI OO OEI xO OEA
narrow spherddr UT O EAOA ¢ci1 6 O c¢ci O0OAP AU OO
Oil i AOEET ¢ OEAO x1 OEOS 7A611 OOU OEEOI

xA81 1 CEOA UT O ' AOEOAT T h xAd11 CEOA U]
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xAd1 1T AT OEEO xIAd<d IUTAOG6 IAGEACQAGATUN QU0 OOTE OOET 1
(Adam 8.3.13)

Harold is in his early sixties:

O(A EATA 11061 1TU EATA EEOITU A O OIT A OEIA
seemed effortful for him to partially raise his head to be able to see me

through his one operye. Esther greeted him verbally and crouched down to

the left side of his wheelchair (his head was slightly turned in that direction).

#1 1 OA O EEih OEA EAIA EEO EAT A AT A OAl EAA

Harold was described as having severatellectual disabilities, but with abilities
that had reduced considerably (and health needs that had become much more
complex) following a cerebrevascular accident a few years earlier. When | asked

about him, respondents would often refer to how he usetb be:

O(A OOGAA O1 AA TTAETA ATA EA xAO OEIT OAOAOGO
used to be a right old tearaway really and he used to laugh a lot and as he has

gone on through life he has physically deteriorated to quite a poor physical

statenow,yoET T x EA AAT 80 AEAxh EA EAO A AAOEAOQA
1 O1T ¢O AT Aabdutdhbty differénEconditions he has got bless him.

'TA ) OEETE TT1TTA 1T &£ OEA OOAELE OEAOA 11 x EI
shame that all that information isi OOh ET x OT 1 ATT A OOGAA Ol 1EE
(Adam 8.3.13)

O7A1T1T (AOIT A EOOO 1 EEAOG O AA ET O1T1 0AARn EA
and so for those of us who knew him before the stroke, he was a bugger, he
OOAA O AAOOA All OROOAI xAUBAOEDAEEAOI OCAB®

(Norma 23.7.13)

O4EA xAU (AOI 1T A OGEOOh EA EO OAOU Ol 01 PAAR
NOEOA A AEO AT A EA EAO ci O ITTA CciTA AUA 88
he has had a bad one, he would be physically tirednd obviously he has got

DEUOEAAI bDPOI Al Ai 688 ) OEETE (AOI1T A EOOO 1 E
i OAE A%arah8.318)6
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Janeis in her mid-seventies and this was my first impression of her:

O0$1 6C OAEA * Al A8 O xEAAIndedsAdpparerlyshe I 1 1 |
IS soon to be issued with a new one. They say she is less ablepoopelfin

this chair than she used to be able to in her previous chair, though she was

able nonetheless to scoot [foot propel] over short distances. She iga lady

AT A xAO xAAOET ¢ A OOOEEEIT ¢ &1 OAl AOA
of what looked to be pasta carbonara from a builip dish. Doug and Tracy,

another support worker, both confirmed that she loves food and in fact Jane

OEAT C OA @ bahdlandtplilddiher owards the kitchen towards what

OEA OAAT AA O1 ETTx AO OEAOS AOPAIT AOAS
wanted some chocolate from this cupboard and indeed Jane ate this chocolate

very quickly. Then when Esther approached hef, fa OT T E %OOEA 06 O
moved towards a different cupboard, which Tracy stated used to be her

cupboard. Jane then appeared to pull Esther towards the doorway from the

kitchen to the hall. Olly said "she's trying to take you to her room. She'll get

youOl DBOO EAO T AAEI AAA 116 jxEEAE EA OF
OAZEAOAT AA &I O CIETC 1 060606q OAT A OEA xE]
OAEA OEA OEAOA&EI OA x1T O1 AT~ O cI O1 * AT,
wanting to give a mixed message, hilat she would love to go out with her

another time, including for example to the swimming pool, as Olly had

OADPTI OOAA AAOI EAO OEAO *AT A 1 EEAO xAOA
(Field note 28.3.13)

.z z s.A N

severe. Her presentation as someone with more of a sense of her own personal
causation, and who makes choices and uses ngarbal communication more
actively suggested tdoth Esther and methat her intellectual disabilities were

more likely to be severe than profound.

Steveis in his early-ifties:

O30AOA OAO ET EEO xEAAI AEAEO AT A OAAIT .
making eye contact. Esther greeted him verbally and also touched his hand.

Steve seemed very ertested in her (Jean said he likes women) and looked at
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her face very intently, seemingly particularly fascinated. He also reached for
her hair and pulled her close towards him. Esther was at times very
proximate to Steve, faces close together, lotstofgcal contact hand to hand.
Lots of eye contact, including waving fingers in front of eyes between them,
3OAOA Al 01 AEA OEEO ¢) AAT G660 OAI Ai AAO xEI
holding a soft toy elephant and then subsequently a monkey and felt and
pulled at these. Esther interacted with Steve using the monkey and talked
about it. Jean mentioned that Steve did not like loud noises [he came across as
A OAOU bPI AAEA AT A AAIT 1T ATYys8 %OOEAO 8 bOI
that she then looped arouth his fingers and pulled against him with. | asked
her whether or not he was pulling against her and she replied that he sort of
was. She also offered a small mouse that had a rough texture, which Steve
Ei il AAEAOCAT U EAT A 11 OT thatvibratAd (@éss dearOi AT 1 OT U
reaction to this, though Steve did grasp it). Jean felt that Steve was enjoying
the exchange as he was not making any of the vocalisations that might
ET AEAAOA OEKGdio®k 28AYD 11 086

| got a sense from a numbeof respondents that Steve was the person staff found it

most difficult to know how to support to engage in activity:
0" AAAOOA 30AOA AT AOGTI 60 CEOA Ui bh TE OEEO O
ATT60 1T AAT O1 OI OT A T ACAOE@ARtin&gadtO AAAAOOA
feedback does he, when you are doing like a leisure activity or a personal care
activity, he is very kind of placid laid back kind of gyyst lets i all go on
Aol OT A EEI 8h EO EO OAOU EAOA Obh A& O xAT O
(Sue, Manager, 27.7.13)

Steve hagprofound intellectual and multiple disabilities including dysphagia
leading to risk of aspiration. He is very prone to chest infections and needs care to

ensure tissue viabilityand prevent pressure sores

Becky is also in her early fifties:
O" AAEU OAO ET EAO xEAAI AEAEO ET xEAO OAAI O
room facing into the room. Sunny spot, she seemed happy and was vocalising,
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repetitive sounds [I admit | find it difficult to hear exactly what she's sagj
lots of background noise anyway, but there seem to be words there]. Staff

seem to interact with her as though there is meaning in what she is saying e.g.

OEAO OEA xAO AAITTETC OIiTATTA A Oi ObDPAY

She had a table in &ént of her, on which she slapped her hand from time to
time. For some of the time she was wearing 3D glasses having been to the

cinema recently and Doug said she looked like one of the Blues Brothers.

Esther sat with her briefly and chatted. Tracy menti AA OEAO EO EO

right eye that she can partially see out of. | was sitting on that side (i.e. to her
right) and did not get a strong sense that she was looking at me out of that
eye, her eyes were moving-atiund the room, but difficult to knowfishe was
AEQGEIT C 11 AT UOEET C86

I ~ 2 s o~ N

them/ dropped them over her right shoulder. The first time she did this it hit
a metal bin, making a quite loud noise and Esther then picked up timealnid
caught the object in the bin each time Becky dropped it. [It was very difficult
to say whether Becky was rejecting the objects or engaging in a game and
Esther later clarified that she was not certain. Becky did persist with this
however and there wre no signs she was not enjoying it, which leads me to
think she was engaging in this as a bit of a game]. This continued for about
100 w | ET Gi@dnote8s®7 and 28.3.13)

Becky has severgrofound intellectual disabilities (secondary to meningits),

cerebral palsy, scoliosis and epilepsy.

Shortly after Esther had begun to work with Matt, Steve, Becky, Harold and Jane,
Mo, a lady in her sixties with moderate intellectual disabilities, moved into the
house. Esther worked with her and she did becoena participant in this research,
giving informed consent herself to participate, as her abilities enabling her to
understand sufficiently to have capacity to do this. As a woman withoderate
intellectual disabilities, Mo features in only a small way itthis case, interesting

though it was to see the way that Esther worked in an individualised way with her.
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My research question relates to the ways an occupational therapist supports

people with profound intellectual and multiple disabilities to engage in

I AAOPAOGET T O AO EIT I Asg sStewddn&EeckdiOmostire@anttoE OE - AOO
this, but I have concluded that many aspects of her work with Harold (who has

severe intellectual disabilities, but whose abilities have reduced considerably due

to ill health) and Jane (whose intellectual disabilities are severe rather than

pol &£ 01 Aq Al o1 EI 1 Oi ET AOA OEA Oi bEAS ) EAOA

work with them.

6.3 The occupational therapy intervention

By the time of my first visit to Cavendish hase, Esther had worked as an
occupational therapist in the local community learning disability team for about 10
years. | myself had known her throughout that time, occupational therapy with
people with intellectual disabilities beinga small field and ore in whichwe
therefore seek formal and informal opportunities to network for support

(Lillywhite and Haines 2010).

Esther had previously worked with Cavendish residents Matt (in 200%) and

Harold (earlier in 2012). The current referral arose out of cocerns that she and

the community nurses had about the extent to which they in particular were

AT AAT AA OF AT cCAcCA ET AAOEOEOU AO ETI As I AAE
manager Norma had requested specific support regarding how the team might

enable Steve to engage more in activity.

%OOEAO8 O DPOAOGET 6O x1 OE xEOE -AOO AT A (AOTTA A
completely successful at sustaining increased levels of occupational engagement in

Cavendish House. Clearly frustrated by this, though nonethelaspically full of

energy and enthusiasm, Esther discussed thissuein January once Matt, Steve,

Becky, Jane and Harold were part of the study. She recognised the potential of the

research to provide an opportunity for more extensive occupational therapinput,

not only with Matt, Haroldand Steve, but as a project withll residents and

crucially also with the whole of the Cavendish House staff team:
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0) &ZAAl 1 EEA OEAO T ECEO AA 11 OA AEEAA
each of the people, so whham thinking | would do is assessment work with

each ofthem] AOO OEAT OOUET C OI AT CACA OEA O
done this before in other houses where | have only worked with one person,

but then | have tried to engage the staff teaimchanging the way they work

generally, and it has impacted on the other people. But the beauty of this is

that | will be working with all the people or most of them, so | can help them
OxAAE EO £ O AAAE 1T £ OEI OA kéiftiepEAOAI
Al AOAAAA EO AT A (Ehter41113) AT AOA xEOE EO8

She hoped this might be more effective at enabling the team to adopt a different
way of working and was interested in the potential for improved and more
sustained outcomes than she had maged to achieve from previous more typical

interventions.

Esther worked with those living in Cavendish House and their support workers for
a year from January to December 2013. The main phases of her occupational

therapy intervention can be seen in the tneline in Figure 6.1, including

1 A period of some three and a half months of assessment in order to get to
know the individuals and how they were currently supportedand which,
in particular, sought to gain a picture of the levels at which they were able
to engage in occupation, their likes and dislikes and sensory preferences

1 Preparation of resources (reports, activity session plans, cue cards, lists of
suggested equipment to be purchased) to facilitate the staff supporting
residents in the way she was reommending

1 A four month period during which the staff team implemented her
recommendations, with gradually reducing support, recording activity

levels on a daily basis.

Figure 6.2 then illustrates some key moments in the case, which arguably either
facilitated the objectives that Esther was trying to achieve, or hindered progress.
These included initial resistance, but eventual enthusiasm from manager Sue,

varying responses from different members of the staff team, staff sickness and
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shortage and key merbers of the team leaving towards the end of and shortly after

the intervention.

Reference is made to the phases and moments on these two timelines in Chapter 7,

where | move on to discuss key aspects of the case of relevance to my research

guestion.
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The case Timeline 1 — Phases of Occupational Therapy Intervention

an e ar Apr ay un u g Sep ct ov ec
2013 F Feb | M A M [ Jul A 5 o N D 2013

N T S—
rd 2013 - 24/5/2013
) B 1/ a5/,

F . “': Em' rs/ B 1572013 - 13/6/2013

OT Assessment (Mo and preparation of
reportf other resources - 27/6/2013 - 27/7/2013

Manager/ team comment on session plans

o - . 13/6/2013 - 24/6/2013

Finalising all resources . 24/6/2013 - 30/6/2013

Month 1 - 5arah 2 x weekly; review
772013 -3 2013
e I -3 3377

Month 2 - 5arah 2 x weekly; review
2013 - 30/8/2013
Mo I /<2012

Month 3 - 5arah 1 x weekly; review
2013 - 30/9/2013
recording sheets - 1

Month 4 - 5arah 1 x weekly; review
1042043 - 31/10/2013
Month - Sarah [ pr———

DVD filming and editing . 1/10/2013 - 11/10/2013
OT Laura visits to be taught by staff | | a/11/2013 - 29/11/2013
Preparation of OT discharge packsf - 2/12/2013 -

sSummaries 21/12/2013

Figure 6.1 Timeline of phases of occupational therapy intervention
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5taff request advice re sensory bathroom
and garden
} 26/4/2013
5taff respond enthusiastically at OT
}_ training workshop
20452013
Morma and 5ue respond enthusiastically in
}_ meeting with OT
13/6/2013
Everything in place for
} intervention phase
30/5/2013 L
Sue keeps manager job in

). Futures restructuring
1/11/2013

Comments received on all

B resources
27/6/2013 Esther handover meetings x 2

1o reassure staff team
6/9,/2013
Cavendish team active
= support training
13/9/2013

1/4/2004
20/10/2013 leaves
} MNorma leaves Cavendish b" Sue h
House; extreme staff House
shortages
} 242003
Probl ting } 30"?;"101_5
with team due to Realisation m;tp:utal link
. workers read
Mo ickness
ma s commented on resources
30/8/2013
Shifting expectations following

28/3/2013

| Esther/ Sarah decide to do
sensory assessments [pilot
forms not completed by team)

2 months review

10/4/2013
Sue resistant to some ideas -
sensory board abandoned

The case Timeline 2 — Key moments and turning points

Figure 6.2 Timeline of key moments and turning points
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6.4 The boundaries of the case

The bounded system or object of this case (s&e2.3) can now be described as:
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Its nature has crystallised gradually and its physical borders, time span and which
actors are within and outside it are now apparent. The boundaries of the case, in

particular the setting and the various actors, are illustrated in Figre 6.3.

Cavendish House

\

Occupational therapy

Figure 6.3

Boundaries of

the case & key supporting

characters .
occupational

engagement
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6.5 Themes z patterns in the story of the case
)y xAO 1 ET AZEOI 1 (#8919 that thélfi®ailoninicask &ddyC

methodology can result in:

mr

OAT O1 AEAZEAOAT OEAOGAA AT 11 AAGEITT 1T &£ OEI OCEO
xEOE OAOU 1 EOOI A ET OEA xAU (Tem&l OA O ET I
2011, p.195).

My analysis led to the construction of twaverarching themes to be explored: the

impact of the shifting cultures within Cavendish House on engagement in

occupation by those living there; and characteristics of an occupational therapy

intervention promoting engagement. | do not claim that theseral their sub-

OEAI A0 Agbpl AET 10 OAPOAOGAT O AOAOUOEET ¢ ET OEA
important about the data in relation to the research question and represents some

I AOAI 1 £ PAOOAOT AA OAOGDI T OA 8. inkrapeEl C6 | " OAD
7, 1 use the themes constructed out of my analysis to tell a particular story about

OEA AAOA T £ %OOEAOG60O x1 OE AO #AOAT AEOE (1 OO0A
my research question and appropriate for my audience. As implied by the stance |

have taken as a researcher, this story is highly interpretive and | use these themes

and subthemes as organisers to explain my interpretation$imons, 2009), or my

translation (Van Maanen 1995)

Whilst mindful of the need to be rigorous, rather than reportinghe case cautiously
in more traditional formal and structured ways, | have experimented with
potentially more vivid ways of telling its story. Bassey1999) suggests using
detailed description to draw a picture of the case setting, or a particular
particEDAT O 1T O AOGAT O AT A ) EAOQB0DO&EehVE Ml Al 111 x 2
data into a coherent story and to "depict experience in redife cases with such
veracity that others will have vicarious experience’(2009, p.158). With their

words in mind, | have sought to enrich my reporting to contribute to such vicarious
experience, whilst also developing a critically reasoned and evidendmsed
argument, with a strong story line. Stenhouse (1994) and Simons (2009)
emphasise the importance of portrayal tachieve this and | have displayed data in

the form of quotations from participants and excerpts from my own field notes, as
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well using three vignettes to illustrate different important aspects of the case.
Along with the cameos of those living in CavendisHouse in this chapter, these aim

to bring the participants and case to life for the reader.

Chapter 7 is by nature somewhat descriptive, but in the discussion in Chapter 8, |
take a more explicitly critical stance, evaluating the ways in which my storyheds
light on the research question and situating it within the wider literature in the
fields of occupational therapy and intellectual disabilities (including my own
previous research). | use my theoretical framework to explain aspects of this story
(Simons 2009) and, in conclusion propose a theory of the case its¢lFhomas

2011).
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Chapter 7. FINDINGS
A Story of the Case

In this chapter, | present my findings in the form of a story of the case with two
overarching themes. The first of these is thghifting cultures in the setting of the
case, Cavendish House. | argue that an understandingtsfvarious and support
cultures is important as these impaatd on the ways that those living in the house

were supported to engage in occupation.

The second overarchingheme is thecharacteristics of the occupational therapy

intervention itself. This was an intervention that:

Aimed to create and sustain cultural change within Cavendish House.
Had a particular understanding of authentic engagement in occupation.
Was uncerpinned by theory.

Involved getting to know those living in the house well.

Was creative and flexible.

Provided resources and ideas.

=4 =/ =4 A -4 -4

Involved working with the staff team and managers in a way that Esther

described as similar to working with her service usrs.

Before presenting the story of the case, however, this chapter begins with three
different vignettes which | have constructed from the data with the aim of
illustrating in detail how Esther sought to embed a different way of supporting

those living atCavendish House to engage in occupation.

7.1 Vignettes

The following three contrasting vignettes illustrate different aspects of the case

and | will refer back to and explain aspects of them in the remaining sections of

Chapter 7 andin Chapter 8. Iinvite pu, the reader, to consider and decide for

yourself the extent to which | have achieved what Saldafia (2011) suggests is

possible: authentic and credible renderings of aspects of my story of the case,

OAOGAAIT ET ¢ O1T i ACEET ¢ T £ wenateghk©®6 0 T AEAAOEO.
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As an overall depiction of the occupational therapy intervention, | have

AT T OOOOAOAA OEA EZEOOO OECi AOOA ET OEA & O 1 &
spoken in various research interviews with me. Although r@rdered, | have

otherwise edited her words very minimally, making changes only where necessary

A O OEA OAOEDPO O1 &l ix AT A [T AEA OAT OAs ) EAO
(2011) regarding the use of ethnodramatic play scripts as representational or

presentational methods for feldwork, this modality seeming to me to be as

potentially effective for illustrating a case as Saldafia argues it is for

communicating ethnographic findings.

Vignettes 2 and 3 use excerpts from interviews, field notes and documentary data

toilluminate ESOEAO8 O xi OE xEOE -AO0O AT A EAO Aiii AAi O,
Sue.
7.1.1 Vignette 1: Embedding sensory activity 7%OOEAO8 O 11 T1T 11T COA

Scene 1: The project z a journey together
Esther: (speaks passionately) | want to talk about the project. | have come to this
pi ET O xEAOA ) Ai CIEITC OITh A DPOIEAAO xEIIl AA
ET AT A 100 xEOE (AOIT A ATA EO xAO1 80 AT10O6CE O
And if | am coming in, swooping in, telling them what to do and then swooping out
again and then no one else there is talking about it, then it does look like | am coming
in, giving orders, or whatever. But if | go in and | am giving them some resources, |
am being helpful and their own service are embracing and are checking it and
takET ¢ AAT OO0 EO Ail OEA OEi Ah EO ZAAIT O 11T OA AT
What | want to do is to get it into the culture, | want to get everyone thinking about
sensory activity.) T £0AT AAA1T OEAO PAT PI A AT1680 ETT x xE
sensory,sotheygO 11 60 AT A OEAT OEAU Ai160 Al AT UOEEI]
there is a culture of not doing stuff and not thinking of sensory and yeah probably
coming down from above, this culture that we need things to be functional and we

need to make it norral life, like you and | would live.

(Emphatically) Why, why is Steve doing laundry? Because that is not a meaningful

activity, laundry for him. If it wasensorylaundry or laundry done in a way that
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makes it meaningful for him then yes | get that. Bt is just about, if anything
Steve being in the room while the staff do the laundry? And, you know, | hear people
talking about this age appropriate thing and maybe they have got quite stuck in

i AO ET OOA 1 AT ACAO 30AQ Gib&Edbityaduh OA AAO]

So somehow | need to put what | am doing into a language that fits with tlat it

AT AO1T 60 EAOA OF AA O EAO ,Jodfkas®®re & OAI ET
acceptabk and fits with their philosophy a bit more?

So yeahl think getting people to think about it more, getting it embedded into

everything, giving them ideas, giving them resources and | am hoping that all these

things are just going to get them excited abion.

| think to start with there is probably quite a long journey to make before they are

thinking about sensory activities every day. Norma needs to be on board, absolutely
needs to understand it and be promoting it, as does Sue. | think everybody need

know what it is about and what | am doing and things like having the board on the

wall as the constant daily reminder that we are supposed to be doing that. And some

of it is about me going back in there regularly, how are you doing, how are the

sen$§ OU AAOQOEOEOEAO CIETCe .10 AEAAEET ¢ ODBF
just gets into the culture that everyone has the expectation that we are working on

these activities for people and everybody is thinking about it and talking about it.

ThAO AEO AAT 6O CAOOET ¢ EO EIT OF PATPIABO b
And it feeling like it is a joint venture and not just the OT coming in and telling us, but
everybody is on board, everybody is thinking this is a good thing to do. You have got

to get people on side with you.suppose unconsciously | want to build a relationship

with them so they feel comfortable that | am going in and, yeah, we work together on

EO AT A EO AT AOTI 80 Z£AAI OEOAAOATET Cs8 )y O
they feel like we are oa journey together to improve it. What we do in our training

is, we learn to do things alongside other people, so when we do an activity we do it
alongside them. And for me that has translated into if | am going to work with the

staff team | am goinga® work alongside the staff team. So itis a way | guess of

i T OEOAOET ¢ OEAI OiI OAEA 1 x1 AOOEEDP A& O xE.
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(Laughs)yeah, so maybe there is something about that gently educating without

looking like you are educating, do you know what | mean, teaplaining why | am

AT ETC xEAO ) Ai ATETC Aili10606h ) AT180 ETT xh x
(didactic teacher voice)0) Al CIT ET ¢ O OAAAE UiI 6 AAT 6O «x
xEl 1T OA1T1T Ui O Al AAT OO OAT O1 OUb

kind of making it more part of the conversation:

(gentler, less ddactic voice, as if talking to the support workersD7 A1 1 OEEO EO
what | want to do and this is what | am thinking and why | am thinking it. Am

| being clear?

But | still feel that | might be imparting some knowledge. And maybe that is easier to

take?

Yah if | can win staff over and help them feel like they have got things to offerto

do a workshop to get everyone on boasadbit of a group session with all the staff and
get them to sort of take some ownership by understanding where we are goinlg wit
it and them telling me what they already knoabout the guys that live therel think

if you can get everyone signing up to those things and everyone has heard it first
hand sometimes it is better than if you ask a manager to introduce something and it

takes a while to filter down and not everyone understands why they are doing it.

(Laughs) My brain is jumping all over the place! | feel like | have all these ideas and |
EAOA O AOET C 1 UOAI £ AAAE OI i AGEI AO 1T OEAOXxEOA

X

Scene 2: The kridge
Esther: What we tend to find is that if people are at the earlier Pool LeVsée
3.3.5.1], you know if they are more at the reflex end, then they are more likely to be
pre-intentional communicators and if they are right at the other end towards
exporatory level of Pool Levels, they are more likely to be intentional
communicators, so we used this concept of a bridge with the idea that in order to
move your communication skills and your level of engagement forward, you need
good quality sensory actities. Some need those very structured and guided and with

others you introduce more challenges into those sensory activities, does that make
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OAT OAe 7A T ECEO OOA Oi i1 AGEET C 1T EEA A Ox|
sensory reward they were loakg for, whereas right at the early part of the bridge

xA x1 01 AT60 AgpAAO OEAI O AT AT UOEEI ¢ Ol
OEA OAT 01T OU T AEAAO ET OEAEO EAT Ah OEAEET
AoDAAOGET ¢ OEAIA GOQWIA RAIdEEn x AMO000EAO 1T OO
have to go for it.

| actually think that analogy of the bridge and those Pool activity levels is more useful

ET Ol AAROOOAT AET ¢ xEAO EO CGiEI¢ I1T OEAT O
AEOAAE] EEONG A OOAERA 1 AAOT ET ¢ AEOAAEI EOQOUOG
'TA OEAT OEA 1T A@O OEEI C EO AAT OO 11T EETC
get the staff team to help me with this cos there are so many different types of

sensory experiences, it would take me forevemapown. Leaving the form with

them, getting the staff to try and work out their sensory preferencéfave tried this

ITAA AAZEI OA xEOE (AOI1 Ah AOO OEAU AEAT G0
with it!

Scene 3: No one is really doing anything
Esther: (sighs) (quieter voice, speaks more slowlymmm | have kind of
abandoned the idea a bit of them showing me what they do, cos whenever we turn up
T TTA EO OAAITT U AT ETC AT UOEET ¢ AT A xEAI
they alwayssap C1 1T O O 6 h (rofsleyed Gfterd BAitJasfunny way | have
AAAT ATT AA OEA EAAA 1T &£ CIiEI ¢ EI xEOE OEA |
with the guys.

(pauses)

(decisively) So, | am meeting with Sarah tomorrow morning and we are goingptd

together our assessment kit for the sensory preference checklist. Between us we

OET OCEO xA x1 OI' A AAOOU EO 100 AAAAOOA ) .
do it. Ummm but | know that it is too time intensive for me to do on my owr§a@h

and | will use the assessment kit to carry out the assessments between us.
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(frustrated) And it is proving so hard to get to a staff meeting! It is taking weeks to
set this up. Maybe | am pinning too much on meeting them as a whole staff group and

| should be going in and speaking to them individually?

X

3AAT A 1d 40AETEIC xEOE A Oi Al 00

Qu

Esther: (speaks excitedly)l'll tell you about the training | did last Monday, the
workshop. You know | wasn't at all hopeful about it! Well it has been cancdtlads
of times hasn't it? But it was brilliant, it was really, really brilliant.wanted to have
everyone or as many people as | could, as | think then everyone takes ownership.
Well, (shrugs)l got the people who were there on shift at that time (lalug). | was
there at half past one because that's the handover time between the morning in the

afternoon shifts and it was whoever happened to be on at that time.

T A X 7z A oA

| was thinking of(mimes inverted commas)OOOAET ET ¢ xEOE A Oi All 0Odnh
information giving about how people with intellectual disabilities engage with

activities and get them to tell me where they think those guys are functioning. Again

so they get a bit of ownership.

| felt really positive afterwards. | explained why we were doa@roject and why
now and | tried to be quite gentle about

(empathic voice)OUT O ET T x UT & OA All O11 A A OEAO (
and you are not able to do the things that you used to do and how do you feel
AAT OO0 EOe¢o
And everybody it seemed like harmony went
(in voice of support workers)” x A EAOAT 60 CciI O A OAT 01 oUu OT 1T |
OEAO" 0 xEAO" O AEAT CAAsS 7A EAOAT 60 ci O Al U
One of the things they came up with was about not having time to make resources, so
the fact that it is beng provided for them I'm hoping is a way of overcoming that
barrier. And | was sort of saying
(supportive, accommodating voiced) 8 OA AT T A OEEOh AOO ) 1 11
to change itand tweak it9 T O OAI 1 [ A84d
And | really felt like it was a bit o& journey and so | said
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0) 80A OAO OEAOA ci Al 6h AOA OEAU OAAI E
AT OEAOe 'iI ) EOOO AAET ¢ Al EAET Oed
And it was a bit jokey and | think | probably made it sound like | was criticising
myself a little bit, but ItET E OEAO8 O Al 1 AAT OO CAOOEI C b
OEAU OAEA OUAO6 OEAU AEA OEETE OEA EEOA |
saying they are probably not going to be more than 10 or 15 minutes are they

realistically? So that was bfiiant!

| said that aside from all of this | would also do an activity file or a sensory ideas file,
AAAAOOA j Ui O OAI AT AAOeq ) OAEA 1T OEGET AT T
Ol AAOOOAT A OEAO OEAO AT O1I A AA GARAIOC KOO EA .
ET OOEOOOEI T Al ed AT A OHiShriugs) AOGET 6001 U AEAT ~
| said that | felt it was really sad that a lot of the time people do activities on their
own and was there was scope for them doing more with each other and everyone in
the room was saying

(as support workers) OUAAEhR EO x1 O1 A AA 11 OAT U EA
Ol CAOEAOS8O
So | thought that was good too, yeah | felt that was a bit of a win really.

Oh yes and then they were all coming up with these ideas and a ldisotission at
the end. And they were saying for Steve they are going to go to the garden centre to

get a jasmine plant, which someone had seen that weekend. And then
(as support worke) OT E AOO xA AAT O CAO OEAO A «
but they thought of another plant. The fact that they were even thinking about those

practical things made me feel really more confident. So really starting to process and

think and get enthused.

It felt like there was some energy and like we were on arjiy together which was
quitenice.) O EO AAT OO EETAET C A1 EAO EOI 80 EO¢
my allies now and | am telling you this because it is your job now to tell everyone else

and | want you to kick people upthe bumanddgetE AT AT ET ¢ EO6 AT A (
OUAOADOG
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