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Abstract  

This thesis explores the nature of engagement in occupation (meaningful activity) and the 
different levels at which people with profound intellectual and multiple disabilities may 
engage.  Research suggests that many are poorly supported to do 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 evidence 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 to do this in complex situations, but exactly how 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 engage in ways that 
are authentic and meaningful. 

Using a qualitative case study methodology from an interpretivist and social 
constructionist stance and multiple ethnographic methods (participant observation, 
interviews and document analysis), I explored over one year, a single purposively selected 
case.  In this Esther, an occupational therapist, worked with Matt, Steve, Becky, Jane and 
Harold, five people with severe and profound intellectual disabilities and their support 
workers to increase their engagement in Cavendish House.   

Data were analysed systematically using an emergent coding 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).   

4ÈÅ ÃÁÓÅȭÓ ÓÔÏÒÙ ÈÁÓ Ô×Ï ÏÖÅÒÁÒÃÈÉÎÇ ÔÈÅÍÅs: the impact of shifting support and 
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 work with 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 reasoning 
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 co-occupations at a sensory level, without them necessarily 
physically doing 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 occupational 
therapy sought to sustain a different way of supporting engagement by collaborating with 
and empowering the staff team. 

&ÉÖÅ Ȱpetite generalisationsȱ ɉÃÒÅÄÉÂÌÙ ÔÒÁÎÓÆÅÒÁÂÌÅ ×ÈÅÎ ÃÏÎÔÅØÔÕÁÌÉÓÅÄ ÔÏ ÔÈÅ ÃÁÓÅɊ ÁÒÅ 
suggested: (1) organisational culture may impact on whether people are supported 
effectively to engage in occupation; (2) recognising the level at which people can engage in 
ÏÃÃÕÐÁÔÉÏÎ ÓÅÅÍÓ ÎÅÃÅÓÓÁÒÙ ÆÏÒ ÓÕÐÐÏÒÔ ÔÏ ÅÎÇÁÇÅ ÁÕÔÈÅÎÔÉÃÁÌÌÙȠ ɉσɊ ȰÉÎÄÅÐÅÎÄÅÎÃÅȱȟ 
ȰÃÈÏÉÃÅȱ ÁÎÄ ȰÐÅÒÓÏÎÁÌÉÓÁÔÉÏÎȱ ÁÒÅ everyday words, but how they are meaningfully 
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 to help propel occupational therapy interventions towards 
hoped for endings and may be facilitated by opportunities for reflection.   
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Implications are suggested for 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 
Occupational therapy, intellectual disability, activities of daily living, decision making, 
healthcare quality assurance, qualitative research, case study 
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Chapter 1. INTRODUCTION 

 
Ȱ0ÅÏÐÌÅ ×ÉÔÈ ÐÒÏÆÏÕÎÄ ÉÎÔÅÌÌÅÃÔÕÁÌ ÁÎÄ ÍÕÌÔÉÐÌÅ ÄÉÓÁÂÉÌÉÔÉÅÓ ÁÒÅ ÁÍÏÎÇ ÔÈÅ 

most disabled individuals in our community ȣ a relatively small, easily 

identified group of people with undeniable needs for care and support.  

$ÅÓÐÉÔÅ ȣ ÓÅÒÉÏÕÓ ÉÍÐÁÉÒÍÅÎÔÓȟ ÐÅÏÐÌÅ ȣ ÃÁÎ ÆÏÒÍ ÒÅÌÁÔÉÏÎÓÈÉÐÓȟ ÍÁËÅ ÃÈÏÉÃÅÓ 

and enjoy activities [but they] have often not been provided with services to 

adequately [enable this]ȣȢ  New models of providing services in a person-

ÃÅÎÔÒÅÄ ×ÁÙ ÓÈÏÕÌÄ ÍÁËÅ ÕÓ ÒÁÉÓÅ ÏÕÒ ÓÉÇÈÔÓȢȱ (Mansell 2010, p.3) 

Research evidence, expert opinion (such as Raising our Sights, the document from 

which Professor Jim -ÁÎÓÅÌÌȭÓ words are 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 well-supported 

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

from Mansell and Beadle-Brown 2012) about effective ways of providing support.  

0ÅÏÐÌÅȭÓ ÒÉÇÈÔÓ ÁÒÅ ÁÒÇÕÁÂÌÙ ÉÎÆÒÉÎÇÅÄ ÉÆ ÔÈÅÙ ÁÒÅ ÐÒÅÖÅÎÔÅÄ ÆÒÏÍ ÌÅÁÄÉÎÇ 

meaningful occupational lives (Whiteford 2000) .   

Some occupational therapists work specifically with adults and children with 

intellectual disabilities and I explored the nature of their work in previous 

research commissioned by the College of Occupational Therapists (Lillywhite and 

Haines 2010).  It was apparent that this 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 role could 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 thesis presents research exploring the ways that an occupational therapist, 

Esther, supported five people with severe and profound intellectual disabilities to 

engage in occupations in their home, Cavendish House.  I used a qualitative case 

study methodology to investigate, over the course of a year, a single case of 
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%ÓÔÈÅÒȭÓ ×ÏÒË ×ÉÔÈ -att, Steve, Becky, Jane and Harold and the people supporting 

them.   

I begin this chapter by explaining the rationale for the study before defining some 

key terms and making clear my aims.  I then outline the structure of the thesis.   

1.1 Rationale  

I 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 I had even heard of 

occupational therapy and its concern with meaningful occupation, was on how 

those we supported spent their time ɀ what they did all day long.   As a support 

worker, I loved involving people with severe and profound intellectual disabilities 

as fully as possible in cooking, cleaning, self-care and leisure activities in 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, I often worked with people who had 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 I have believed 

passionately in the rights of people with intellectual disabilities to be fully part of 

society and to have full and meaningful lives.  As both a support worker and 

occupational therapist, I gained great satisfaction from seeing people develop skills 

and engage 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 more 

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 I 

worked in 1993, we spoke ÏÆ ȰÎÏÒÍÁÌÉÓÁÔÉÏÎȱ ÁÎÄ ȰÓÏÃÉÁÌ ÒÏÌÅ ÖÁÌÏÒÉÓÁÔÉÏÎȱ 

(Wolfensberger and National Institute on Mental Retardation 1972, Wolfensberger 

1992).  We evaluated the success of our service by the extent to which we enabled 
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ÉÎÄÉÖÉÄÕÁÌÓ ÔÏ ÁÃÈÉÅÖÅ ÔÈÅ ȰFive Accomplishmentsȱ (O'Brien 1992) of community 

presence, relationships, choice, competence and respect.  Over time, these ideas 

have developed and four core values are now part of Government policy in 

England, within Valuing People (Department of Health 2001) and Valuing People 

Now (Department of Health 2009): 

¶ Having the same human rights as everyone else. 

¶ Independent living through choice and control over the support needed to 

go about daily life. 

¶ Having involvement in and control of life decisions, with sufficient 

information and support to understand options, implications and 

consequences.  

¶ Inclusion, through support to participate fully in the community. 

There is a particular focus in Valuing People Now ÏÎ ȰÈÁÖÉÎÇ Á ÌÉÆÅȱ ɉÉÎÃÌÕÄÉÎÇ 

addressing needs related to health, housing, work, education and relationships); 

on personalisation of services; and on the relevance of these values to all people 

with intellectual disabilities.  My own experience suggests, however, that we are 

nowhere near achieving this for everyone and that those with more complex needs 

may be at particular risk of experiencing 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 2015).  

Ensuring a beneficial match between individual abilities, the demands of activities 

and the environment, can maintain or improve function and provide opportunities 

for participation (Creek 2003).  Current policy strongly favours mainstream rather 

than specialist services meeting health and social care needs wherever possible 

(Department of Health 2009, College of Occupational Therapists 2013b), therefore 

an occupational therapist based in any service may work with someone with an 

intellectual disability.  Many needs are however necessarily met 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 have wide 
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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 life of people with intellectual disabilities, but there is little 

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

research into the nature of occupational therapy with people with intellectual 

disabilities, including occupational tÈÅÒÁÐÉÓÔÓȭ ÓÕÇÇÅÓÔÉÏÎ ÔÈÁÔ ÔÈÅÙ ÈÁÖÅ Á 

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 I have already begun to use is necessary, in particular terms such as 

ȰÉÎÔÅÌÌÅÃÔÕÁÌ ÄÉÓÁÂÉÌÉÔÙȱ ÁÎÄ ȰÐÒÏÆÏÕÎÄ ÉÎÔÅÌÌÅÃÔÕÁÌ ÁÎÄ ÍÕÌÔÉÐÌÅ ÄÉÓÁÂÉÌÉÔÉÅÓȱȢ 

1.2.1 Learning disabilities  

Various constructs have been used over the years to label the people that this 

research concerns and there is debate about the appropriateness of different terms 

(see for example Wehmeyer et al. 2008).  Many of these, for example, mentally 

retarded, educationally sub-normal, 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 it  claims to 

represent, as I will go on to explain in 1.2.3.  

I have always used the terms learning disability  or learn ing disabilities  and 

both are in common current usage in the United Kingdom, along the lines of the 

generally accepted definition in Valuing People, which refers to those adults who 

have: 

¶ ! ȰÓÉÇÎÉÆÉÃÁÎÔÌÙ ÒÅÄÕÃÅÄ ÁÂÉÌÉÔÙ ÔÏ ÕÎÄÅÒÓÔÁÎÄ ÎÅ× ÏÒ ÃÏÍÐÌÅØ ÉÎÆÏÒÍation 

ÁÎÄ ÔÏ ÌÅÁÒÎ ÎÅ× ÓËÉÌÌÓȱȢ  

¶ ! ȰÒÅÄÕÃÅÄ ÁÂÉÌÉÔÙ ÔÏ ÃÏÐÅ ÉÎÄÅÐÅÎÄÅÎÔÌÙȱȢ 

¶ Starting before adulthood, with a lasting effect on development 

(Department of Health 2001, page 14). 

This is broadly consistent with the World Health Organization (WHO) definition  

(2001) ÏÆ ÍÅÎÔÁÌ ÒÅÔÁÒÄÁÔÉÏÎȡ ȰÁ ÃÏÎÄÉÔÉÏÎ ÏÆ ÁÒÒÅÓÔÅÄ ÏÒ ÉÎÃÏÍÐÌÅÔÅ ÄÅÖÅÌÏÐÍÅÎÔ 

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.e. ÃÏÇÎÉÔÉÖÅȟ ÌÁÎÇÕÁÇÅȟ ÍÏÔÏÒȟ ÁÎÄ ÓÏÃÉÁÌ ÁÂÉÌÉÔÉÅÓȱȢ  ) ÈÁÖÅ ÁÌ×ÁÙÓ 

preferred learning disabilities to the oft-ÕÓÅÄ ÁÌÔÅÒÎÁÔÉÖÅ ÔÅÒÍ ȰÌÅÁÒÎÉÎÇ 

ÄÉÆÆÉÃÕÌÔÉÅÓȱȟ ÅÖÅÎ ÔÈÏÕÇÈ ÉÔ ÉÓ ÏÎÅ ÔÈÁÔ ÓÏÍÅ ÐÅÏÐÌÅ ×ÉÔÈ ÌÅÁÒÎÉÎÇ ÄÉÓÁÂÉÌÉÔÉÅÓ 

themselves may prefer to use (Bri tish 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 writing (Gillberg et al. 2006), means that this term 

can be unhelpful.  

1.2.2 Intellectual disabilities  

For reasons I will go on to explain, I intend, however, to adopt the alternative and 

ÓÙÎÏÎÙÍÏÕÓ ÔÅÒÍ ȰÉÎÔÅÌÌÅÃÔÕÁÌ ÄÉÓÁÂÉÌÉÔÉÅÓȱ ÔÈÒÏÕÇÈÏÕÔ ÔÈÉÓ ÒÅÓÅÁÒÃÈȟ ÁÓ ÉÔ ÓÉÔÓ 

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); and constitutive definitions that better 

facilitate understandings of the theoretical underpinnings of the construct.   The 

above WHO definition of learning disabilities emphasises an internal condition, 

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

ÃÏÎÓÔÒÕÃÔ ÉÓ ÏÎÅ ÔÈÁÔ ÒÅÆÌÅÃÔÓ ÁÎ ÉÎÄÉÖÉÄÕÁÌȭÓ ÄÉÓÁÂÉÌÉÔÙ ÁÓ ÔÈÅ ÆÉÔ ÂÅÔ×ÅÅÎ ÔÈÅÉÒ 

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

which they function, which fits with bio-psycho-social and interactionist models of 

disability, such as the International Classification of Functioning, disability and 

health (WHO 2001)Ȣ  4ÈÅ ÔÅÒÍ Ȱintellectual disabilities ȱ ÉÓ ÉÎÃÒÅÁÓÉÎÇÌÙ ÂÅÉÎÇ 

used internationally, as it is felt to be more accurate and less easily confused.  The 

intellectual disability construct, whilst acknowledging the limitations in an 

ÉÎÄÉÖÉÄÕÁÌȭÓ ÆÕÎÃÔÉÏÎÉÎÇȟ ÂÅÔÔÅÒ ÒÅÆÌÅÃÔÓ ÔÈÅ ÍÕÌÔÉ-dimensional nature of human 

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

Developmental 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 

disability reÓÉÄÅÓ ÉÎ ÔÈÅ ÆÉÔ ÂÅÔ×ÅÅÎ ÔÈÅ ÐÅÒÓÏÎȭÓ ÃÁÐÁÃÉÔÉÅÓ ÁÎÄ ÔÈÅ ÃÏÎÔÅØÔ ÉÎ 

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 Social construction of intellectual disability  

I explain the social constructionist approach I have taken in this research and the 

implications of this in 4.3.1.2.  The way that the definitions of learning or 

intellectual disabilities cited in 1.2.1 and 1.2.2 are used in practice suggests that 

they are often regarded as discrete conditions 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 a particular point on a 

continuum: notably an intelligence quotient (IQ) of 70.  Whitaker goes on to report 

high margins of error in the measurement of both IQ and adaptive functioning, 

meaning that conclusions reached (particularly in the severe ɀ profound ranges of 

cognitive impairment) can be of 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: 

Ȱ! ÐÅÒÓÏÎ  ÃÁÎ  ÂÅ  Òegarded  as  having  [intellectual 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  significant  distress  or are  unable  to  take  care  of  themselves  

or their  dependents  or  unable  to  protect themselves  or  their  dependents  

ÁÇÁÉÎÓÔ ÓÉÇÎÉÆÉÃÁÎÔ  ÈÁÒÍ  ÏÒ  ÅØÐÌÏÉÔÁÔÉÏÎȱ (2008, p.7). 

None of these definitions, however, give us real insight into 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 highlighted 

how a discourse of deficits and barriers has othered people, constructing their 

identity as bodies requiring treatment and leading to incomplete understanding of 

what they ÃÁÎ ÄÏ ÁÎÄ ÂÅȢ   )ÎÓÔÅÁÄȟ ȰÍÕÌÔÉ-ÓÉÔÕÁÔÅÄ ÕÎÄÅÒÓÔÁÎÄÉÎÇÓ ȣ ÔÈÁÔ ÍÏÖÅ 

away frÏÍ ÅÐÉÓÔÅÍÏÌÏÇÉÃÁÌ ÒÅÄÕÃÔÉÏÎÉÓÍȱ ɉ3ÉÍÍÏÎÓ et al. 2008, p.734) are needed.  

Such understandings do not come from definitions, but may (at least partially) be 

gained from close relationships and intimate 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 

Ȱcomplex needsȱ (Commission for Social Care Inspection 2009), a term which I 

occasionally use in this thesis to refer to people: 

¶ Who have profound intellectual and multiple disabilities.  

¶ Whose intellectual disability is moderate or severe, but who have 

additional physical or sensory disability, mental health or dementia. 

¶ Whose behaviour presents 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 seems not to be a single agreed definition of the term profound intellectual 

and multiple disabilities, resulting in inconsistent identification of individuals.  

This creates uncertainty, for example, as to whether different research using the 

same terminology refers to the same people (Nakken and Vlaskamp 2007).  Those 

authors emphasised the importance of describing individuals clearly in 

publications using operational definitions and called for a clearer taxonomy. 

In this research, I use the term profound intellectual and multiple disabilities  

(PIMD) as defined by PMLD Network (2009a) and Mansell (2010), though 

generally shortening it to profound intellectual disabilities  to enhance 

readabilityȢ  ) ÐÒÅÆÅÒ ÔÈÉÓ ÔÅÒÍ ÔÏ ȰÐÒÏÆÏÕÎÄ ÁÎÄ ÍÕÌÔÉÐÌÅ ÌÅÁÒÎÉÎÇ ÄÉÓÁÂÉÌÉÔÉÅÓȱȟ ÔÈÅ 

expression used more commonly in the United Kingdom, concurring with others 

(Nakken and Vlaskamp 2007, Pawlyn and Carnaby 2009) that it is more accurate.  

This term refers to a heterogeneous group, described by Mansell (2010), as among 

the most disabled 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 notionally estimated at under 20, which is 

estimated to be five standard deviations from the norm (Pawlyn and Carnaby 

2013) with consequent severe impact on understanding and other cognitive skills.   
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Some definitions (see e.g. Vlaskamp and Nakken 1999) include a narrower focus 

only on those also with severe or profound motor disability.  Such physical 

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

mental health needs.  Mansell (2010) describes multiple disabilities, potentially 

including: 

Ȱ)ÍÐÁÉÒÍÅÎÔÓ ÏÆ ÖÉÓÉÏÎȟ ÈÅÁÒÉÎÇ ÁÎÄ ÍÏÖÅÍÅÎÔ ÁÓ ×ÅÌÌ ÁÓ ȣ ÅÐÉÌÅÐÓÙ ÁÎÄ 

ÁÕÔÉÓÍȢ -ÏÓÔ ÐÅÏÐÌÅ ȣ ÁÒÅ ÕÎÁÂÌÅ ÔÏ ×ÁÌË ÕÎÁÉÄÅÄ ÁÎÄ ÍÁÎÙ ÐÅÏÐÌÅ ÈÁÖÅ 

complex health needs requiring extensive help.  People with profound 

ÉÎÔÅÌÌÅÃÔÕÁÌ ÁÎÄ ÍÕÌÔÉÐÌÅ ÄÉÓÁÂÉÌÉÔÉÅÓ ÈÁÖÅ ÇÒÅÁÔ ÄÉÆǢÃÕÌÔÙ ÃÏÍÍÕÎÉÃÁÔÉÎÇȠ 

they typically have very limited understanding and express themselves 

through non-verbal means, or at most through using a few words or symbols. 

4ÈÅÙ ÏÆÔÅÎ ÓÈÏ× ÌÉÍÉÔÅÄ ÅÖÉÄÅÎÃÅ ÏÆ ÉÎÔÅÎÔÉÏÎȢȱ (2010, p.3) 

Communication may be limited to immediate needs and wants and understanding 

of cause and effect is likely to be partial (Imray and Hinchcliffe 2012).  These 

additional needs (especially when combined with a lack of appropriate support) 

may also affect behaviour, for example self-injury and people require significant 

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

1.2.5.1 Prevalence  

An understanding of the number of people with intellectual disabilities in England 

can be gained from estimates used to project adult needs and services (Institute of 

Public Care 2013) and research by Emerson 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 English adult population was estimated in 2012 to be 41,542,200 (Institute of 

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

ÁÎÄ ωπψȟπππ ÁÄÕÌÔÓ ÈÁÄ ȰÌÅÁÒÎÉÎÇ ÄÉÓÁÂÉÌÉÔÉÅÓȱ ÁÎÄ )ÎÓÔÉÔÕÔÅ ÏÆ 0ÕÂÌÉÃ #ÁÒÅ (2013) a 

slightly higher figure of 979,275 adults.   These figures are suggestive of slightly 

over 2% of the population, a little lower than Matson et al.ȭÓ (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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Á ȰÓÅÖÅÒÅ ÌÅÁÒÎÉÎÇ ÄÉÓÁÂÉÌÉÔÙȱȟ which would include those who have profound 

intellectual disabilities, estimated by Emerson (2009) to number 16,036 in 2008.   

People with profound intellectual disabilities are 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 Association (2013)  as about 1-2% of 

that population.  Prevalence is, as always, difficult to establish 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 PIMD (Mencap 2011).  Essentially, therefore, 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 accelerating increase of 

37.41% predicted by Emerson and Hatton (2008) by 2026 (compared to a general 

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

growing numbers in one particular city over the period 1998-2008 is provided by 

0ÁÒÒÏÔÔ ÁÎÄ 7ÏÌÓÔÅÎÈÏÌÍÅȭÓ ÅØÁÍÉÎÁÔÉÏÎ ÏÆ the statistics in Sheffield (2008).  Over 

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 likely to lead to an increase in 

prevalence rates in England: 

¶ An increased 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 adults with 

intellectual disabilities within  such communities over the ten-year 

period). 

¶ Increased survival rates among babies and young people with severe and 

complex disabilities. 

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

TÈÅ ÔÅÒÍÓ ȰÏÃÃÕÐÁÔÉÏÎȱ ÁÎÄ ȰÁÃÔÉÖÉÔÙȱ are used with specific meanings in this 

thesis.  There are overlaps between these concepts, which are used in varying 

ways by different authors and it is inevitably challenging to be completely 

consistent 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 relationship 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 I feel more accepting of 

uncertainty, recognising that such terms are mere social constructions and how it 

ÍÁÙ ÂÅ ÄÉÆÆÉÃÕÌÔ ÁÎÄ ÐÅÒÈÁÐÓ ÕÎÎÅÃÅÓÓÁÒÙ ÔÏ ÐÉÎ ÔÅÒÍÓ ÓÕÃÈ ÁÓ ȰÏÃÃÕÐÁÔÉÏÎȱȟ 

ȰÁÃÔÉÖÉÔÙȱ ÁÎÄ ȰÔÁÓËȱ ×ÉÔÈÉÎ Á ÒÉÇÉÄ ÔÁØÏÎÏÍÙȢ   

4ÈÅ ÄÉÃÔÉÏÎÁÒÙ ÄÅÆÉÎÉÔÉÏÎ ÏÆ Ȱoccupationȱ ÉÓ ȰρȢ 4ÈÅ ÁÃÔÉÏÎȟ ÓÔÁÔÅȟ ÏÒ ÐÅÒÉÏÄ ÏÆ 

occupying or beinÇ ÏÃÃÕÐÉÅÄȢ ςȢ ! ÊÏÂ ÏÒ ÐÒÏÆÅÓÓÉÏÎȢ  σȢ ! ×ÁÙ ÏÆ ÓÐÅÎÄÉÎÇ ÔÉÍÅȱ 

(Soanes and Stevenson 2009).  Four definitions from occupational therapy and 

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

broad, way I use this word to mean: 

¶ "All that people need, want or are obliged to do; what it means to them; 

and its ever-ÐÒÅÓÅÎÔ ÐÏÔÅÎÔÉÁÌ ÁÓ ÁÎ ÁÇÅÎÔ ÏÆ ÃÈÁÎÇÅȱ ɉ7ÉÌÃÏÃË ςππφȟ 

p.343). 

¶  Ȱ4ÈÅ ÄÏÉÎÇ ÏÆ ×ÏÒËȟ ÐÌÁÙ ÏÒ ÁÃÔÉÖÉÔÉÅÓ ÏÆ ÄÁÉÌÙ ÌÉÖÉÎÇ ×ÉÔÈÉÎ Á ÔÅÍÐÏÒÁÌȟ 

physical and sociocultural coÎÔÅØÔ ÔÈÁÔ ÃÈÁÒÁÃÔÅÒÉÓÅÓ ÍÕÃÈ ÏÆ ÈÕÍÁÎ ÌÉÆÅȱ 

(Kielhofner 2008, p.5). 

¶ Ȱ! ÇÒÏÕÐ ÏÆ ÁÃÔÉÖÉÔÉÅÓ ÔÈÁÔ ÈÁÓ ÐÅÒÓÏÎÁÌ ÏÒ ÓÏÃÉÏÃÕÌÔÕÒÁÌ ÍÅÁÎÉÎÇȟ ÉÓ 

named within a culture and supports participation in society.  

Occupations may be categorised as self-care, productivity and/ or 

ÌÅÉÓÕÒÅȢȱ (Creek 2010, p.68). 

¶ Ȱ!ÃÔÉÖÉÔÙ ÔÈÁÔ ÉÓ ÂÏÔÈ ÍÅÁÎÉÎÇÆÕÌ ÁÎÄ ÐÕÒÐÏÓÅÆÕÌ ÔÏ ÔÈÅ ÐÅÒÓÏÎ ÅÎÇÁÇÉÎÇ ÉÎ 

ÉÔȱ (Fisher 2003, p.2). 
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Creek further explains (2003, 2010) that occupations are the most complex way in 

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

ÃÕÌÔÕÒÅ ÁÎÄ ÃÏÎÔÅØÔ ÉÎ ×ÈÉÃÈ ÉÔ ÉÓ ÐÅÒÆÏÒÍÅÄ ɉÉÔÓ Ȱoccupational form ȱɊ ÂÕÔ ÉÓ ÎÏÔ 

observable in itself.  What may be observed is the doing of the occupational form, 

that is the performance ÏÆ ÔÈÅ ÏÃÃÕÐÁÔÉÏÎȟ ÏÒ Ȱoccupational performance ȱ 

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

ȰActivities ȱ ÁÒÅ ȰÁ ÓÔÒÕÃÔÕÒÅÄ ÓÅÒÉÅÓ ÏÆ ÁÃÔÉÏÎÓ ÏÒ ÔÁÓËÓ ÔÈÁÔ ÃÏÎÔÒÉÂÕÔÅ ÔÏ 

ÏÃÃÕÐÁÔÉÏÎÓȱ (Creek 2010, p.28).   For me, despite at times using two terms 

interchangeably, the key difference between occupation and activity, as Fisher 

suggests, is that an occupation has meaning, significance or importance for the 

person performing it, either personally or socio-culturally.  The idea of meaningful 

engagement in occupations will be explored further in 2.2.4 below. 

1.3 Aims of this research  

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

ÔÏ ÁÎÓ×ÅÒ ÔÈÅ ÑÕÅÓÔÉÏÎȡ Ȱ)Î ×ÈÁÔ ×ÁÙÓ ÄÏÅÓ ÁÎ ÏÃÃÕÐÁÔÉÏÎÁÌ ÔÈÅÒÁÐÉÓÔ ÓÕÐÐÏÒÔ 

people with profound intellectual and multiple disabilities to engage in occupation 

ÉÎ ×ÁÙÓ ÔÈÅÙ ÆÉÎÄ ÍÅÁÎÉÎÇÆÕÌ ÁÔ ÈÏÍÅȩȱ  -Ù ÁÉÍÓ ×ÅÒÅ: 

¶  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. 

¶ To establish similarities and differences between her approaches to 

supporting engagement and others described in the literature. 

¶ To generate professional knowledge, understanding and theory which 

ÃÏÕÌÄ ÉÎÆÏÒÍ ÐÒÁÃÔÉÃÅȟ ÉÎÃÌÕÄÉÎÇ ÏÃÃÕÐÁÔÉÏÎÁÌ ÔÈÅÒÁÐÉÓÔÓȭ ÃÏÎÓÕÌÔÁÎÃÙ ÒÏÌÅ 

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, I 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, I review the literature relevant to this thesis, consciously 

dividing this discussion into two parts.  Chapter 2 contains an exploration of some 

of the contextual literature around engagement in occupation.  I begin by exploring 

engagement in occupations and why as occupational therapists and occupational 

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.  I argue that the extremely low level 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 people with 

intellectual disabilities to engage in occupations at home.  I describe the strategy 

used to search the literature reviewed in this chapter and reach conclusions 

regarding what we know about how to support people with profound intellectual 

disabilities.  I draw in particular on research evidence and theories from 

occupational therapy and occupational science, but also on evidence regarding 

active support and personalised residential supports.  I 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.  I examine the theoretical 

perspectives and philosophical roots underpinning the research and in particular 

the kind of knowledge this interpretive and social constructionist qualitative study 

has produced and the assumptions it makes about the world.  I conclude that 

chapter with a consideration of relevant conceptual and theoretical frameworks. 
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Chapter 5 explains the methods of data collection and analysis.  I describe the 

purposive selection of an environment with potential to  be an exemplar of practice 

and a case within it that seemed to offer most opportunity to learn.  I gathered data 

about the case ɀ the work of Esther, supporting five people with severe/profound 

intellectual disabilities to engage in occupations at home ɀ  throughout 2012, using 

participant observation, interviews and documentary and artefact analysis. In this 

chapter I also explain in detail how I 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 Matt, Steve, Jane, Becky 

and Harold.  

This sets the scene for Chapter 7, in which I tell a story of the case that illuminates 

my research question, in other words, I present my findings.  Throughout the 

chapter, I refer to three different vignettes, presented at the beginning of the 

chapter, which illustrat e in detail how Esther sought to embed a different way of 

supporting those living at Cavendish House to engage in occupation.   

The discussion in Chapter 8 evaluates the ways in which this story sheds light on 

the research question, situating it within the wider literature in the fields of both 

occupational therapy and intellectual disabilities (including my own previous 

research).  I use my theoretical framework to explain aspects of this story and 

develop a theory of the case itself., presenting the contribution to knowledge that it 

makes, discussing its implications for practice and making some 

recommendations.  I also discuss ÔÈÅ ÓÔÕÄÙȭÓ limitations and suggest ideas for 

further research. 

Chapter 9 consists of a short overall conclusion and in the Appendic es, the reader 

will find supplementary information, including participant information sheets and 

additional examples illustrating data analysis.  
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Chapter 2. LITERATURE REVIEW Part 1:  

 The context ɀ engaging in occupations  

2.1 Overview of Chapters 2 and 3  

The aim of my literature review, as suggested by Oliver (2013), is to lay a 

foundation for my study by establishing the research areas and academic 

traditions relevant to the fieldȢ  &ÏÌÌÏ×ÉÎÇ "ÏÏÔÅ ÁÎÄ "ÉÅÌÅȭÓ ÃÒÉÔÅÒÉÁ (2005) of a 

good doctoral literature review, I: 

¶ Outline the context, clearly identifying and justifying what is and is not 

within ÍÙ ÓÔÕÄÙȭÓ scope, concentrating on aspects of literature of direct 

relevance to my research question. 

¶ Situate existing literature in a broader scholarly and historical context. 

¶ Critically examine the research methods used in previous studies so as 

better to understand whether the claims are warranted.  

¶ Synthesise existing literature to provide a new perspective.  

I begin my review in this chapter by exploring the nature of engagement in 

occupations, why occupational science (the academic discipline concerned with 

the study of occupation) suggests that this is important and the different levels of 

engagement that individuals may have in their occupations.  I then move on to 

draw conclusions regarding what we know about how people with intellectual 

disabilities and complex needs (and particularly profound intellectual disabilities) 

engage in occupations and how both their primary disability and the quality of the 

support available in the social environment impacts on engagement.  With levels of 

engagement in occupation generally found to be low, I consider whether this 

represents an occupational injustice. 

In Chapter 3, I critically analyse in more depth the literature that is particularly 

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  

In 1.2.6ȟ ) ÏÕÔÌÉÎÅÄ Á ÎÕÍÂÅÒ ÏÆ ÄÅÆÉÎÉÔÉÏÎÓ ÏÆ ÔÈÅ ×ÏÒÄ ȰÏÃÃÕÐÁÔÉÏÎȱȟ clarifying that 

I am using the term to mean activity (or doing) that has meaning, significance or 

importance for the person performing it, either personally or socio-culturally.   

4ÈÅ ÔÅÒÍ ȬÅÎÇÁÇÅÍÅÎÔȭ is much used in literature within both occupational 

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

often reference is tÏ ȰÅÎÇÁÇÅÍÅÎÔ ÉÎ ÏÃÃÕÐÁÔÉÏÎɉÓɊȱȟ ȰÏÃÃÕÐÁÔÉÏÎÁÌ ÅÎÇÁÇÅÍÅÎÔȱȟ 

ȰÅÎÇÁÇÅÍÅÎÔ ÉÎ ÁÃÔÉÖÉÔÉÅÓȱȟ ÏÒ ȰÅÎÇÁÇÅÍÅÎÔ ×ÉÔÈ ÔÈÅ ÅÎÖÉÒÏÎÍÅÎÔ ÁÎÄȾÏÒ ÐÅÏÐÌÅȱȢ  

I explore here the meaning of engagement in this context, clarifying use of this 

term.  I consider how we may tell when someone is engaged and the varying levels 

of engagement possible.  This is important because, as I argue in 2.3.4, an 

important way of gaining an understanding of people with profound intellectual 

ÄÉÓÁÂÉÌÉÔÉÅÓȭ ÅÎÇÁÇÅÍÅÎÔ ÉÎ ÏÃÃÕÐÁÔÉÏÎ ÉÓ ÔÈÒÏÕÇÈ ÏÂÓÅÒÖÁÔÉÏÎȢ  ) go on to explore 

ideas from within occupational science about why such engagement might be 

important for health and well-being.  

2.2.1 5ÓÅ ÏÆ ȬÅÎÇÁÇÅÍÅÎÔȭ ÂÙ occupational therapists  

Creek concluded (2010) that a person might experience four different sensations 

or feelings when engaging in occupation: 

¶ A sense of involvement (close 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). 

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

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

ɉ-/(/Ɋȟ ÈÏ× ÏÃÃÕÐÁÔÉÏÎÁÌ ÔÈÅÒÁÐÉÓÔÓȭ ÒÅÁÓÏÎÉÎÇ ÉÎÖolves them considering 

ÐÅÏÐÌÅȭÓ Ȱoccupational engagement ȱȢ  4ÈÅÙ ÄÅÆÉÎÅ ÔÈÉÓ ÁÓ ÔÈÅÉÒ ȰÄÏÉÎÇȟ ÔÈÉÎËÉÎÇ 

ÁÎÄ ÆÅÅÌÉÎÇ ÕÎÄÅÒ ÃÅÒÔÁÉÎ ÅÎÖÉÒÏÎÍÅÎÔÁÌ ÃÏÎÄÉÔÉÏÎÓȱ (2008, p.171) and explain 

how ÔÈÉÓ ÅÎÇÁÇÅÍÅÎÔ ÉÓ ÓÈÁÐÅÄ ÂÙ ÉÎÄÉÖÉÄÕÁÌÓȭ volition, habituation and 

performance capacities along with the environment.  AÓ ×ÉÔÈ #ÒÅÅËȭÓ ÄÅÆÉÎÉÔÉÏÎȟ 



33 
 

the inclusion of volition again makes clear the importance of choice, motivation 

and meaning (see further 2.2.4).  The Model of Human Occupation considers 

occupational engagement to be multi-dimensional.  The complexity of engagement 

(and why people with intellectual disabilities might experience difficulties with it) 

ɀ becomes more apparent when considering that it can be seen as having nine 

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

 

Figure 2.1 Dimensions of Occupational Engagement (Kielhofner and Forsyth 2008 

p.172) 

2.2.2  Ȭ%ÎÇÁÇÅÍÅÎÔȭ ÁÎÄ ȬÐÁÒÔÉÃÉÐÁÔÉÏÎȭ 

7ÉÔÈÉÎ ÔÈÅ ÆÉÅÌÄ ÏÆ ÉÎÔÅÌÌÅÃÔÕÁÌ ÄÉÓÁÂÉÌÉÔÉÅÓȟ ÔÈÅ ÔÅÒÍÓ ȰÅÎÇÁÇÅÍÅÎÔȱȟ ÏÒ 

ȰÐÁÒÔÉÃÉÐÁÔÉÏÎȱ ÉÎ activity are commonly and sometimes interchangeably used.  I 

do, however, see a distinction between these two terms, which I will first clarify 

before exploring what we can understand about the meaning of engagement from 

research measuring the extent to which people with intellectual disabilities engage 

in activity.   

The terms ȰÅÎÇÁÇÅÍÅÎÔȱ ÁÎÄ ȰÐÁÒÔÉÃÉÐÁÔÉÏÎȱ in activity are sometimes used 

synonymously.  The volume of discussion about the meaning of participation 

suggests however that there is still no consensus on this.  The starting point for 

most researchers (Dijkers 2010) is the International Classification of Functioning, 

Occupational 
engagement 

Choose or 
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Disability and Health (WHO 2001) ÄÅÆÉÎÉÔÉÏÎ ÏÆ ȰÉÎÖÏÌÖÅÍÅÎÔ ÉÎ Á ÌÉÆÅ ÓÉÔÕÁÔÉÏÎȱȢ  

This definition is, however, often extended by emphasising that participation 

ÉÎÖÏÌÖÅÓ ÒÅÌÁÔÉÏÎÓÈÉÐÓ ×ÉÔÈ ÏÔÈÅÒÓȢ  &ÏÒ ÅØÁÍÐÌÅȟ #ÒÅÅËȭÓ ÄÅÆÉÎÉÔÉÏÎ ÏÆ 

ȰÉÎÖÏÌÖÅÍÅÎÔ ÉÎ ÌÉÆÅ ÓÉÔÕÁÔÉÏÎÓ ÔÈÒÏÕÇÈ ÁÃÔÉÖÉÔÙ ×ÉÔÈÉÎ Á ÓÏÃÉÁÌ ÃÏÎÔÅØÔȱ ɉςπρπ 

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 is generally unhelpfuÌ ÔÏ ÔÒÅÁÔ ÔÈÅ ÔÅÒÍÓ ȰÅÎÇÁÇÅÍÅÎÔȱ ÁÎÄ 

ȰÐÁÒÔÉÃÉÐÁÔÉÏÎȱ ÁÓ ÓÙÎÏÎÙÍÏÕÓ ÁÓ engagement in occupation need not necessarily 

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

intellectual disabilities, however, this is perhaps, however, a moot 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 contribute to an 

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

Human life is seen as characterised by the doing of occupations (Kielhofner 2008) 

ÁÎÄ ÉÎ ÍÁÎÙ ×ÁÙÓ ×ÈÁÔ ×Å ÄÏ ȰÄÅÆÉÎÅÓȱ ÕÓȢ  7ÉÌÃÏÃËȭÓ ÔÈÅÏÒÙ ÏÆ ÈÏ× ÈÕÍÁÎÓ ÈÁÖÅ 

used occupation as a means of survival and to promote their own health and well-

being throughout history (2006) ÓÕÇÇÅÓÔÓ ÔÈÁÔ ×Å ÁÒÅ ȰÏÃÃÕÐÁÔÉÏÎÁÌ ÂÅÉÎÇÓȱ 

(Wilcock 2006), not just ȬÄÏÉÎÇȭ ÆÏÒ ÔÈÅ ÓÁËÅ ÏÆ ÉÔȟ ÂÕÔ ÂÅÃÁÕÓÅ ÉÔ ÉÓ Ȱ×ÉÒÅÄȱ ÉÎÔÏ ÕÓ 

(Johnson and Yerxa 1989).  This understanding is, I 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 determinant of their health (Townsend and Wilcock 2004), which can be 

ȰÁÔÔÁÉÎÅÄȟ ÍÁÉÎÔÁÉÎÅÄ ÁÎÄ ÉÍÐÒÏÖÅÄȢȢȢ ÔÈÒÏÕÇÈ ÄÏÉÎÇȱ (Wilcock 2006, p.21) and in 

particular through active use of our personal capacities (Whiteford 2000) .  Rebeiro 

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

women participating in an occupation-based 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, which ÔÈÅÙ ÌÁÂÅÌÌÅÄ ȰÏÃÃÕÐÁÔÉÏÎÁÌ ÓÐÉÎ-ÏÆÆȱ 

(1999, p.179).   

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

Research into quality of life supports the argument regarding the importance of 

ȬÄÏÉÎÇȭȢ  1ÕÁÌÉÔÙ ÏÆ ÌÉÆÅ ÈÁÓ ÂÅÅÎ ÃÏÎÃÅÐÔÕÁÌÉÓÅÄ ÁÎÄ ÍÅÁÓÕred in many different 

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, self-

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 Beadle-Brown 2012 pp.34-35).  Subjective components 

ÏÆ ÑÕÁÌÉÔÙ ÏÆ ÌÉÆÅ ÉÎÃÌÕÄÅ ÉÎ ÐÁÒÔÉÃÕÌÁÒ ÁÎ ÉÎÄÉÖÉÄÕÁÌȭÓ ÐÅÒÓÏÎÁÌ ÓÅÔ ÏÆ ÖÁÌÕÅÓ ÁÎÄ 

their appraisal of their own happiness and satisfaction (Schalock and Felce 2004, 

Schalock et al. 2005).    

Amongst quality of life outcomes frequently suggested by the literature (alongside 

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 engagement as 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 life cited above explicitly refers to 

purposeful activity as one 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 

amongst pÅÏÐÌÅ ×ÉÔÈ !ÌÚÈÅÉÍÅÒȭÓ $ÉÓÅÁÓÅ where insufficient attention is paid to 

occupational needs (Wood et al. 2009).  Research with people with intellectual 

disabilities in residential settings provides quite a large body of evidence for a 

relationship between engagement 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 activity (for example Felce 1999, Hatton et al. 

1996, Stancliffe et al. 2008b). 

Opportunity to exercise choice in relation to engagement in occupation also seems, 

unsurprisingly, to be a key element in enhanced self-determination and thereby 

quality of life.  A large Italian study in which professionals rated on standardised 

scales the self-determination 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 of both self-determination and quality of life (Nota et al. 

2007).  This theme is taken up further in section 2.3 below. 

2.2.3.3 Occupation and development/ learning  

Occupational therapists have long-emphasised the potential for learning and 

development that comes from engaging in occupations (Creek 2010).  Although the 

research evidence base for this could be further developed, emerging findings from 

neuroscience (for example Ilg 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 (this is explored further in 2.3.5).   

2.2.4 Levels of engagement ɀ motivation, meaning and developmental 

level  

Efforts made to measure the extent of engagement in activity or occupation are 

suggestive of the possibility of engaging at different levels or to different degrees.  

One way of looking at levels of engagement is to consider the degree to which an 

individual engages in a way that is meaningful to them, including how what is 

meaningful might link ÄÅÖÅÌÏÐÍÅÎÔÁÌÌÙ ×ÉÔÈ ÔÈÅÉÒ ÁÂÉÌÉÔÉÅÓȢ  !Î ÉÎÄÉÖÉÄÕÁÌȭÓ 

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 understanding of 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 

ÃÏÎÇÒÕÏÕÓ ×ÉÔÈ ÁÎ ÉÎÄÉÖÉÄÕÁÌȭÓ ÖÁÌÕÅÓȟ ×ÈÅÔÈÅÒ ÉÔ ÐÒovides evidence of competence 

and mastery and its value in their social and cultural group (Goldberg et al. 2002).  

Egan and Delaat (1997) 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 

ÅÎÇÁÇÅÍÅÎÔ ÔÈÁÔ ÄÏ ÎÏÔ ÁÔÔÅÍÐÔ ÔÏ ÕÎÃÏÖÅÒ ÔÈÅ ÐÅÒÓÏÎȭÓ Ï×Î ÅØÐÅÒÉÅÎÃe of the 

meaning of the occupations.  Investigating the engagement in purposeful 

occupations of twenty people with schizophrenia using ςτ ÈÏÕÒ ȰÙÅÓÔÅÒÄÁÙ ÄÉÁÒÉÅÓȱ 

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 of meaning 

assigned to occupational performance (see Figure 2.2).   
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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 attribution of meaning to a relatively 

continous flow or ongoing stream of activity, is contrasted with someone who is 

largely disengaged at level 1 and who engages in an uneven mix of activity usually 

in response to immediate needs.   

/ÃÃÕÐÁÔÉÏÎÁÌ ÔÈÅÒÁÐÉÓÔÓ ÁÒÅ ÈÉÇÈÌÙ ÉÎÔÅÒÅÓÔÅÄ ÉÎ ÔÈÅ ÍÅÁÎÉÎÇÓ ÔÈÁÔ ÐÅÏÐÌÅȭÓ 

occupations have for them and how this links to their motivation for occupation, or 

volition.  This term is used by Creek (2010) to represent a skill of being able to 

Third level of engagement 

largely engaged throughout waking hours 
Daily Rhythm 

No specific activity peak; occupations performed one 
after the other throughout day 

Variety of different areas of occupations 

Sense of meaning 

Occupations performed attached with a sense of 
meaning 

Second level of engagement 

disengaged during some part of the waking hours 

Daily Rhythm 

Even mix of periods of quiet activities and activity peaks 

Larger variety of different areas of occupations within 
activity peaks 

Sense of meaning 

Little sense of meaning experienced while performing 
quiet activities 

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

First level of engagement  

largely disengaged during waking hours 

 
Daily Rhythm 

Uneven mix of quiet activities and activity peaks (mostly 
quiet activities); activity peaks surround food intake and 
other immediate needs 

Small variety of different areas of occupations 

Sense of meaning 

Little sense of meaning experienced while performing 
quiet activities 

Occupations performed during activity peaks mostly 
attached with little or no sense of meaning 
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choose and decide action autonomously, but it  is also used within occupational 

ÔÈÅÒÁÐÙ ÉÎ Á ×ÉÄÅÒ ÓÅÎÓÅ ÒÅÐÒÅÓÅÎÔÉÎÇ ÔÈÅ ×ÈÏÌÅ ÏÆ ÁÎ ÉÎÄÉÖÉÄÕÁÌȭÓ ÍÏÔÉÖÁÔÉÏÎ ÆÏÒ 

occupation, including their personal 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 values (Kielhofner 2008).  A link is 

suggested between volition and ÏÃÃÕÐÁÔÉÏÎÁÌ ÅÎÇÁÇÅÍÅÎÔ ÁÎÄ ÔÈÅ -/(/ Ȱ2Å-

ÍÏÔÉÖÁÔÉÏÎ 0ÒÏÃÅÓÓȱ (de las Heras et al. 2003)  illustrates the difference between 

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

competent level (indicating goals or trying to solve problems), or achievement 

level (seeking challenges or taking on additional responsibilities). 

In section 2.3.2, I reach conclusions about the levels at which people with profound 

intellectual disabilities might engage in and, in particular, experience meaning in 

occupation. 

2.2.5 Conclusion  

The above literature, from the fields of occupational science, occupational therapy 

and intellectual disabilities, suggests that occupations may be fundamental to 

human existence and that meaningful engagement in occupation may be a pre-

requisite of health, well-being and quality of life.  If this is accepted, it is then I feel 

logical to propose two further points: 

¶ That the wrong kind of doing can lead to a lack of well-being. 

¶ That injustice may therefore occur when sections of the population 

for whom occupational engagement is more challenging, such as 

people with profound intellectual disabilities, are not supported to 

have occupational choices, opportunities or resources (Townsend 

and Wilcock 2004).   

 

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

may experience such occupational 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 day-to-day 

occupations.  This is due both to the direct impact of brain damage on performance 

capacities, but also, and importantly, to the inter-relationship 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, I discuss how individuals with intellectual disabilities and 

particularly those with profound intellectual disabilities have been found to 

engage in occupations.  New insight is gained from considering this using theory 

from occupational therapy and occupational science that has not otherwise been 

applied in the intellectual disabilities field ɀ the Model of Human Occupation 

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

2.3.1 Profound intellectual and multiple impairments  ɀ 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 have multiple disabilities, the most 

significant of which is a profound intellectual disability (PMLD Network 2009a).  

This means a high level of cognitive impairment, though otherwise heterogeneous 

patterns of functioning (Nakken and Vlaskamp 2007, Axelsson et al. 2013).  Each 

person is affected 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, I explain further how intellectual disabilities and likely 

additional sensory, or physical disabilities, complex health and 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 behaviour 

that can be found to be challenging. 

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 data on the daily living skills of over two 

hundred adults with profound intellectual disabilities in the United States and 

ÄÅÓÃÒÉÂÅÄ ÍÁÊÏÒ ÄÅǢÃÉÔÓ ÉÎ ÁÄÁÐÔÉÖÅ ÂÅÈÁÖÉÏÕÒȢ 0ÅÏÐÌÅ ×ÉÔÈ ÐÒÏÆÏÕÎÄ ÉÎÔÅÌÌÅÃÔÕÁÌ 

disabilities have a notional intelligence quotient of 20 or less, though complexity of 

need means that this is regarded as difficult to assess meaningfully (Pawlyn and 

Carnaby 2013).      

Learning is possible, but is said to take place very slowly and adults will still have 

learning needs for skills more usually learnt at very early stages of development, 

such as cause and effect and turn taking (PMLD Network 2009a).  Individuals may 

have low levels of alertness and difficulties with processing and retaining 

information, sustaining attention, problem solving and 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 likelihood of experiencing additional 

disabilities and health needs. 

a. Physical needs 

Although some people with profound intellectual disabilities are fully mobile, more 

commonly they experience severe physical disabilities including difficulties with 

gross and fine motor skills and in maintaining posture and balance (Pawlyn and 

Carnaby 2013).  They often require specialised, perhaps bespoke, equipment to aid 

mobility, maintain functional posture and protect body shape and muscle tone 

(Vlaskamp and Nakken 1999, PMLD Network 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 literature suggests, for 

example, that more than half have seizure disorders and that an estimated 70% 

suffer from gastro-ÏÅÓÏÐÈÁÇÅÁÌ ÒÅǨÕØȟ ×ÉÔÈ ÒÉÓË ÏÆ ÄÅÈÙÄÒÁÔÉÏÎȟ ÍÁÌÎÏÕÒÉÓÈÍÅÎÔ 

and recurrent pneumonia or other chronic respiratory disorders (Pawlyn and 

Carnaby 2013).  ! ÎÕÍÂÅÒ ÃÏÕÌÄ ÂÅ ÄÅÓÃÒÉÂÅÄ ÁÓ ÂÅÉÎÇ ȬÔÅÃÈÎÏÌÏÇÙ ÄÅÐÅÎÄÅÎÔȭȟ 

perhaps needing gastrointestinal feeding tubes due to swallowing difficulties, 

oxygen, or suctioning equipment (Mencap 2011).   

Skilled support is needed to maintain health, for example to ensure safe feeding 

and swallowing, and to recognise needs in someone who may not be able to 

communicate symptoms such as pain explicitly . 

c. Sensory needs 

Multiple disabilities are likely to include a degree of multi-sensory impairment and 

effective support is said to require a good understanding of sensory needs 

(Mencap 2010).  Visual and hearing impairments are particularly common, with 

Zijlstra and Vlaskamp (2005b) concluding from reviewing the literature that at 

least 85% experience visual impairments, usually as a result of damage to the 

visual cortex in the occipital lobe.  Evenhuis et al. (2001) estimated that in the 

Netherlands between 25 and 33% have auditory impairments, though 

acknowledging this as a potentially substantial under-estimate due to difficulties in 

diagnosis.  People may additionally have impairments in the ability to detect touch, 

pressure, temperature and pain (WHO 2001, Zijlstra and Vlaskamp 2005b). 

Sensory disabilities may lead to hypo- or hyper-sensitivity to particular stimuli 

leading to sensory seeking or sensory avoiding behaviours (Pawlyn and Carnaby 

2013).  This could take the form of, for example, hyper-sensitivity to touch, which 

can be problematic in someone who requires a lot of support with personal care.  

Some experience difficulties in integrating and modulating information from the 

various senses (Urwin 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, largely because of difficulty with assessment and 

diagnosis, diagnostic overshadowing and uncertainty as to the relevance of 

generally used criteria (Pawlyn and Carnaby 2013).  The causes of behaviour 

found to be challenging are not necessarily psychiatric in origin 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.  Mencap (2011) 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 expressive 

communication abilities are likely to be at an early developmental level (WHO 

2001) with little or no apparent understanding of verbal language (Zijlstra 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 (WHO 2001, Mencap 2010, 

Mansell 2010).  There may only be limited 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 (Mansell 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 self-report 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 Mencap (2011).  This does imply to me that 

meaningful and authentic engagement in occupation is possible.  The literature 

suggests that such engagement may be characterised as follows:  

¶ Meaningful activities are suggested to be ones that recognise and take 

into account that many people experience the world largely at a sensory 

level (Mencap 2011), with their awareness more likely to be of individual 

sensory stimuli within an activity than the activity as a whole (Pool 

2012).  

¶ The Pool Activity Levels (Pool 2012) illustrate the different degrees of 

ability someone with a cognitive impairment may have to engage in 

ÏÃÃÕÐÁÔÉÏÎȢ  0ÏÏÌ ÄÅÓÃÒÉÂÅÓ ÆÏÕÒ ÄÉÆÆÅÒÅÎÔ ȰÁÃÔÉÖÉÔÙ ÌÅÖÅÌÓȱȟ ÒÁÎÇÉÎÇ ÆÒÏÍ 

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 to engage in occupation 

(Lillywhite and Haines 2010) and my own experience concurs with this. 
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Figure 2.3 Pool activity levels (Pool 2012 pp54-5) 

¶ Through interviews with support staff and participant observation, 

Mahoney and Roberts (2009) explored whether or 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 

ÔÈÅ ÏÔÈÅÒȢ  7ÈÅÔÈÅÒ ÁÎÙ ÏÆ ÔÈÅ ÐÁÒÔÉÃÉÐÁÎÔÓ ÉÎ ÔÈÉÓ ÓÔÕÄÙ ×ÉÔÈ ȰÓÅÖÅÒÅ 

ÄÅÖÅÌÏÐÍÅÎÔÁÌ ÄÉÓÁÂÉÌÉÔÉÅÓȱ ÈÁÄ ÐÒÏÆÏÕÎÄ ÉÎÔÅÌÌÅÃÔÕÁl disabilities is, 

however, unclear.   

¶ "ÕÎÎÉÎÇ ɉρωωψɊ ÉÎÖÅÓÔÉÇÁÔÅÄ ÔÈÅ ÉÍÐÁÃÔ ÏÆ ÁÎ ȰÉÎÄÉÖÉÄÕÁÌÉÓÅÄ ÓÅÎÓÏÒÙ 

ÅÎÖÉÒÏÎÍÅÎÔȱ ɉÐ σψχɊ ÏÎ ÁÄÕÌÔÓ ×ÉÔÈ ÓÅÖÅÒÅ ÁÎÄ ÐÒÏÆÏÕÎÄ ÉÎÔÅÌÌÅÃÔÕÁÌ 

ÄÉÓÁÂÉÌÉÔÉÅÓȭ ÉÎÔÅÒÁÃÔÉÖÅ ÂÅÈÁÖÉÏÕÒ ÏÕÔÓÉÄÅ ÏÆ ÔÈÁÔ ÅÎÖÉÒÏÎÍÅÎÔȢ  3ÈÅ ÕÓÅÄ 

five categories (without specifying their theoretical basis) to describe 

ÐÁÒÔÉÃÉÐÁÎÔÓȭ ÉÎÔÅÒÁÃÔÉÖÅ ÂÅÈÁÖÉÏÕÒÓ ÏÎ Á ÓÐÅÃÔÒÕÍ ÆÒÏÍ ÐÁÓÓÉÖÅ ÏÒ ÓÅÌÆ-

focused engagement, to engaging with another person and then engaging 

simultaneously with a person and object (see Figure 2.4).  It seems to me 

likely that there is meaning for the individual when they are engaging 

Reflex activity 
level 

 

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

Sensory activity 
level 

 

ωLittle sense of 
carrying out an 
activity - mainly 
focused on 
sensation and 
moving body in 
response to 
sensation 

Exploratory 
activity level 

 

ωAble to carry out 
very familiar tasks 
in very familiar 
environment, but 
not necessarily 
with end result in 
mind 

Planned activity 
level 

 

ωAble to work to 
towards 
completing an 
activity but not 
necessarily to solve 
problems that they 
encounter 
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with a person, an object or both, but debatable whether this is the case 

when they are in self-active, or, in particular, self-neutral engagement. 

 

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 understood and illustrated.

Self-neutral 
engagement 

 

ωroutine body 
actions/ 
passively 
responding to 
actions of others 

ωe.g. gazing, 
fiddling, walking 
sitting 

Self-active 
engagement 

 

ωrepetition, 
irrelevance to 
ongoing activity 

ωhighly 
predictable 
feedback eg 
rocking, self 
injury 

Person 
engagement 

 

ωsocial contact 
with someone 
else, mutually 
influencing each 
other 

ωe.g. looking 
touching 
vocalising 

Object-
engagement 

 

ωinteraction with 
objects in space 

ωeg tracking, 
touching, 
grabbing, 
banging 

Person-object 
engagement 

 

ωcombining 
person and 
object in one or 
several fluid 
actions 

ωeg alternative 
gaze between 
person and 
object 



 

47 
 

2.3.3 Unmet high support needs ɀ 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 disability.  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 and their 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:  

Ȱ$ÉÓÁÂÉÌÉÔÙ ÒÅÓÕÌÔÓ ÆÒÏÍ ÔÈÅ ÉÎÔÅÒÁÃÔÉÏÎ ÂÅÔ×ÅÅÎ ÐÅÒsons with impairments 

and attitudinal and environmental barriers that hinders their full and 

effective participation in society on an equal basis with others (United 

Nations 2008, p2). 

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

occupations, people with profound intellectual disabilities are described as very 

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

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

1999)Ȣ  4ÈÅ -ÏÄÅÌ ÏÆ (ÕÍÁÎ /ÃÃÕÐÁÔÉÏÎ ÈÉÇÈÌÉÇÈÔÓ ÔÈÅ ȰÉÎÔÉÍÁÔÅ ÁÎÄ ÒÅÃÉÐÒÏÃÁÌȱ 

relationship between people and their environment (Kielhofner 2008, p.111), with 

ÔÈÅÓÅ ÉÎÄÉÖÉÄÕÁÌÓȭ ÏÃÃÕÐÁÔÉÏÎÁÌ ÅÎÇÁÇÅÍÅÎÔ ÐÁÒÔÉÃÕÌÁÒÌÙ ÄÅÐÅÎÄÅÎÔ ÏÎ ÔÈÅ 

opportunities, resources, constraints and demands of their social environment.  

Essentially this equates to the opportunities available and the degree to which 

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

In the quotation at the beginning of Chapter 1, Mansell (2010) makes clear the 

possibilities ɀ and rights ɀ of people nonetheless to achieve their potential and to 

ÈÁÖÅ ×ÈÁÔ ÈÅ ÒÅÆÅÒÓ ÔÏ ÁÓ ȰÁ ÇÏÏÄ ÌÉÆÅȱȢ  4ÈÉÓ ÒÅÑÕÉÒÅÓ ÓËÉÌÌÅÄ ÄÁÙ-to-day support 

that understands complex health needs and recognises individual means of 
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communication and effective interaction.  This includes input 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 and ÉÎÄÉÖÉÄÕÁÌÓȭ 

own self-care (Mansell and Beadle-Brown 2012) and even if this is very partial, it 

can nonetheless be meaningful.  Donati, for example (2000) explored the 

occupational lives of two young people with severe intellectual disabilities who 

had skilled, individualised support, focusing on what was meaningful and 

purposeful to them and on developing their abilities.  The website of Mencap gives 

examples of people with intellectual disabilities and complex needs who are well 

supported to participate in day to day occupations (Mencap 2014a, 2014b). 

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

in the findings from Petry et al.ȭÓ (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 

ÏÔÈÅÒ ÔÈÁÎ ÁÎ ÉÎÄÉÖÉÄÕÁÌȭÓ ÓËÉÌÌÓ ÏÒ ÁÄÁÐÔÉÖÅ ÂÅÈÁÖÉÏÕÒȟ ÉÓ ×ÈÅÔÈÅÒ ÏÒ ÎÏÔ ÔÈÅÙ ÁÒÅ 

supported in a way that directly facilitates such engagement.   

×  

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

ÔÈÅÒÅ ÉÓ Á ÄÕÁÌ ÁÓÐÅÃÔ ÔÏ ÁÎ ÉÎÄÉÖÉÄÕÁÌȭÓ ÐÒÏÆÏÕÎÄ ÉÎÔÅÌÌÅÃÔÕÁÌ ÄÉÓÁÂÉÌÉÔÙȢ  4ÈÅÒÅ ÉÓ 

the direct influence of the impairments of the primary disability, but potentially 

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

opportunity to develop through occupational engagement.  In 2.3.5, I describe low 

levels of engagement in occupation, indicative of many people with profound 

intellectual disabilities experiencing this secondary disability and argue that this is 

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

Research has often sought to understand or measure people with intellectual 

ÄÉÓÁÂÉÌÉÔÉÅÓȭ ÅÎÇÁÇÅÍÅÎÔ ÉÎ ÁÃÔÉÖÉÔÙȟ ÏÒ ÔÈÅ ȰÄÉÒÅÃÔÉÏÎ ÁÎÄ ÅØÔÅÎÔ ÏÆ ɍÔÈÅÉÒɎ 

ÅÎÇÁÇÅÍÅÎÔ ×ÉÔÈ ÔÈÅ ÐÈÙÓÉÃÁÌ ÁÎÄ ÓÏÃÉÁÌ ÅÎÖÉÒÏÎÍÅÎÔȱ (Felce and Emerson 2004, 

p.354) as this can be seen as an indicator of the quality of their support.  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 self-report this.  Felce 

and Emerson (2004) reviewed the findings and methods of investigation of 

ÒÅÓÅÁÒÃÈ ÉÎÔÏ ÐÅÏÐÌÅ ×ÉÔÈ ÉÎÔÅÌÌÅÃÔÕÁÌ ÄÉÓÁÂÉÌÉÔÉÅÓȭ ÅÎÇÁÇÅÍÅÎÔ ÉÎ ÁÃÔÉÖÉÔÉÅÓȢ  4ÈÅÙ 

concluded that insight into the existence and degree of engagement has tended to 

come from observing 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. 

Table 2.5 Typical set of behavioural observation definition Ó ÒÅÇÁÒÄÉÎÇ ȬÅÎÇÁÇÅÍÅÎÔȭ 

(from Felce and Emerson 2004, p.356)  

Time use studies are the most well-established methods of exploring the nature of 

ÐÅÏÐÌÅȭÓ ÏÃÃÕÐÁÔÉÏÎÓ (Wilcock 2006).  There are a number of examples that have 

involved the systematic direct obÓÅÒÖÁÔÉÏÎ ÏÆ ÐÅÏÐÌÅ ×ÉÔÈ ÉÎÔÅÌÌÅÃÔÕÁÌ ÄÉÓÁÂÉÌÉÔÉÅÓȭ 

engagement in activity, for example those reported by Engleman (1999),  Klatt et 

al. (2000) and Jones et al. (1999).  Subjective judgement on the part of the observer 

is involved and Ware (2004) cautions against the risk of merely substituting the 

Social engagement Speech, sign, gesture, or other attempt to gain/ retain 
attention of another (except by challenging behaviour).  Giving 
of attention, evidenced by eye contact or  head orientation, to 
another who is reciprocally interacting 

Non-social 
engagement ς 
domestic/ personal/ 
leisure/ other 

Getting ready for/ doing/ clearing away a household/ 
gardening/ self-help/ personal/ recreational/ educational/ 
other activity 

Challenging 
behaviour 

Self-injury, aggression towards other, damage to property, 
stereotypy, other inappropriate behaviours 

Disengagement All other behaviour, including no activity, passively holding 
materials, walking when not part of an engagement activity, 
and un-purposeful activity such as manipulating materials to 
no apparent purpose 
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values and attitudes of the observer when seeking the views of the observed.  

Observation does seem to produce useful insight into engagement, as Ware herself 

acknowledges, where steps are taken to recognise and minimise subjectivity by 

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

more detail in 3.3.5).  Vos et al.ȭÓ ÒÅÓÅÁÒÃÈ ɉςπρςɊ ÁÌÓÏ ÓÈÏ×Ó ÐÒÏÍÉÓÉÎÇ ÐÏÔÅÎÔÉÁÌ 

use of physiological measurements (respiration 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 Scale (Department for Education Specialist Schools and Academies 

Trust 2011), for example, developed as a pathway to meaningful and personalised 

learning for young people with complex learning difficulties and disabilities, 

encompasses seven indicators of engagement (see Figure 2.6).  Its concepts seem 

relevant to measuring engagement (for example it is theoretically similar to the 

constructs in the MOHO taxonomy in Figure 2.1), which suggests face validity, 

though there is little information about its theoretical underpinnings.  

 

Figure 2.6 Engagement Profile and Scale (DfESSAT 2011, p.3) 

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

p.496) defined engagement as ȰÁÃÔÉÖÅÌÙ ÍÁÎÉÐÕÌÁÔÉÎÇ ÁÎ ÉÔÅÍ ɉÁÃÔÉÖÉÔÙɊ ÐÒÅÓÅÎÔÅÄȱ.  

Although they interpret ed this widely, their definition could be seen as rather 

Engagement Responsiveness 

Curiosity 

Investigation 

Discovery 

Anticipation 

Persistence 

Initiation 
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narrow, if engagement is merely a response to a stimulus presented by someone 

else.  Many people with profound intellectual disabilities do, 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 Roberts (2009) suggested additional indicators of positive affect and 

focused attention.  The level of interest and engagement in immediately available 

activities ɉÉÎ ÔÈÉÓ ÃÁÓÅ ÏÆ  ÐÅÏÐÌÅ ×ÉÔÈ !ÌÚÈÅÉÍÅÒȭÓɊ ×ÁÓ also judged by Wood et al. 

(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 as ȰÔÈÅ  ÌÅÖÅÌ ÁÎÄ functionality of an 

ÉÎÄÉÖÉÄÕÁÌȭÓ ÉÎÔÅÒÁÃÔÉÏÎ ÁÎÄ ÅÎÇÁÇÅÍÅÎÔ ×ÉÔÈ ÔÈÅÉÒ ÅÎÖÉÒÏÎÍÅÎÔȱ (Munde et al. 

2009, p.475).  Alertness seems, therefore closely linked to occupational 

engagement and can perhaps be seen as a precursor to it. 

A slightly different focus of 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 out their activities of daily living.  This definition 

has merits, despite their suggested four-point rating scale of the nature of 

engagement being incompletely defined and limited 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 they are directing its 

completion.  Along similar lines, Dijkers (2010, p.13) suggests an expansion to the 

ȰÉÎÖÏÌÖÅÍÅÎÔ ÉÎ ÌÉÆÅ ÓÉÔÕÁÔÉÏÎÓȱ ÄÅÆÉÎÉÔÉÏÎ ÏÆ ÐÁÒÔÉÃÉÐÁÔÉÏÎȟ ÂÙ ÁÄÄÉÎÇ Ȱ×ÈÉÃÈ 

ÉÎÃÌÕÄÅÓ ÂÅÉÎÇ ÁÕÔÏÎÏÍÏÕÓ ÔÏ ÓÏÍÅ ÅØÔÅÎÔȟ ÏÒ ÂÅÉÎÇ ÁÂÌÅ ÔÏ ÃÏÎÔÒÏÌ ÏÎÅȭÓ Ï×n life, 

ÅÖÅÎ ÉÆ ÏÎÅ ÉÓ ÎÏÔ ÁÃÔÕÁÌÌÙ ÄÏÉÎÇ ÔÈÉÎÇÓ ɍÂÙ ÏÎÅȭÓ ÓÅÌÆɎȱȢ  #ÅÒÔÁÉÎÌÙ !ÒÖÉÄÓÓÏÎ ÅÔ ÁÌ.ȭÓ 

review (2008) ÏÆ ÓÔÕÄÉÅÓ ÅØÐÌÏÒÉÎÇ ÁÓÐÅÃÔÓ ÏÆ ȰÐÁÒÔÉÃÉÐÁÔÉÏÎȱ ÉÎ ÙÏÕÎÇ ÁÄÕÌÔÓ ×ÉÔÈ 

mild intellectual disability suggested that a key aspect was self-determination, 

including autonomy, independence, self-empowerment and decision making. 

2.3.5 Low levels of engagement in occupation ɀ an occupational 

injustice?  

Mansell and Beadle Brown (2012) summarised the findings from all available 

studies investigating the average amount of time people with intellectual 
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disabilities spend engaged meaningfully in activities.  The findings varied 

considerably, but they concluded that compared with the general population as a 

whole who typically engage in meaningful activity and relationships over 90 per 

cent of the waking 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 imply that 

some people have extremely low levels of engagement.  In this section, I 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 with intellectual 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 well-being and one or more of four overlapping occupational rights 

proposed by Townsend and Wilcock (2004) are infringed.  These rights are set out 

in Figure 2.7 and infringement of them risks injustices of occupational deprivation, 

occupational alienation, occupational imbalance and occupational marginalisation. 
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        Figure 2.7.  Four Occupational Rights, as proposed by Townsend and Wilcock 

(2004, p.80) 

Townsend and Wilcock (2004) described this theory of occupational rights and 

risk factors as exploratory and 11 years later, this seems still to apply.  It has been 

related to forensic mental health inpatients, (Farnworth et al. 2004, Whiteford 

2000), and very old people in Sweden (Nilsson and Townsend 2010), but the only 

examples of specific use to consider the occupational lives of people with 

intellectual disabilities are by Mahoney (2009) and Mahoney and Roberts (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 example Articles 19, 

23, 28, 29 and 30, but does not explicitly map to convention.  My experience of 

working with people with intellectual disabilities over 20 years, mirrors the 

previously referred to conclusions of Mansell and Beadle Brown (2012) regarding 

their low levels of engagement in meaningful activity.  This and the research 

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 occupationally 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 

To experience occupation as 
meaningful and enriching 

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

To develop through participation in 
occupations for health and social 

inclusion 

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

To exert individual or population 
autonomy through choice in 

occupations 

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

To benefit from fair privileges for 
diverse participation in the typical 

range of occupations of a community 

(Infringement may in particular lead  
to risk of occupational 

marginalisation) 

Occupational 
Rights 
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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 example, researchers from University of Groningen have undertaken a 

number of large studies providing interesting insight into the lives of people with 

profound intellectual and multiple disabilities in the Netherlands.  Zijlstra and 

Vlaskamp (2005a), recording actual leisure provision for 160 people over a period 

of four weekends in seven residential facilities, 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 activities that did occur 

involved watching television or listening to music, with older people receiving 

significantly fewer opportunities.  Overall, the study indicated severely restricted 

ÌÅÉÓÕÒÅ ÐÒÏÖÉÓÉÏÎȟ ×ÉÔÈ ȰÍÏÒÅ ÅÍÐÔÙ ÈÏÕÒÓ ÔÈÁÎ ÑÕÁÌÉÔÙ ÔÉÍÅȱ (2005a, p.446).  In a 

second study, Vlaskamp et al. (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 questioned 

not only the limited amount of time engaged, but also the extent to which those 

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 non-residential centres (Vlaskamp 

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

This risks many unoccupied hours despite the availability of skilled support 

(Zijlstra and Vlaskamp 2005a).  The findings 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.  They noted 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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,Ï× ÌÅÖÅÌÓ ÏÆ ÓÔÁÆÆÉÎÇ ÍÁÙ ÐÁÒÔÉÁÌÌÙ ÅØÐÌÁÉÎ ÔÈÉÓȟ ÔÈÏÕÇÈ ÉÎÄÉÖÉÄÕÁÌÓȭ ÃÏÍÐÌÅØ ÈÅÁÌÔÈ 

needs are also a factor, with Zijlstra and Vlaskamp (2005a) noting how both major 

and minor medical conditions impact on engagement in planned activities.  

6ÌÁÓËÁÍÐ ÁÎÄ .ÁËËÅÎ ÄÅÓÃÒÉÂÅÄ ÈÏ× ÍÁÎÙ ÁÒÅ ÓÉÍÐÌÙ ȰÌÏÓÔ ÉÎ ÔÈÅ ×ÈÉÒÌ ȢȢȢ ÏÆ 

ÐÈÙÓÉÃÁÌ ÁÎÄ ÎÕÒÓÉÎÇ ÃÁÒÅȱ (1999, p.108) and little improvement was indicated 

more recently when Van der Putten and Vlaskamp (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 activities 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 and although 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 2003); France (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 staff 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 expected 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 needs (Finlayson et al. 2009). 

Mansell et al. (2002) suggested that such lack of occupational engagement is 

reflective of the performance of those supporting (either 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 occupations, 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 of occupational 

deprivation occurs.  If the human occupational brain constantly needs the 

stimulation from engaging in a range of occupations to develop, as Wilcock 
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suggests (1995), lack of stimulation limits development, which is particularly 

tragic in the case of those for whom 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 engagement (Mansell and Beadle-Brown 

2012).  Felce et al. (1999), for example, used non-participant observation of 56 

people from 32 English day centres and residential homes and the actions of those 

supporting them to gain understanding of their occupational 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 Hill-4ÏÕÔȭÓ (1999) 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 services.  As 

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 abilities (Taylor and 

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

A decade later little seemed to have changed with Emerson (2008)  finding from a 

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

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

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

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

ÔÉÍÅ ÁÃÔÉÖÉÔÉÅÓȟ ÔÏ ÁÖÏÉÄ ÔÈÅÍ ÂÅÉÎÇ ȰÆÏÒÇÏÔÔÅÎ ÁÎÄ ȢȢȢ ÁÔ ÈÏÍÅ with nothing to doȱ 

(PMLD Network 2009b, p.13).   Mansell and Beadle Brown (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 engagement 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 described in 2.3.2) then as 

well as being occupationally deprived, they then can also become alienated from 

their occupational nature through lack of opportunity to engage in an individually 

meaningful way.  This occupational alienation arguably infringes another proposed 

occupational right (Townsend and Wilcock 2004) to experience occupation as 

meaningful and enriching.  People with profound intellectual disabilities and other 

complex needs appear at particular risk of this. 

2.3.5.3 Occupational marginalisation from l 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 they participate in a wide 

variety of occupations lack self-determination and may become occupationally 

marginalised (Townsend and Wilcock 2004).  In Western culture, there is a general 

expectation that people will sustain a level of occupation consistent with their age, 

which can be an indicator of status (Felce and Emerson 2004).  Exclusion from 

ÅÖÅÒÙÄÁÙ ÅØÐÅÃÔÁÔÉÏÎÓ ɉÓÕÃÈ ÁÓ ÔÏ ÈÁÖÅ ÁÎÄ ÔÏ ÍÁÉÎÔÁÉÎ ÏÎÅȭÓ Ï×Î ÈÏÍÅɊ ÁÒÅ 

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 marginalised in the eyes of those providing support puts 

people in positions where they are at risk of abusive care practices such as those 

revealed to be commonplace in the Winterbourne View residential home 

(Department of Health 2012).   

Using family members and carers as informants, Mencap (2011) 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 20-35 hours per week (3-5 

hours per day) and awake at home for an average of 12-15 hours per day.   Many of 
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the activities in which people were described as engaging at home seemed largely 

passive in nature, with  one individual spending 48 hours per week/ 7 hours per 

ÄÁÙ ȰÃÈÉÌÌÉÎÇȱȟ ÁÎÏÔÈÅÒ ×ÁÔÃÈing television for 5 hours per day and a third spending 

τ ÈÏÕÒÓ ÐÅÒ ÄÁÙ ȰÌÉÓÔÅÎÉÎÇ ÔÏ ÔÈÅ ÒÁÄÉÏȱȢ  The exact nature of time spent during 

those hours is unclear in the ÓÔÕÄÙȭÓ ÆÉÎÄÉÎÇÓ ÁÎÄ the potential of sharing quieter 

ÔÉÍÅ ÉÎ ÐÅÒÉÏÄÓ ÏÆ ȬÈÁÎÇÉÎÇ ÏÕÔȭ ÔÏ ÐÒÏÖÉÄÅ ÃÏÎÔÁÃÔ ÁÎÄ ÐÒÅÓÅÎÃÅ ÁÎÄ ÔÏ ÂÅ Á ÖÁÌÕÅÄ 

activity has been demonstrated by Johnson et al (2012 p.336).   Nonetheless, 

-ÅÎÃÁÐȭÓ ÆÉÎÄÉÎÇÓ ÁÒÅ ÓÕÇÇÅÓÔÉÖÅ ÏÆ ÅØÔÅÎÓÉÖÅ ÐÅÒÉÏÄÓ ÏÆ ÕÎÏÃÃÕÐÉÅÄ ÔÉÍÅȢ  

Ensuring that there is plenty of opportunity for engagement in activities at home 

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

there if occupational injustice is to be avoided.   

! ÐÅÒÓÏÎȭÓ ÈÏÍÅ ÐÒÅÓÅÎÔÓ Á ÍÙÒÉÁÄ ÏÆ ÏÐÐÏÒÔÕÎÉÔÉÅÓ ÆÏÒ ÒÅÇÕÌÁÒȟ ÒÅÐÅÔÉÔÉÖÅ 

involvement, however partially, in ordinary daily activities (Mansell and Beadle-

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

ÁÃÔÉÖÉÔÉÅÓ ÓÕÃÈ ÁÓ ÃÏÏËÉÎÇȟ ÃÌÅÁÎÉÎÇȟ ÇÁÒÄÅÎÉÎÇ ÁÎÄ ÏÎÅȭÓ Ï×Î ÓÅÌÆ-care is an 

ÁÌÔÅÒÎÁÔÉÖÅ ÔÏ ÔÈÅ ȬÈÏÔÅÌȭ ÍÏÄÅÌ ÏÆ ÃÁÒÅ ÉÌÌÕÓÔÒÁÔÅÄ ÉÎ &igure 2.8, where people are 

inactive whilst those who support them cook and clean (Jones and Lowe 2005). 

Participation in domestic life is relatively ignored in discussions about people with 

ÉÎÔÅÌÌÅÃÔÕÁÌ ÄÉÓÁÂÉÌÉÔÉÅÓȭ ÃÏÍÍÕÎÉÔÙ ÐÁÒÔÉÃÉÐÁÔÉÏÎȢ  6ÅÒÄÏÎÓÃÈÏÔ ÅÔ ÁÌȢ (2009) found 

it referred to as a domain of community participation in only one 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 I 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 Disabilities 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 (IASSID) (Mansell and Beadle-

Brown 2012). 
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Figure 2.8 6ÉÃÉÏÕÓ #ÉÒÃÌÅ ÏÆ ÄÉÓÅÍÐÏ×ÅÒÍÅÎÔ ÉÎ ȬÈÏÔÅÌȭ ÍÏÄÅÌÓ (Jones and Lowe 2005, 

p.122) 

Some of the studies referred to previously point to particularly low levels of 

engagement in household or domestic activity at home.  For example, Felce et al. 

(1999) using  non-participant 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 0 - 27.8% indicated, however, that some people, 

particularly those with more severe disabilities, had no involvement in this at all.  

Similarly, Felce and Lowe (2000b) surveyed the residential services of 36 Welsh 

people with severe intellectual disabilities and particularly severe challenging 

behaviour, once again finding limited evidence of engagement in activity and 

participation in domestic life.  Felce, Perry and Kerr (2011) then undertook 

secondary analysis of data from other studies on the extent of participation in 

household activity of 721 adults in Wales and England and again found a strong 

association with adaptive behaviour, ÉÎ ÏÔÈÅÒ ×ÏÒÄÓȟ ×ÉÔÈ ÌÅÖÅÌÓ ÏÆ ÉÎÄÉÖÉÄÕÁÌÓȭ 

skills. 

Staff do most things 
for people rather 

than creating 
opportunities to 

participate 

People do not 
participate in valued 
activities and spend 

most time doing 
nothing 

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

spend much time 
interacting with them, 

assisting them or treating 
them with respect and are 
apprehensive about trying 
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Staff cannot think of 
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could do.  They see their 
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Finlayson et al. (2009),  noting the very low levels of physical activity of 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 

engagement in these activities could result in increased physical activity and 

therefore fitness.   Moreover, such participation also allows development of skills 

which may be transferable to other occupations.  Harr et al. (2011) used a mixed 

methods case study to explore how the engagement of one American man with 

ÍÏÄÅÒÁÔÅ ÉÎÔÅÌÌÅÃÔÕÁÌ ÄÉÓÁÂÉÌÉÔÙ ÁÎÄ ÓÐÉÎÁ ÂÉÆÉÄÁȭÓ ÅÎÇÁÇÅÍÅÎÔ ÉÎ Á ÈÏÕÓÅÈÏÌÄ ÔÁÓË 

of washing the dishes influenced his participation elsewhere in the community and 

at work.  They noted not only the increase 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 

ÙÅÁÒÓ ÈÁÓ ÃÏÎÓÉÓÔÅÎÔÌÙ ÐÒÏÍÏÔÅÄ ÐÅÏÐÌÅȭÓ ÒÉÇÈÔÓ ÔÏ ÈÁÖÅ ÆÕÌÌ ÁÎÄ ÍÅÁÎÉÎÇÆÕÌ ÌÉÖÅÓȟ 

to develop skills related to independence, to exercise choice and be fully included 

in society.  Such policies include normalisation and social role valorisation 

(Wolfensberger 1992), the Five Accomplishments (O'Brien 1992) and Valuing 

People (Department of Health 2001).  More recently, Valuing People Now 

(Department of Health 2009) and Raising our sights (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 Now ÅØÐÌÉÃÉÔÌÙ ȬÉÎÃÌÕÄÉÎÇ 

ÅÖÅÒÙÏÎÅȭ ÁÓ Á ËÅÙ ÐÒÉÏÒÉÔÙ (2009, p.5).  

Interestingly, however, in concentrating on the, admittedly extremely important, 

promotion of community presence and participation, the risks of occupational 

deprivation, alienation and marginalisation from spending a lot of time at home 

with too little to do often seem to be missed.  Raising our sights (Mansell 2010), 

implicitly takes an occupational approach in its review of services for people 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 the home, 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 SCIE (2007) is 

similarly limited to community involvement with no mention of occupational 

engagement at home.   

×  

The evidence 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 occupied and at the most risk of occupational deprivation, 

alienation and marginalisation.  Engagement seems to be linked to the 

ÏÐÐÏÒÔÕÎÉÔÉÅÓ ÁÖÁÉÌÁÂÌÅ ÁÎÄ ÔÈÅ ÑÕÁÌÉÔÙ ÏÆ ÓÕÐÐÏÒÔ ÒÅÃÅÉÖÅÄ ÁÎÄ ÔÏ ÉÎÄÉÖÉÄÕÁÌÓȭ 

social environment.  In Chapter 3, I continue my review of the literature, moving 

on to a more in depth critique 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 occupations.  I focus 

in particular on the role that occupational therapists may have in this. 
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Chapter 3. LITERATURE REVIEW Part 2:  

Occupational therapy supporting  people with 

profound intellectual disabilities to engage in 

occupation  

Having contextualised my topic, I continue my review of the literature in this 

chapter, moving on to a more critical discussion of how we can support people 

with profound intellectual disabilities well to engage in their occupations and the 

kind of relationship that best supports such engagement.  I begin by explaining the 

strategy that I used to search for literature  explored in this chapter, before 

evaluating  the evidence base underpinning occupational therapy supporting 

people with profound intellectual disabilities to engage in occupations (in 

particular at home, for reasons explained in 3.5.1 and 5.4.1).  I critique research 

evidence and theory from occupational therapy and occupational science, as well 

as related research and theory regarding Active Support and Personalised 

Residential Supports from outside the occupational therapy profession.  

3.1 Data sources and search strategy  

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

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

PsychINFO databases for evidence published during the period 1994 ɀ 2015.  

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

ÓÔÕÄÙ ÏÎ ÃÏÍÍÕÎÉÔÙ ÐÁÒÔÉÃÉÐÁÔÉÏÎȟ ÓÅÖÅÒÁÌ ÔÅÒÍÓ ÆÏÒ ȬÐÏÐÕÌÁÔÉÏÎȭ ×ÅÒÅ ÃÏÍÂÉÎÅÄ 

with a broad range of keywords relatÅÄ ÔÏ ȬÏÕÔÃÏÍÅȭ ÁÎÄ ȬÉÎÔÅÒÖÅÎÔÉÏÎȭȢ  ) ÓÅÁÒÃÈÅÄ 

on title and/or abstract and limited returns to those relating to adolescents and 

adults and to sources in English. 

Search #1 ɀ population: using the following search terms: 

Intellectual disability OR intellectual disabilities OR intellectually-disabled, 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 needs. 

Search #2 ɀ 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 homemaking OR recreation OR 

leisure OR hobbies 

Search #3 ɀ combined search #1 AND search #2 using AND  

Search #4 ɀ intervention: using the following search terms: 

Occupational therapy OR occupational science OR occupational justice OR 

occupational injustice OR clinical reasoning OR active support OR 

personalised residential supports 

Search #5 ɀ 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 alerted automatically each time a new 

edition of the following journals was published, facilitated a regular search of their 

contents pages (2009-2015) for potentially relevant articles:  

Journal of Intellectual Disability Research; Journal of Applied Research in 

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 Journal 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 Occupational Therapy; 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 needs to 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 peer-reviewed journals, mainly in occupational therapy (such as 

the British Journal of Occupational Therapy) but also occasionally in intellectual 

disabilities (such as the British Journal of Learning Disabilities).  Additionally, 

there are some sources from non-peer reviewed newsletters and some grey 

literature,  notably two unpublished theses, which I found from the bibliographies 

of sources produced by my searches. 

This section gives an overview 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.  I then highlight reviews of 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, I draw 

conclusions from this evidence about occupational therapy practice. 

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 of the evidence base, with many studies exploring the nature of current 

practice, as opposed to evaluating its effectiveness.   

A number of authors have used surveys  to gain the perspectives of larger numbers 

of occupational therapists (summarised in Table 3.1). 
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Author and year Publication type Population Aim 
Malic (1993)  Un-published 

masters 
dissertation 

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

Investigate 
occupational 
therapy service 
provided for 
people with 
intellectual 
disabilities  

Pimentel and 
Ryan (1996)  

Peer-reviewed 
journal 

14 UK occupational 
therapists 

Compare 
traditional hospital 
role with emerging 
community role 
(results guided 
subsequent 
interviews)  

Bowring et al . 
(1999)  and 
(2001)  

non-peer reviewed 
newsletter 

94 UK intellectual 
disability 
occupational therapy 
services 

Investigate 
practice trends/ 
assessments used 

/ȭ.ÅÁÌ ÅÔ ÁÌ. 
(2007)  

Peer-reviewed 
journal 

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

Investigate how 
theory used to 
guide practice 

Lill ywhite and 
Haines (2010)  

Peer-reviewed 
report (phase 1) 

69 UK occupational 
therapists 

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

Table 3Ȣυ 2ÅÓÅÁÒÃÈ ÓÅÅËÉÎÇ ÏÃÃÕÐÁÔÉÏÎÁÌ ÔÈÅÒÁÐÉÓÔÓȭ ÖÉÅ×Ó ÂÙ ÓÕÒÖÅÙ 

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 to varying interp retations.  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 which surveys can be 

expected to gain deep insight into complex topics, including engagement in 

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

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

chose instead (or additionally) to interview  occupational therapists about their 

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

Author and 
year 

Publication 
type 

Method and Population Aim 

Llewelyn 
(1991)   
 

Peer-
reviewed 
journal 

Focus groups 
21 Australian 
occupational therapists.   

Explore practice. 
 

Pimentel 
and Ryan 
(1996)  

Peer-
reviewed 
journal 

Semi-structured 
interviews (building on 
earlier survey findings) 
14 UK occupational 
therapists. 

Compare traditional hospital 
role with emerging 
community role  

Tannous 
et al. 
(1999)  

Peer-
reviewed 
journal 

12 Australian community 
occupational therapists, 
self-selecting as 
considerably 
experienced. 

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

Francisco 
and 
Carlson 
(2002)  

Peer-
reviewed 
journal 

Group and individual 
interviews.  
6 Australian occupational 
therapists. 

Explore issues faced/ 
strategies used when working 
with people from diverse 
cultural backgrounds. 

Lillywhite 
and Atwal 
(2003)  

Peer-
reviewed 
journal 

Interviews  
7 specialist UK 
occupational therapists 
(2 years' + experience). 

Gain perceptions of their own 
and others' core roles within 
their multi -disciplinary 
community teams. 

Nelson et 
al. (2009)  

Peer-
reviewed 
journal 

Multiple qualitative 
methods (short 
questionnaires, in-depth 
interviews, therapy plans 
and observation).   
7 Australian occupational 
therapists. 

Understand how they applied 
and combined approaches to 
meet complex needs of 
children with learning 
difficulties (including some 
with intelle ctual disabilities) 

Lillywhite 
and 
Haines 
(2010)  

Peer-
reviewed 
report  
(phase 2) 

8 focus groups 
49 UK occupational 
therapists. 

Understand nature of practice 

Perez et 
al. (2012)  

Peer-
reviewed 
journal 

10 Australian 
occupational therapists 
experienced in working 
with people with 
intellectual disabilities 
and behaviour support 
needs. 

Explore contribution to 
addressing behaviours of 
concern/ supporting positive 
behaviour 

4ÁÂÌÅ χȢφ 2ÅÓÅÁÒÃÈ ÓÅÅËÉÎÇ ÏÃÃÕÐÁÔÉÏÎÁÌ ÔÈÅÒÁÐÉÓÔÓȭ ÖÉÅ×Ó ÂÙ individual/ group 

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 self-selecting 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 ɀ the findings of my previous research (Lillywhite and Haines 2010) and 

Perez et al. (2012), for example, explicitly do not claim necessarily 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 

these findings are useful for understanding wider practice.  

The biggest limitation, I would suggest, in focusing so much on the views of 

ÏÃÃÕÐÁÔÉÏÎÁÌ ÔÈÅÒÁÐÉÓÔÓ ÉÓ ÔÈÁÔ ×Å ÇÅÎÅÒÁÌÌÙ ÄÏÎȭÔ ÈÅÁÒ ÔÈÅ ÖÏÉÃÅÓ ÏÆ ÏÔÈÅÒÓȟ ÉÎ 

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), a latter  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 methodologies are summarised in Table 3.3.   

Author 
and year 

Publication 
type 

Method and Population Aim 

Melton 
(1998)  

Peer-
reviewed 
journal 

Semi-structured 
interviews in a naturally 
relevant environment, 5 
individuals with mild 
intellectual disabilities 

Explore the meaning of 
experiences cooking in 
occupational therapy.   

Adams 
(2000)  

Peer-
reviewed 
journal 

Semi-structured 
interviews: 10 health 
and/or social care 
service managers, 3 
learning disability 
nurses, 4 social care 
team leaders and 3 
support workers.   

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

Nelson et 
al. (2009)  

Peer-
reviewed 
journal 

Observation of practice 
7 Australian 
occupational therapists 

Triangulate findings from 
interviews (see Table 3.2) 

Harr et al . 
(2011)  

Peer-
reviewed 
journal 

Case study, United 
States, one young man 
with moderate 
intellectual disabilities, 
visual impairment and 
spina bifida.   

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 relevance to 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 whether the researchers were 

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

do enrich and deepen their findings.  Particular insight comes from Harr et al.ȭÓ 

ÆÏÃÕÓ ɉςπρρɊ ÏÎ ÔÈÅ ÄÅÔÁÉÌ ÏÆ ÏÎÅ ÐÅÒÓÏÎȭÓ ÏÃÃÕÐÁÔÉÏÎ ÁÎÄ ÐÁÒÔÉÃÉÐÁÔÉon, using 

some quantitative data from scores on assessments such as the Canadian 

Occupational Performance Measure (Law et al. 2014), but mainly qualitative data 

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

family, some might accuse Harr of lacking impartiality, but I rather feel that her 
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closeness helped deepen her exploration of this single case and her understanding 

ÏÆ ÈÅÒ ÂÒÏÔÈÅÒȭÓ ÐÁÒÔÉÃÉÐÁÔÉÏÎȢ 

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 therapy interventions, summarised 

in Table 3.4. 

Author 
and year 

Publication 
type 

Method and Population Aim 

Midence 
(1991)  

Peer-
reviewed 
journal 

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 

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 

Green et 
al. 
(2003)  

Peer-
reviewed 
journal 

UK.  2 adults with severe 
intellectual disabilities 

Examine clinical 
effectiveness of sensory 
integrative therapy in 
response to behaviours of 
concern 

a) 
Kottorp 
et al. 
(2003c)  
and b)  
Hällgren 
and 
Kottorp 
(2005)  

Peer-
reviewed 
journals 

Sweden. Single-case designs: 
3 people with moderate 
intellectual disabilities (study 
a); 5 people with mild and 
one moderate intellectual 
disabilities (study b). 
Engagement levels measured 
using time sampling, direct 
observation and 10-minute 
interval recording of 
behaviours of residents 
during different activity 
sessions.   

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). 

Urwin 
and 
Balling er 
(2005)   

Peer 
reviewed 
journal 

UK. Single-case experimental 
design (A-B-A).  5 adults with 
moderate or severe 
intellectual disabilities and 
tactile sensory modulation 
disorder 

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

Table 3.4 Quantitative research  
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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 experimental 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 studies by Midence (1991) and Green et al. 

(2003) with participants with severe intellectual disabilities are of most relevance 

to my study (the others relating to those with mild or moderate intellectual 

disabilities).  They evaluate sensory integrative therapy as a specialist treatment 

approach to promote adaptive behaviour (including engagement in occupation).  

/ȭ.ÅÁÌ ÅÔ ÁÌ. (2007) noted the high proportion of the literature on occupational 

therapy in intellectual disabilities that relates to issues in sensory processing 

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

The oldest study by Midence (1991), although strictly speaking outside my 

literature review, still stands out as distinctive 24 years later.  He reported a 5 

month-long occupational 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 own work  

experience and research findings (Lillywhite and Haines 2010) suggest that 

occupational therapists still undertake work of the type evaluated by Midence.  

This study, although incompletely reported and now somewhat 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 the evidence 

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 I have briefly 

summarised them in Table 3.5.  A particular limitation of COT (2013b) is that the 

principles were largely drawn from only one study, my own previous research 

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

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

ÁÎÄ ÓÕÐÐÏÒÔÓ ÔÈÅ ÐÒÏÆÅÓÓÉÏÎȭÓ ×ÏÒËȢ 

Author and 
year 

Publication 
type 

Aim 

Renton 
(1992)  

Peer-
reviewed 
journal 

2ÅÖÉÅ×ÅÄ ÌÉÔÅÒÁÔÕÒÅ ÏÎ ÔÈÅ ÐÒÏÆÅÓÓÉÏÎȭÓ ÃÏÒÅ ÓËÉÌÌÓȢ 

Mountain 
(1998)  

Peer-
reviewed 
report  

Collate such quality evidence underpinning community 
occupational therapy with people with intellectual 
disabilities as existed in order to describe the practice and 
to suggest future roles.  Not a systematic review (included 
non-research based, more descriptive or anecdotal 
sources; omitted journals from outside the UK and those 
from intellectual disability field rather than occupational 
therapy).  

Melton e t 
al. (2001)  

Non-peer 
reviewed 
OT news-
letter  

Proposed some quality standards in the form of a working 
tool of scenarios considered by the authors to be best 
practice (devised through combining available evidence 
with their experience from practice).  Not all the evidence 
drawn on was cited in the article.   

OTPLD 
(2003)  

Standards 
of practice 

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

COT 
(2013b)  

Standards 
of practice 

OTPLD (2003) standards were updated by the Learning 
Disabilities Specialist Section of the College of 
Occupational Therapists (COTSSPLD) (COT 2013b).    

Table 3.5 Literature reviews and standards of practice  

3.2.5 Opinion pieces  and descriptions of practice  

The remaining evidence consists of non-research-based 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 therapy focus on the quality of 

ÉÎÄÉÖÉÄÕÁÌÓȭ ÏÃÃÕÐÁÔÉÏÎÁÌ ÌÉÖÅÓ ÁÎÄ ÏÎ ÓÕÐÐÏÒÔÉÎÇ ÅÎÇÁÇÅÍÅÎÔȢ  4ÈÅ ÏÌÄÅÓÔ ÓÏÕÒÃÅ 

by Jones has the most direct relevance to my research.  Although the words have 

ÃÈÁÎÇÅÄ ÓÏÍÅ×ÈÁÔ ÏÖÅÒ ÔÈÅ ÉÎÔÅÒÖÅÎÉÎÇ ÙÅÁÒÓȟ /ȭ"ÒÉÅÎȭÓ &ÉÖÅ 3ÅÒÖÉÃÅ 

Accomplishments (rights, independence, choice, community presence and 

community participation) are still relevant today, as can be seen by their continued 

influence on more recent policy and standards, such as Department of Health 

(2009) and COT (2013b).
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Author and 
year 

Type of 
publication 

Comments 

Jones 
(1995)  

Peer-
reviewed 
journal 

Related, then relatively new, theories of working with 
people with intellectual disabilities (e.g. Five Service 
Accomplishments (O'Brien 1992)/ value of partial 
participation) to occupational therapy.  Proposed a 
competency-based and functional skills-focused frame of 
reference (as opposed to developing underlying 
capacities) considered likely to have greater impact on 
quality of life in the present.   

Alguire et 
al. (2007)   
 

Non-peer 
reviewed 
newsletter 

Reported on garden cooking group with adults with 
intellectual disabilities in the United States, 55 years of 
age or older (none with profound intellectual disabilities) 

Reynolds 
and Field 
(2012)  

Peer-
reviewed 
journal 

Reported audit of effectiveness of occupational therapy 
treatment groups in a specialist assessment and 
treatment unit admitting those with intellectual 
disabilities, additional mental health difficulties and 
challenging behaviour.   

Levy 
Wayne 
(2013)  

Non-peer 
reviewed 
newsletter 

Described a community-based service learning initiative 
in which American occupational therapy students ran 
occupation-based groups focusing on enhancing the 
quality of life of adults with intellectual disabilities. 

Smith et 
al. (2010)  

Peer-
reviewed 
journal 

Reflected on a work-based learning programme for 
people with intellectual disabilities in a forensic service.   

Table 3.6 Opinion pieces and descriptions of practice  

3.2.6 Summary  

In the five previous sections I 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 I have said to 

occuÐÁÔÉÏÎÁÌ ÔÈÅÒÁÐÉÓÔÓȭ Ï×Î ÐÅÒÓÐÅÃÔÉÖÅÓ ÏÎ ÔÈÅÉÒ ÐÒÁÃÔÉÃÅ ÁÎÄ ÏÎÌÙ Á ÓÍÁÌÌ 

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  

I have so far presented an overall critique of the nature of the evidence related to 

occupational therapy with people with profound intellectual disabilities. With 

,ÉÌÌÙ×ÈÉÔÅ ÁÎÄ !Ô×ÁÌȭÓ ÃÏÎÃÌÕÓÉÏÎ (2003) in mind that this aspect of occupational 

therapy could usefully be more clearly articulated, I explore in this section what 

ÃÁÎ ÂÅ ÇÌÅÁÎÅÄ ÆÒÏÍ ÔÈÉÓ ÅÖÉÄÅÎÃÅ ÁÂÏÕÔ ÔÈÅ ÎÁÔÕÒÅ ÏÆ ÏÃÃÕÐÁÔÉÏÎÁÌ ÔÈÅÒÁÐÉÓÔÓȭ 

×ÏÒË ÓÕÐÐÏÒÔÉÎÇ ÐÅÏÐÌÅȭÓ ÅÎÇÁÇÅÍÅÎÔ ÉÎ ÏÃÃÕÐÁÔÉÏÎÓ ÁÔ ÈÏÍÅȢ 

3.3.1 A philosophy focused o n occupation and meaningful engagement  

In Chapter 2, I 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 of life 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 activity (Tannous 

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 Mahoney and Roberts (2009), 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 in occupation, 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 includes supporting others to have a more occupational 

focus.   
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0ÅÒÅÚ ÅÔ ÁÌȢȭÓ findings suggest that use of occupational therapy practice models, 

such as the Model of Human Occupation (Kielhofner 2008) may help identify and 

ÁÒÔÉÃÕÌÁÔÅ ÉÎÄÉÖÉÄÕÁÌÓȭ ÁÒÅÁÓ ÏÆ ÓÔÒÅÎÇÔh or difficulty, providing an alternative 

perspective to behavioural or medical models used by others in the multi-

ÄÉÓÃÉÐÌÉÎÁÒÙ ÔÅÁÍȢ  4ÈÁÔ ÓÔÕÄÙ ÁÌÓÏ ÈÉÇÈÌÉÇÈÔÅÄ ÏÃÃÕÐÁÔÉÏÎÁÌ ÔÈÅÒÁÐÉÓÔÓȭ ÂÅÌÉÅÆ ÔÈÁÔ 

their core skill of activity analysis (analysing an activity in which an individual 

struggles to engage in order to understand its demands (Creek 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 engagement (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 situations (Mattingly and 

Fleming 1994).  Those authors and Fleming (1991) described the various 

procedural, interactive, conditional, narrative and pragmatic types of reasoning 

evident when observing occupational therapists and interviewing them about this 

practice.  This theory does not seem though to have specifically been related to 

occupational therapy with people with intellectual disabilities.   

What is apparent from the evidence base, however, is the way occupational 

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 

ÒÅÁÓÏÎÉÎÇȢ  &ÏÒ ÅØÁÍÐÌÅȟ /ȭ.ÅÁÌ ÅÔ ÁÌ (2007) analysed the theories, models or 

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 et al (2009), Lillywhite and Haines (2010) and Perez et al (2012).  In what 

.ÅÌÓÏÎ ÅÔ ÁÌ ÒÅÆÅÒ ÔÏ ÁÓ Á ȰÍÕÌÔÉ-model approachȱ (2009, p.61), the following are 

examples of some of the theories on which it is said that occupational therapists 

may draw to support their clinical reasoning: 

¶ Disability theory (Perez et al. 2012). 
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¶ Behavioural theory (Perez et al. 2012). 

¶ Sensory and sensory integrative theory (O'Neal et al. 2007, Nelson et al. 

2009). 

¶ 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 to engage in 

occupation (Goodman et al. 2009, Lillywhite and Haines 2010).  The relevance of 

this theory to occupational therapy practice will be discussed further in 3.4.1. 

3.3.3 Long-term, hands on involvement  

Occupational therapists interviewed in Australia by Tannous et al. (1999) and in 

the UK by Lillywhite and Haines (2010) consistently described complex and 

changing needs requiring two  particular  qualities in their work with people with 

intellectual disabilities: 

¶ Long-term involvement.  Getting to know someone may take time and an 

intervention needs to be sufficiently lengthy 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). 

¶ Practical input and doing activities with people.  Ȭ(ÁÎÄÓ ÏÎȭ ÉÎÔÅÒÖÅÎÔÉÏÎÓ 

empowering the person and changing perceptions of others (including 

those providing support) towards them have been described as 

particularly important  (Tannous et al. 1999).    

Two Swedish studies sought to evaluate the effectiveness of long-term, practical 

interventions of this type.  Kottorp et al. (2003c) used the AMPS (see further 

3.3.5.1 below) to evaluate the outcomes of a person-centred intervention 

ÐÒÏÇÒÁÍÍÅ ÔÏ ÄÅÖÅÌÏÐ ÔÈÒÅÅ ×ÏÍÅÎ ×ÉÔÈ ÍÏÄÅÒÁÔÅ ÉÎÔÅÌÌÅÃÔÕÁÌ ÄÉÓÁÂÉÌÉÔÉÅÓȭ ÓËÉÌÌÓ 

in activities of daily living at home.  This involved occupations meaningful to each 

participant in which they wanted to improve their performance.  It appeared to 
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ÅÎÈÁÎÃÅ ÔÈÅ ×ÏÍÅÎȭÓ ÐÒÏÃÅÓÓ ÓËÉÌÌÓ ɉÔÈÏÕÇÈ ÉÔ ×ÁÓ ÕÎÃÌÅÁÒ ×ÈÅÔÈÅÒ there were 

actual changes in motor ability and awareness of disability).  Hällgren and Kottorp 

(2005) then evaluated a refined programme in a similarly-designed 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 performance in both process and motor 

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

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

extent to which the findings translate to those with severe and profound 

intellectual disabilities is uncertain. 

3.3.4 Empower ing people  

Working in a person-centred way is generally 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 a focus on empowering those with whom they are working to 

make choices, including taking risks (Tannous 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: use of theory regarding volition 

(Kielhofner 2008) supports ÁÎ ÕÎÄÅÒÓÔÁÎÄÉÎÇ ÏÆ ÔÈÅ ×ÁÙÓ ÉÎÄÉÖÉÄÕÁÌÓȭ ÉÎÔÅÒÅÓÔÓȟ 

values and beliefs about their own capacities can impact on the occupational 

choices they make (Lillywhite and Haines 2010).  In a study that I previously 

mentioned in 2.3.5.3, Harr et al. (2011) ÏÂÓÅÒÖÅÄ ÈÏ× ÏÎÅ ÙÏÕÎÇ ÍÁÎȭÓ ÉÎÃÒÅÁÓÉÎÇ 

competence and independence in the single activity of washing the dishes 

influenced both his self-confidence 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.  Vlaskamp (2005a, 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 therefore Ȱa real feat of 

skillȱ (Vlaskamp 2005a, p.152) and complex reasoning, more sensitive 

standardised assessments and a more functional approach are needed when 

assessing: 

Ȱȣ ÅÎÇÁÇÉÎÇ ÉÎ ÍÅÁÎÉÎÇÆÕÌ ÁÃÔÉÖÉÔÉÅÓ ȣ ÉÎ ÃÌÏÓÅ ÒÅÌÁÔÉÏÎÓÈÉÐ ×ÉÔÈ ÃÏÎÔÅØÔÕÁÌ 

ÆÁÃÔÏÒÓȱ (Vlaskamp 2005a, p.154). 

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

occupational therapy assessment may be particularly relevant to gaining a real 

ÕÎÄÅÒÓÔÁÎÄÉÎÇ ÏÆ ÉÎÄÉÖÉÄÕÁÌÓȭ ÓÔÒÅÎÇÔÈÓ ÁÎÄ ÎÅÅÄÓȢ  !Î ÏÐÉÎÉÏÎ ÐÉÅÃÅ Ïn how 

occupational therapists assess people with intellectual disabilities (Dwyer and 

Reep 2008) offers an interesting, albeit not research-based, perspective from two 

highly experienced practitioners.  Their suggestion was that occupational 

therapists havÅ Á ÄÉÆÆÅÒÅÎÔ ÆÏÃÕÓ ÏÎ ȰÅÎÈÁÎÃÉÎÇ ÏÃÃÕÐÁÔÉÏÎÁÌ ÐÅÒÆÏÒÍÁÎÃÅ ÒÁÔÈÅÒ 

ÔÈÁÎ ÔÒÙÉÎÇ ÔÏ ÒÅÓÔÏÒÅ ÁÎÙ ÕÎÄÅÒÌÙÉÎÇ ÉÍÐÁÉÒÍÅÎÔÓȱ (2008, p.10).  Their emphasis 

on assessing performance by observing people doing occupations, links with 

6ÌÁÓËÁÍÐȭÓ ÒÅÆÅÒÅÎÃÅ ÔÏ ÃÏÎÔÅØÔ (2005a). 

3ÕÐÐÏÒÔ ÆÏÒ $×ÙÅÒ ÁÎÄ 2ÅÅÐȭÓ (2008) assertion comes from the occupational 

therapists whose views Lillywhite and I (2010) previously sought.  We found that 

an overall purpose of occupational therapy assessment was to establish exactly 

how intellectual disability impacts on occupational performance and this is now 

stated as a principle of practice in this field (College of Occupational Therapists 

2013b).   The particular need to establish this in a population unlikely to be able to 

verbalise this impact 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 understanding by observing engagement in multiple 

environments was also stressed by Perez et al.ȭÓ ÒÅÓÐÏÎÄÅÎÔÓ (2012) and this is 

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, such as family and carers who know the person well, are very 

important (Pawlyn and Carnaby 2013, Vlaskamp 2005b), but occupational 

ÔÈÅÒÁÐÙȭÓ notable approach of assessment through observing performance does 

contribute to the more functional one called for by Vlaskamp (2005a).  

Occupational therapists have suggested that it can lead to objective and really good 

understanding of strengths and support needs (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: 

¶ Swee Hong et al. (2000) 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, which yet produced meaningful information.   

¶ Dychawy-Rosner (2003) investigated the content validity of the IRENA 

Daily Activity Assessment to measure occupational performance of adults 

with intellectual disabilities.   

¶ Jang et al. (2009) examined the psychometric 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 further reference 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 most when assessing the occupational performance of people 
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with intellectual disabilities and complex needs, including profound intellectual 

disabilities (Lillywhite and Haines 2010): 

¶ The Assessment of Motor and Process Skills (AMPS) (Fisher and Bray 

Jones 2012) and the Model of Human Occupation Screening Tool 

(MOHOST) (Parkinson et al. 2006), both MOHO assessments (Kielhofner 

2008).  Blount (2007) found that 54% of her respondents used the 

MOHOST and 48% the AMPS. 

¶ Other MOHO assessments:  

o Volitional Questionnaire (de las Heras et al. 2007), which gains 

insight into motivation for occupation through observing 

individuals whilst doing and which was used within research by 

Mahoney et al. (2013). 

o Assessment of Communication and Interaction Skills (Forsyth et 

al. 1998), which can provide insight 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). 

¶ The Pool Activity Level Instrument for Occupational Profiling (PAL) (Pool 

2012), whose strong validity (Wenborn et al. 2012) 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 the PAL, the AMPS (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, Kottorp et al. 2003b, Hällgren and Kottorp 2005, Kottorp 

2008).  These concluded ÔÈÁÔ ÔÈÅÒÅ ÉÓ Á ÇÏÏÄ ÆÉÔ ×ÉÔÈ ÔÈÅ ÁÓÓÅÓÓÍÅÎÔȭÓ ÍÕÌÔÉ-faceted 

rasch model when assessing those with mild intellectual disabilities, but an 

apparently less good fit with those who have moderate-severe 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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×ÉÔÈ ÏÎÅ ÒÅÓÐÏÎÄÅÎÔ ÔÏ 0ÉÍÅÎÔÅÌ ÁÎÄ 2ÙÁÎȭÓ ÓÕÒÖÅÙ (1996) suggesting that the 

!-03 ×ÁÓ ȰÉÎÁÐÐÒÏÐÒÉÁÔÅȱ ÆÏÒ ÔÈÏÓÅ ×ÉÔÈ ÐÒÏÆÏÕÎÄ ÉÎÔÅÌÌÅÃÔÕÁÌ ÄÉÓÁÂÉÌÉÔÉÅÓ (1996, 

p.317). 

Echoing the challenges highlighted by Vlaskamp (2005a), occupational therapists 

have long highlighted the paucity of valid and reliable tools that can measure 

occupational engagement of 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 assessment, 

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

ÁÓÐÅÃÔ ÏÆ ÓÏÍÅÏÎÅ ×ÉÔÈ ÐÒÏÆÏÕÎÄ ÉÎÔÅÌÌÅÃÔÕÁÌ ÄÉÓÁÂÉÌÉÔÉÅÓȭ ÆÕÎÃÔÉÏÎÉÎÇ (Vlaskamp 

2005a).   It is perhaps not surprising therefore, that when occupational therapists 

have found 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 indivÉÄÕÁÌÓȭ ÃÏÍÐÌÅØ ÎÅÅÄÓȢ  ) ÄÉÓÁÇÒÅÅ ÈÏ×ÅÖÅÒ ×ÉÔÈ "ÌÏÕÎÔȭÓ 

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 non-standardised way we can be less certain about 

the extent to which the results are valid and reliable.  When carefully combined 

with reasoning, findings may still be useful in practice.  

Lillywhite and Haines (2010) also found that occupational therapists tailor 

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 the MOHOST (Parkinson et al. 2006) is a 

reliable, clinically useful and flexible tool for assessing occupational performance.  

Their study however, along with those by Blount (2007), Lillywhite and Haines 

(2010) and Parkinson et al. (2014) all suggest that people with profound 

intellectual disabilities tend to score very low on such assessments and that the 
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MOHOST is therefore insufficiently sensitive to indicate change in those with 

severely impaired occupational performance.  For this reason, the MOHOExpLor, a 

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 as a 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 clinical reasoning to 

analyse complex situations and gain a good understanding of the impact of 

intellectual disabilities on engagement (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)Ȣ  !Î ÉÎÄÉÖÉÄÕÁÌȭÓ ÈÏÍÅ ÅÎÖÉÒÏÎÍÅÎÔ ÃÏÎÓÉÓÔÓ ÎÏÔ 

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 engagement (Lillywhite 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 how the environment may influence behaviour is 

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

understanding an ÉÎÄÉÖÉÄÕÁÌȭÓ ÓÅÎÓÏÒÙ ÐÒÏÃÅÓÓÉÎÇ ÎÅÅÄÓ and how the environment 

impacts on these can be an important part of their work, particularly with those 

who have profound intellectual disabilities and other complex needs (Lillywhite 

and Haines 2010).  Unmet needs can contribute to behaviours experienced by 
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others as very challenging and occupational therapy referrals often relate to 

individuals whose behaviour appears related to sensory issues (Perez et al. 2012).  

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 States (Reisman and Hanschu 

1992).   

/ȭ.ÅÁÌ (2007) 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% to using sensory integration theory at 

least occasionally.  UK occupational therapists also describe carrying out sensory 

assessment and intervention, including sensory integration therapy (Lillywhite 

and Haines 2010).  Recognising that behaviours may be sensory-seeking or 

sensory-avoiding and the link with the demands and opportunities of the 

environment may therefore be an important contribution to team efforts to 

support positive behaviours.  Experimental research (for 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 

ÓÅÖÅÒÅȢ 7ÉÔÈ ÔÈÅ ÍÁÌÁÄÁÐÔÉÖÅ ÂÅÈÁÖÉÏÕÒÓ ÏÆ ÁÌÌ ÏÆ 5Ò×ÉÎ ÁÎÄ "ÁÌÌÉÎÇÅÒȭÓ 

participants decreasing significantly and the engagement level of one participant 

increasing significantly, these studies 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 adults (see for example Iwanaga et al. 2014, 

Schaaf et al. 2012) and on those on the autistic 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 Disabilities (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 Cuppen-Fonteine 2007, Lima et al. 2012), they do not seem to have 

been the focus of sensory integration ÒÅÓÅÁÒÃÈ ÓÉÎÃÅ 2ÅÉÓÍÁÎȭÓ ÓÉÎÇÌÅ ÃÁÓÅ ÓÔÕÄÙ 

(1993) in which sensory integration therapy was used to reduce self-injurious 

behaviour in one adult with profound intellectual disabilities.   Lima et al.ȭÓ  (2012) 

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

from neither an occupational therapy 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 al.ȭÓ (1999) 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 described a reciprocal rather than one-way relationship, where the 

ÔÈÅÒÁÐÉÓÔ ÁÌÓÏ ÌÅÁÒÎÓ ÆÒÏÍ ÔÈÅ ÐÅÒÓÏÎ ×ÉÔÈ ÉÎÔÅÌÌÅÃÔÕÁÌ ÄÉÓÁÂÉÌÉÔÉÅÓȢ  -ÅÌÔÏÎȭÓ (1998) 

participants with mild intellectual disabilities reported valuing their occupational 

ÔÈÅÒÁÐÉÓÔȭÓ ÅÍÐÏ×ÅÒÉÎg style, respectful attitude, 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 themselves, but also with others to meet their 

needs (COT 2013a, 2013b).   This includes colleagues in multi-professional teams, 

as collaboration and multi-or inter -disciplinary assessment with them and with 

mainstream or generic health and social care services is essential fully to 

understand and meet ÐÅÏÐÌÅȭÓ ÎÅÅÄÓ (Emerson et al. 2009, 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 multi-disciplinary 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 occupational ÔÈÅÒÁÐÉÓÔÓȭ ÃÏÌÌÁÂÏÒÁÔÉÖÅ ×ÏÒËȟ 

which is the focus of the remainder of this section, is with family members and 

those who are paid to support people with intellectual disabilities on a day to day 

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

3.3.7.1 Consultative role supporting enhanced quality of support  

"ÒÏÎÆÅÎÂÒÅÎÎÅÒȭÓ ÅÃÏÌÏÇÉÃÁÌ ÓÙÓÔÅÍÓ ÔÈÅÏÒÙ (2005) emphasises the way that an 

ÉÎÄÉÖÉÄÕÁÌȭÓ ÄÅÖÅÌÏÐÍÅÎÔ is shaped by the interactions between themselves and 

the systems of which they are part.  Professionals, including occupational 

therapists, have an extremely important role when inputting into support systems, 

in changing perceptions and improving the quality 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 policy (Department 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 Rose (2010) concluded that levels of staff 

interaction and support and staff attitudes towards residentsȭ behaviour 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 when engaged in a co-occupation 

with someone else, as previously described in 2.3.2 (Mahoney and Roberts 2009).   

They suggested that occupational therapy is most likely successfully to support 

occupational engagement by focusing on building rapport and enabling co-

occupation between people with intellectual disabilities and those that support 

them (Mahoney et al. 2013).  Family members interviewed by Mansell (2010) 

consistently suggested that the quaÌÉÔÙ ÏÆ ÓÕÐÐÏÒÔ ×ÏÒËÅÒÓȭ ÒÅÌÁÔÉÏÎÓÈÉÐÓ ×ÉÔÈ 

those they supported was of primary importance, with values and attitudes at least 
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ÁÓ ÉÍÐÏÒÔÁÎÔ ÁÓ ÅØÐÅÒÉÅÎÃÅȢ  (Å ÃÏÎÃÌÕÄÅÄ ÔÈÁÔ ȰÇÏÏÄ ÓÅÒÖÉÃÅÓ ÆÏÃÕÓ ÏÎ ÔÈÅ ÑÕÁÌÉÔÙ 

of staff relationships with the disabled persoÎȱ (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 in both 

levels of engagement in activity and, in particular, staff-resident interaction, 

following training sessions and weekly feedback meetings over five months.  

Lillywhite and Haines (2010) found that occupational therapists support others to 

recognise the value 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 for 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), though there does 

not seem to have been a response to the long standing suggestion 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 this consultative 

role of improving care through getting 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 perceptions (Tannous et al. 1999) and 

building up sufficient rapport to achieve this can take time (COT 2013) (see 3.3.3).  

The findings of my previous research (Lillywhite and Haines (2010) suggest that in 

order to motivate staff teams to work in different ways, occupational 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 

need to 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 I have reviewed tells us something 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 occupational 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 to support 

positive behaviours occupational 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. 2012).  The occupational therapists surveyed by Bowring et al. (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 described prioritising this work.   

3.4 Other approaches to supporting engagement  

In this section I broaden the review to include two other approaches to supporting 

engagement in occupation from outside the occupational therapy literature: active 

support and personalised 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 using (Goodman et al. 2009, 

Lillywhite and Haines 2010).   

3.4.1 Active support  

4ÈÅ ÔÅÒÍ ȰÁÃÔÉÖÅ ÓÕÐÐÏÒÔȱ ÉÓ ÕÓÅÄ ÉÎÃÌÕÓÉÖÅÌÙ ÈÅÒÅ ÔÏ ÒÅÆÅÒ ÔÏ ÂÏÔÈ ÏÆ ÔÈÅ ÖÅÒÙ 

similar variants of this approach, that is what Mansell and Beadle-Brown (2012) 

ÃÁÌÌ ȬÁÃÔÉÖÅ ÓÕÐÐÏÒÔȭ ÁÎÄ !ÓÈÍÁÎ ÅÔ ÁÌȢ (2010) ÃÁÌÌ ȬÐÅÒÓÏÎ-ÃÅÎÔÒÅÄ ÁÃÔÉÖÅ ÓÕÐÐÏÒÔȭȢ 

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

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

ÉÎÖÏÌÖÉÎÇ ȬÄÏÉÎÇ ÆÏÒȭ ÁÓ ÉÎ ÔÈÅ ȬÈÏÔÅÌȭ ÍÏÄÅÌ ÏÆ ÃÁÒÅ illustrated in Figure 2.8 (Mansell 
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and Beadle-Brown 2012, Ashman et al. 2010).  Those authors describe the 

following four essential qualities in this enabling relationship, which: 

¶ Supports engagement in meaningful activity and relationships.  

¶ Sees the potential of supporting such engagement in every moment, 

emphasising opportunities for ordinary everyday activity around the 

home rather than setting up special activity.  

¶ 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. 

¶ 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 Beadle-Brown 2012).  

Participation, or engagement, is said to increase because 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 

enable engÁÇÅÍÅÎÔ ÉÓ ÇÉÖÅÎȢ  4ÈÉÓ ȰÖÉÒÔÕÏÕÓ ÃÉÒÃÌÅ ÏÆ ÐÏÓÉÔÉÖÅ ÉÎÔÅÒÁÃÔÉÏÎ ÁÎÄ 

ÅÍÐÏ×ÅÒÍÅÎÔȱ (Jones and Lowe 2005, p.123), is illustrated in Figure 3.7, the 

opposite of the vicious circle of disempowerment previously described in the hotel 

model of care. 
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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 description about active support.  Additionally, I discovered an additional 

two research articles prior to the search period of 1994-2015 and two recent 

books about active support (Mansell and Beadle-Brown 2012, Ashman et al. 2010).  

Most of the research studies were carried out in England or Wales, with the 

exception of seven Australian studies (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 support-themed 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: 

¶ Many studies using multiple baseline before and after designs (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). 

¶ A smaller number of studies comparing services 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).       

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

Some studies have 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 behaviour (Mansell et al. 2003a, Mansell et al. 2003b, 

Ashman and Beadle-Brown 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, Toogood et al. 2009, Stancliffe et al. 

2010, Beadle-Brown et al. 2012), depression (Stancliffe et al. 2010) and 

opportunities for choice (Koritsas et al. 2008, Beadle-Brown et al. 2012). 

Only three studies have used a qualitative methodology, a small proportion (less 

than 10%) of the research into active support: Totsika et al. (2008) explored the 

experiences of those participating in active support interactive training;  Fyffe et al. 

(2008) interviewed support staff and service managers to explore organisational 

factors associated with implementing active support; and Graham et al. (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 WÉÌÌÉÁÍÓȭ ÁÒÇÕÍÅÎÔ (2005) that active 

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 person-centred 
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(Harman and Sanderson 2008, Jones and Lowe 2008) (my own understanding 

being that it is so and that if you are not being person-centred, you are not 

following active support).  

4ÈÒÅÅ ÒÅÖÉÅ×Ó ÏÆ ÔÈÉÓ ȰÉÍÐÒÅÓÓÉÖÅ ÂÏÄÙ ÏÆ ÅÖÉÄÅÎÃÅȱ (Mansell and Beadle-Brown 

2012, p.86) underpinning active support have been published (Stancliffe et al. 

2008c, Mansell and Beadle-Brown 2012, Hamelin and Sturmey 2011).  From these 

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

about this way of supporting people: 

¶ When full training in active support has been completed, this consistently 

seems to lead to increased engagement in activity by adults with severe 

and profound intellectual disabilities living in small homes of 1-7 

residents with 24 hour staffing (Stancliffe et al. 2008c). 

¶ Active support has mostly been shown to lead to significant increases in 

staff assistance (Stancliffe et al. 2008c). 

¶ Some studies suggest that active support is most effective when used with 

people with lower levels of adaptive behaviour (and therefore higher 

support needs) (Mansell and Beadle-Brown 2012). 

¶ Well-implemented active support can overcome and compensate for 

societal/ environmental disablement and enable even those with the 

greatest support needs to engage in meaningful activities and 

relationships at levels usually achieved by those with less disability. 

¶ Increases in engagement are smaller where implementation is weak 

(Mansell and Beadle-Brown 2012) for example experiential training for 

staff is missing (Jones et al. 2001b, Ashman and Beadle-Brown 2006, 

Beadle-Brown et al. 2012). 

¶ 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 means tÈÁÔ ÉÔ ÓÈÏÕÌÄ ÂÅ ÒÅÇÁÒÄÅÄ ÁÓ Á ȰÐÒÏÍÉÓÉÎÇ 

ÔÒÅÁÔÍÅÎÔȱ ɉςπρρȟ Ð.168)  as opposed to an evidence-based practice. 
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¶ There is only limited qualitative research on active support and a lack in 

particular of research evidence about the nature of more and less 

effective 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 therapists themselves 

describe sometimes using.  It is unclear, however, exactly how 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 extensive Australian research, Cocks and Boaden (2011) explored the 

ÃÈÁÒÁÃÔÅÒÉÓÔÉÃÓ ÏÆ ×ÈÁÔ ÔÈÅÙ ÎÁÍÅÄ ȰÐÅÒÓÏÎÁÌÉÓÅÄ ÒÅÓÉÄÅÎÔÉÁÌ ÓÕÐÐÏÒÔȱ ɉ023Ɋ ÆÏÒ 

those with developmental disabilities, including intellectual disabilities.  They 

began by reviewing existing empirical research and descriptive literature relevant 

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

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

support discussed above, which leads me to question the thoroughness of  this 

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

intellectual disabilities with low, moderate and high support needs over two years, 

at the same time surveying 18 individuals considered to have expertise 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 

ÂÙ ÃÏÎÃÉÌÉÁÔÉÏÎ ÁÎÄ ÃÏÎÓÅÎÓÕÓȟ ÔÈÅÙ ÐÒÏÐÏÓÅÄ Á Ȱ023 ÑÕÁÌÉÔÙ ÆÒÁÍÅ×ÏÒËȱ (2011, 

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 engagement in typical household activities) and the most pertinent 

aspects are illustrated in Figure 3.8.  Perhaps not surprisingly, there are many 

similarities with the points I 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 leadership (Beadle-Brown et al. 2014 

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

 

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 occupational injustice where support is 

insufficient to enable engagement in occupations.  Occupational therapists 

describe supporting achievement of such engagement, but the overall evidence 

base for this role is limited and more detailed understanding of its 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 

ÃÏÎÃÅÒÎÅÄ ×ÉÔÈ ÐÅÏÐÌÅȭÓ ÅÎÇÁÇÅÍÅÎÔ ÉÎ ÏÃÃÕÐÁÔÉÏÎÓ ÁÔ ÈÏÍÅȢ  4ÈÅÒÅ ÉÓ Á 

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 therapy can be seen, the existing evidence does not make clear 

any differences or overlaps between them.   

Assumptions 
with flexibility and 

resources PRS can be 
available to those with 

complex needs 

Leadership 
Someone with a clear vision 

needs to be the driving 
force (professional/ family/ 

the person) 

My home 
A 'home' rather than 

'accommodation'. Person 
engages in typical 

household activities 

One person at a time 
The person's voice is 

central and the 
arrangements are designed 

around their unique 
identity 

Planning 
Time and effort needs to be 
invested with a long-term 

outlook 

Control 
The arrrangements 

promote self-determination 
for the person 

Support 
needs to be flexible, 

creative and responsive  

The person thrives 
through enhanced 

wellbeing, roles and 
opportunities for growth 

and development 

Social inclusion 
arrangements focus on 

participation, engagement 
and social networks, both 

at home and in the 
community 
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This final part of my review outlines aspects of this topic about which further 

research is required, focusing on both knowledge and methodological gaps in the 

literature.  Making connections with research priorities identified by others, I end 

by stating the question that this study has sought to answer and its aims.  

3.5.1 Aspects in need of further research  

Further research is needed into the following aspects 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) those regarded 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 in research, 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 be understood and illustrated better.  

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

ÎÁÔÕÒÅ ÏÆ ÅÎÇÁÇÅÍÅÎÔ ÉÎ ÁÎ ÏÃÃÕÐÁÔÉÏÎ ÁÔ Á ȰÓÅÎÓÏÒÙ ÌÅÖÅÌȱ ÁÎÄ ÔÈÅ ÃÏÎÃÅÐÔ 

ÏÆ ȰÃÏ-ÏÃÃÕÐÁÔÉÏÎȱ ÂÅÔ×ÅÅÎ ÔÈÅ ÐÅÒÓÏÎ ÁÎÄ ×ÈÏÅÖÅÒ ÉÓ ÓÕÐÐÏÒÔÉÎÇ ÔÈÅm to 

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, as is suggested by Mencap (2011), people 

may spend a lot of time at home, then as well as promoting community 

inclusion, there is a need to focus on the quality 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 scoping project 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 allowing people 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 area 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 therapists 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 are also gaps 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 Lacey (2005) reviewed and compared 

articles in the intellectual disabilities field from two years a decade apart (1990-1 

and 2000-1) and made a number of recommendations regarding research 

priorities.  As my conclusions seem to fit within five of their priorities, I have used 

these to structure my conclusions. 

1. Research that builds on the research of others  

The active support literature is a good 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 
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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.  I realise now, for 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. 

2. 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 positivist 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 using qualitative observation 

(as opposed to much more prevalent quantitative, non-participant 

observation) are notably absent (Norah Fry Research Centre 2009).  

Simmons and Watson (2014) reiterated this absence of participant 

observation in studies researching children with profound intellectual 

ÄÉÓÁÂÉÌÉÔÉÅÓȢ  4ÈÅÙ ÃÏÎÃÌÕÄÅÄ ÔÈÁÔ ÒÅÓÅÁÒÃÈ ÉÎ ÔÈÉÓ ÆÉÅÌÄ ÉÓ ȰÕÎÄÅÒ-ÄÅÖÅÌÏÐÅÄȭȟ 

×ÉÔÈ ȰÁ ÇÅÎÕÉÎÅ ÇÁÐ ÉÎ ÏÕÒ ÍÅÔÈÏÄÏÌÏÇÉÃÁÌ ȬÔÏÏÌ ÂÏØȭ ÆÏÒ ÒÅÓÅÁÒÃÈÉÎÇ ȣ ÉÎ 

respectful, ethical and authentÉÃ ×ÁÙÓȱ (2014, p.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 world in 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.   

3. Research using a methodology consistent with the theory 

underpinning the interve ntion  

The evidence (see 3.3.3) suggests that successful outcomes arise from 

occupational therapy that is creative, flexible, hands-on and long-term 



 

97 
 

(Lillywhite and Haines 2010).  In order to gain insight into this occupational 

therapy and the clinical reasoning underpinning it, it to me seems 

important  to use a research design with similar characteristics. 

4. Research that provides more than simple outcome measures  

Although measuring the effectiveness of interventions is important, there is 

an additional need for studies that produce more detailed insight into the 

complex problem of how to support people effectively to engage in 

occupations.   Porter and Lacey (2005) suggested that in addition to 

measuring outcomes, there is a need for research that can explore the 

process by which change occurs and thereby the kind of support that 

enables new learning. 

5. Research that gains the views of those with intellectual disabilities  

Porter and Lacey (2005) highlighted the lack of research gathering the 

views of people with intellectual disabilities themselves. Although since 

then there have been some notable examples of participatory research (for 

example Williams et al. 2010, Williams et al. 2012), the perspectives of 

those with complex needs, such as profound intellectual disabilities 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 they find 

meaningful at home? 

Aims 

1. To understand  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: 

¶ Its various forms. 

¶ The reasoning behind choosing these forms and adapting them to 

ÉÎÄÉÖÉÄÕÁÌÓȭ ÎÅÅÄÓȢ 

¶ Underpinning values and theories. 

¶ The ways it addresses issues of occupational justice faced by 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. To gain a better understandÉÎÇ ÏÆ ÏÃÃÕÐÁÔÉÏÎÁÌ ÔÈÅÒÁÐÉÓÔÓȭ ÃÏÎÓÕÌÔÁÎÃÙ ÒÏÌÅ 

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 therapists, 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.  I 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 non-participant 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 exactly how  they do this and whether 

what they do differs from methods of supporting engagement that have the most 

evidence in the literature. 

My research question links to theory about the nature of this occupational therapy 

relationship.   Sensitising concepts (Carpenter and Suto 2008) from the 

ÐÒÏÆÅÓÓÉÏÎȭÓ ÃÏÎÃÅÒÎÓ ÁÎÄ ÍÙ Ï×Î ×ÏÒÌÄ ÖÉÅ× ÈÁÖÅ ÉÎÅÖÉÔÁÂÌÙ ÓÈÁÐÅÄ ÔÈÅ ÓÔÕÄÙ 

and the philosophical assumptions underlying my choices in the design of this 

research need to be made explicit (Cousin 2009, Weaver and Olson 2006).  Values, 

such as person-centredness and assumptions (that engagement in meaningful 

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

occupational therapy.   Additionally, I 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, beliefs and 

theories informing and supporting my research form my conceptual framework 

(Huberman and Miles 2002) (see further 4.4.1). 

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

¶ My philosophical assumptions about the nature of reality (ontology). 

¶ How can I know what is known (epistemology). 

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

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

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

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

(2006, p.2) ÒÅÆÅÒ ÔÏ ÁÓ ÔÈÅ ȰÉÇÎÏÒÁÎÃÅ ÉÓ ÂÌÉÓÓȱ ÁÐÐÒÏÁÃÈ ÔÏ ÔÈÅ ÒÅÌÁÔÉÏÎÓÈÉÐ ÂÅÔ×ÅÅÎ 

research philosophy and methodologies, or research strategies.  This leads 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 topic (Dyson and Brown 

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

) ÈÁÖÅ ÔÁËÅÎ $ÙÓÏÎ ÁÎÄ "ÒÏ×ÎȭÓ ÁÄÖÉÃÅ (2006) not to begin at the philosophical 

level with rigid decisions about key positions, as this denies the possibility of the 

design being informed by other assumptions and risks embedding into it all the 

criticisms of such positions made by others.  Instead, I will begin by discussing 

decisions about methodology before exploring in 4.3.4 the implicit assumptions 

regarding my own position as researcher and the effect this may have had on 

creation of the data.  

4.2 Identifying my methodology  

I 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.  I also consider some alternative choices I could have made. 
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4.2.1 What kind of research study?  

My research question sought new insights into a little understood situation, 

assessing the phenomena of occupational therapy in new light and potentially 

generating ideas ÆÏÒ ÆÕÒÔÈÅÒ ÒÅÓÅÁÒÃÈȢ  4ÈÉÓ ÓÔÕÄÙȭÓ ÐÕÒÐÏÓÅ ×ÁÓ ÔÈÅÒÅÆÏÒÅ 

exploratory rather than descriptive or explanatory.  Robson (2002) suggests that a 

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

it progresses. 

Discussing thÅ ȰÓÃÉÅÎÃÅ ÏÆ ÔÈÅ ÕÎÉÑÕÅȱȟ 2ÏÌÆÅ ÈÉÇÈÌÉÇÈÔÓ ÔÈÅ ÄÉÆÆÉÃÕÌÔÉÅÓ ÏÆ ÄÅÓÃÒÉÂÉÎÇ 

ÔÈÅ ÃÏÎÃÅÒÎÓ ÏÆ ÐÅÒÓÏÎÓ ɉÒÁÔÈÅÒ ÔÈÁÎ ÐÅÏÐÌÅɊ ÕÓÉÎÇ Á ȰÓÃÉÅÎÃÅ ÏÆ ÌÁÒÇÅ ÎÕÍÂÅÒÓȱ 

(2000, p.42).  With a hypothetico-deductive approach, I would derive a hypothesis 

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

enabling it to be rejected or retained for the time being (Willig 2008) .  I was 

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

required an approach that could 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 I consider in more detail 

later, could a study with a positivist epistemology answer my research question?  It 

would aim to produce objective knowledge and impartial and unbiased 

understanding (Willig 2008)Ȣ  )Ô ×ÏÕÌÄ ÉÍÐÌÙ ÁÃÃÅÓÓÉÎÇ Á ȰÔÒÕÔÈȱ ÏÕÔ ÔÈÅÒÅȟ 

separable from myself, about the interactions of occupational therapists with 

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

would enable prediction to be made (Cousin 2009).  It would use a survey or other 

standardised research instrument to filter out my unconsciously selective 

perception and biases (Dyson and Brown 2006).   Would getting the opinion of 200 

experts achieve the depth of understanding I am seeking?  If occupational 

therapists are not always fully mindful  of their practice (Reid 2009), it may not be 

something they are able to describe adequately in response to a survey.  This is a 

limitation of some of the studies previously explored in 3.2.1. 

I find it difficult to conceive of a standardised research instrument that could 

produce sufficiently in depth knowledge about the topic in which I am interested, 

or a randomised controlled trial that could evaluate a type of occupational therapy 
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intervention, which I know to be so different with every person.  I conclude 

therefore that my research question does not suggest a positivist or post-positivist 

quantitative 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 about 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). 

I am interested then in the views of these players, the occupational therapists, the 

people with intellectual disabilities, the support workers who participate in my 

research.  As well as seeking an outside etic perspective, I wished to understand 

and reflect their emic perspectives as insiders within th e culture (Carpenter and 

Suto 2008), researching with them rather than on them (Finlay 2006).   Instead of 

a positivistic distancing of myself, my research question suggested a need for 

interaction between myself and my participants and that I myself was a data 

collection tool (Robson 2002).  I 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 I have taken to developing knowledge 

(Hammell 2006), has in linking research philosophy and methods.  I am now much 

more aware of the multi-paradigmatic nature of qualitative research (Carpenter 

and Suto 2008) than I was when carrying out previous research (Lillywhite and 

Haines 2010)Ȣ  $ÅÓÃÒÉÂÉÎÇ ÔÈÅ ÍÅÔÈÏÄÏÌÏÇÙ ÉÎ ÔÈÁÔ ÒÅÓÅÁÒÃÈ ÍÅÒÅÌÙ ÁÓ ȰÑÕÁÌÉÔÁÔÉÖÅȱ 

perhaps limited the degree to which we thought about the kind of knowledge we 

were creating.   I next justify the choice of case study methodology to address my 

particular research question and explore the kind of case study I have conducted.  I 

then consider this methodology in relation to others I could have used (notably 

ethnography and grounded theory) before exploring the theoretical perspectives 

and research philosophy underpinning 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 

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

ÏÃÃÕÐÁÔÉÏÎÁÌ ÔÈÅÒÁÐÉÓÔÓȭ ÖÉÅ×Ó ÏÎ ÔÈÅÉÒ Énterventions, my experience suggested 

that individual or group interviews alone might be insufficient for the detail of 

what they do and why to become visible (Lillywhite and Haines 2010).  This is 

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

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

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

accommodate observing practice, as for example Mattingly and Fleming (1994) did 

×ÈÅÎ ÒÅÓÅÁÒÃÈÉÎÇ ÏÃÃÕÐÁÔÉÏÎÁÌ ÔÈÅÒÁÐÉÓÔÓȭ ÃÌÉÎÉÃÁÌ ÒÅÁÓÏÎÉÎÇȢ   

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

what is going on in it (Cousin 2009)Ȣ  9ÉÎȭÓ ÄÅÓÃÒÉÐÔÉÏÎ ɉςππωȟ Ð.9) of case studies 

classically being used to ÅÓÔÁÂÌÉÓÈ ȰÔÈÅ ÈÏ× ÁÎÄ ×ÈÙ ÏÆ Á ÃÏÍÐÌÅØ ÈÕÍÁÎ ÓÉÔÕÁÔÉÏÎȱ 

immediately suggests relevance.  They can generate understanding through 

systematic exploration (Simons 2009) and are well-suited to broad and in 

ÐÁÒÔÉÃÕÌÁÒ ȰÈÏ×ȱ ɉÏÒ ȰÉÎ ×ÈÁÔ ×ÁÙȱɊ ÒÅÓÅÁÒÃÈ ÑÕÅÓÔÉÏÎs (Cousin 2009). 

There are differing views about whether case study research is a methodology at 

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

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

methodology).  Certainly this is the sense I get from Stake (1995), Yin (2009) and 

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

Ȱ)Î-depth exploration from multiple perspectives of the complexity and 

uniqueness of a particular project, policy, institution, programme or system in 

Á ȬÒÅÁÌ-ÌÉÆÅȭ ÃÏÎÔÅØÔȢ  )Ô ÉÓ ȣ ÉÎÃÌÕÓÉÖÅ ÏÆ ÄÉÆÆÅÒÅÎÔ ÍÅÔÈÏÄÓ ÁÎÄ ȣ ÔÈÅ ÐÒÉÍÁÒÙ 

purpose is to generate in-ÄÅÐÔÈ ÕÎÄÅÒÓÔÁÎÄÉÎÇȣȱ (Simons 2009, p.21). 

This diverse methodology has been used in many different ways, though Willig 

(2008) identifies five relevant defining features: 

¶ A focus on the particular rather than the general ɀ the subtlety and 

complexity of the case (Bassey 1999). 



 

104 
 

¶ Close attention paid to context ɀ social truths are complex and embedded 

(Bassey 1999) and phenomena are integrated systems which cannot be 

understood in isolation (Thomas 2011).  Attending to context allows thick 

description (Stake 1995). 

¶ Information from diverse sources for in depth understanding (Merriam 

1998). 

¶ A focus on change and development over time. 

¶ Theory generation, though in a specific way that I will discuss further in 

4.2.3.3. 

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

ȰÐÁÒÔÉÃÕÌÁÒÉÔÙȟ ÃÏÍÐÌÅØÉÔÙ ÁÎÄ ÕÎÉÑÕÅÎÅÓÓȱȟ ÔÏ ÕÓÅ 3ÔÁËÅȭÓ ÃÌÁÓÓÉÃ ÄÅÆÉÎÉÔÉÏÎ (1995, 

p. xi), of occupational therapy in a real life context (Simons 2009, Yin 2009).  It 

relies on inductive reasoning and multiple sources of information (Merriam 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 

ÁÓ Á ȰÃÁÓÅȱ ÏÒ ȰÃÁÓÅÓȱ ÔÏ ÂÅ ÉÎÖÅÓÔÉÇÁÔÅÄȩ  +ÅÙ ÁÕÔÈÏÒÓ ÄÉÆÆÅÒ ÉÎ ÔÈÅÉÒ definitions of a 

ȰÃÁÓÅȱȟ ÁÓ ÃÁÎ ÂÅ ÓÅÅÎ ÉÎ 4ÁÂÌÅ 4.1.  There is disagreement, for example 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 case, but 

Cousin (2009) implying that such a phenomenon is well-suited.   

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 real-life context (Yin 2009), or a particular project or system (Simons 

2009).  It is an entity with a unique life that we do not sufficiently understand. 
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Author  $ÅÆÉÎÉÔÉÏÎ ÏÆ ȰÃÁÓÅȱ 

Yin (2009, 

p.18) , 2009 

Investigates a contemporary phenomenon in depth, in its real 

life context, especially when boundaries between phenomenon 

and context are not clearly evident 

Stake (2008, 

p.120-1)  

a bounded system, a special something to be studied; an object, 

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 

(1998, p .27)  

ȰÁÎ ÉÎÔÅÎÓÉÖÅȟ ÈÏÌÉÓÔÉÃ ÄÅÓÃÒÉÐÔÉÏÎ ÁÎÄ ÁÎÁÌÙÓÉÓ ÏÆ Á ÓÉÎÇÌÅ 

ÉÎÓÔÁÎÃÅȟ ÐÈÅÎÏÍÅÎÏÎ ÏÒ ÓÏÃÉÁÌ ÕÎÉÔȱ  

Simons (2009, 

p.4)  

A broad definition, including a particular project, policy, 

institution, programme, process or system 

Denscombe 

(2007)  

Appropriate for researching processes and relationships 

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

school, intervention, situation, incident, or experience 

Thomas (2011, 

p.9)  

Ȱ#ÁÓÅ ÓÔÕÄÙ ÉÓ ȣ Á ÆÏÃÕÓ ÁÎÄ ÔÈÅ ÆÏÃÕÓ ÉÓ ÏÎ ÏÎÅ ÔÈÉÎÇȟ ÌÏÏËÅÄ ÁÔ 

ÉÎ ÄÅÐÔÈ ÁÎÄ ÆÒÏÍ ÍÁÎÙ ÁÎÇÌÅÓȱ 

4ÁÂÌÅ ψȢυ 6ÁÒÙÉÎÇ ÄÅÆÉÎÉÔÉÏÎÓ ÏÆ Á ȰÃÁÓÅȱ 

4.2.3 Nature of this case study  

Using this methodology requires specifying the physical borders, population, range 

of activities, time-span and actors within the case (Cousin 2009).  In this section I 

describe in detail the design of this case study explaining and justifying my 

exploration of a single case of the occupational therapy of a small group of people. 

My conceptual framework is discussed further in 4.4.1.  Such initial theory (Hamel 

et al. 1993), study propositions (Yin 2009), or issues in my mind (Stake 2008) 

played a role in organising my case study, for example 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 is something 

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 or instrumental one (Stake 1995), or a critical, 

extreme, representative or revelatory one (Yin 2009) was required, involved 

considerable thought.  Thomas (2011) explores the various classifications and his 

original and well-considered conceptualisation of the different types according to 

subject, purpose, approach and process allowed me to construct the kind of case 

that I considered relevant to my research question, as I now explain. The design of 

the case is also summarised in Appendix 1. 

4.2.3.1 Subject 

The case forms a good example of occupational therapy with people with profound 

intellectual disabilities.  It is a key, or exemplary, case (Thomas 2011), though note 

ÔÈÁÔ ) ÁÍ ÎÏÔ ÉÍÐÌÙÉÎÇ ÔÈÁÔ ÔÈÅ ÃÁÓÅ ÉÓ ȰÂÅÓÔ ÐÒÁÃÔÉÃÅȱȢ  4ÈÅ ×ÏÒÄ ȰÅØÅÍÐÌÁÒÙȱ ÉÓ 

used here in the sense 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 purpose at its heart.  It is a puzzlement, 

where I am seeking in depth understanding of what is happening and why in this 

occupational therapy and possibly theory (Thomas 2011).  The selected case is an 

exemplar of the general phenomenon identified in my research question and I 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 I have taken requires detailed consideration and Thomas (2011) 

summarises the varying experimental, descriptive, interpretative, illustrative, 

theory-testing or theory-building approaches that are possible.   

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 story-telling (predominantly narrative), or 

picture-drawing (predominantly descriptive or analytical) accounts of the case 

(Bassey 1999) are however more discursive than theory-seeking, whereas my 

research question seems to require an approach that goes beyond mere 

illustration.  The following is a summary of specific aspects of the broader 

approach that I have taken. 

a. An interpretive and social constructionist approach  

Authors that I have drawn on most in designing this research, 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, I discuss in more detail the interpretive and social 

constructionist approach I 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 I adopt, 

eliminating subjectivity is not achievable (Simons 2009) as it is inherent in the 

judgements I make and the views I express and in any case, I am exploring 

subjectively experienced phenomena.  The approach I 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.  I 

remained reflexive and the impact of my values, predispositions and feelings 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.  I need therefore to be clear about the extent to which I 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 research (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:  

ȰÄÁÍÁÇÅ ÏÃÃÕÒÓ ×ÈÅÎ ÔÈÅ commitment to generalise or to theorise runs so 

strong that the researcher's attention is drawn away from features important 

ÆÏÒ ÕÎÄÅÒÓÔÁÎÄÉÎÇ ÔÈÅ ÃÁÓÅ ÉÔÓÅÌÆȱ (1995, p.8). 

Any general understanding that comes out of my case is from insights developed 

through in-depth exploration of the particular (Simons 2009).  In Chapters 6-8, I do 

however make some claims to knowledge beyond the case itself and in 4.3.3 I 

explain my justification for doing this. 

4.2.3.4 Process 

The process followed ɀ ÔÈÅ ÃÁÓÅȭÓ ÓÔÒÕÃÔÕÒÅ ÁÎÄ ÓÔyle and the manner in which it 

was carried out ɀ is the final aspect of design.   I 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 (or collective) 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 examples 

and highlighting contrasts (Thomas 2011).  This could arguably have led to good 

ÕÎÄÅÒÓÔÁÎÄÉÎÇ ÏÆ ÈÏ× ÏÃÃÕÐÁÔÉÏÎÁÌ ÔÈÅÒÁÐÙ ÓÕÐÐÏÒÔÓ ÐÅÏÐÌÅȭÓ ÏÃÃÕÐÁÔÉÏÎÁÌ 

engagement, though multiple case studies risk neglecting complexity, depth and 

uniqueness (Cousin 2009) which is why Stake (2008) advises choosing no more 

than four cases.  

The alternative approach that I ended up taking was to carry out what Yin (2009) 

and Thomas (2011) respectively termed an embedded or nested case study.    This 

is where a small number of nested sub-units (people in this instance) are related 
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and contrasted within the broader single case of which they are an integral part.   

At the outset, I was uncertain whether I would do a single, multiple or nested case 

study, as decisions about this depended largely on the nature of the cases available 

at the time of selection.  I was clear all along, however, that I might only need a 

single case to answer my research question (Simons 2009) if it turned out to be a 

good enough exemplar (see 4.2.3.1) of the occupational therapy I was interested in.  

It turned out to be a single, nested case.  

4.2.3.5 /ÔÈÅÒ ÁÓÐÅÃÔÓ ÏÆ ÔÈÅ ÃÁÓÅ ÓÔÕÄÙȭÓ ÎÁÔÕÒÅ 

a. Emergent design  

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

(Dyson and Genishi 2005, 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 5.4.2.1. 

b. Trustworthy, credible and rigorous  

The design has incorporated all of the following indicators of trustworthiness 

(Bassey 1999): 

¶ Sufficiently prolonged engagement with data sources to become 

immersed and build the trust of actors. 

¶ Persistent observation of emerging issues ɀ searching for the salient 

features of the case, focusing attention on them and trying to develop 

understanding of them. 

¶ Opportunity to check raw data with their sources ɀ returning to the 

setting regularly, enabled repeated opportunities to, for example, seek 

comments on a recorded observation.  

For further discussion of trustworthiness and the quality of the study, see 5.5.5. 

c. Evolving out of user-consultation  

This research was not user-led, emancipatory or participatory (Grant et al. 2005), 

but fundamental to its design was meaningful user involvement in the form of 
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consultation before data collection and collaboration with participants upon case 

selection (see further 5.4.1). 

4.2.4 Consideration of case study in relation to other methodologies  

I now relate my chosen case study methodology to others 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 experiences and 

social interactions and their symbolic meaning (Hammersley and Atkinson 2007), 

ÐÒÏÖÉÄÉÎÇ ÔÈÉÃË ÄÅÓÃÒÉÐÔÉÏÎ ÁÎÄ ÅØÐÌÁÎÁÔÉÏÎ ÏÆ Á ÓÏÃÉÁÌ ÇÒÏÕÐȭÓ ÃÕÌÔÕÒÅ ÁÎÄ 

structure, thus explaining why people behave as they do (Finlay 2006).  Culture 

and structure is expressed within routines and patterns of daily life and inferred 

ÆÒÏÍ ÐÅÏÐÌÅȭÓ ÁÃÔÉÏÎÓȟ ÉÎÔÅÒÁÃÔÉÏÎÓ ÁÎÄ ÅÍÏÔÉÏÎÓ (Carpenter and Suto 2008).  

Are occupational therapists working with people with intellectual disabilities a 

culture sharing group suitable to be studied ethnographically?  Culture can be 

anything that binds a group of people together (Nicholls 2009) including common 

interests and values, or the following of a particular code.  A culture sharing group 

shares learned acquired behaviours (Cresswell 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 working (Lillywhite and 

Haines 2010) ÓÉÍÉÌÁÒ ÐÅÒÈÁÐÓ ÔÏ .ÉÃÈÏÌÌÓȭ ÄÅÓÃÒÉÐÔÉÏÎ (2009) of a specific culture 

common to speech and language therapists.  Ethnographies often explore sub-

cultures, perhaps running counter to a wider community culture (Willig 2008) .  

Ethnography could therefore be an appropriate methodology to investigate a 

professional group seemingly working in a different way to other multi-

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 open-ended 

approach, starting with and given direction by foreshadowed problems 

(Malinowski 1926), but opening up in the light of what is seen and heard (Agar 
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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 rituals (Cresswell 2007).  

Using an ethnographic methodology, I could have generated 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 describes crit ical ÅÔÈÎÏÇÒÁÐÈÙ ÁÓ ȰÃÏÎÖÅÎÔÉÏÎÁÌ ÅÔÈÎÏÇÒÁÐÈÙ ×ÉÔÈ Á 

ÐÏÌÉÔÉÃÁÌ ÐÕÒÐÏÓÅȱ (1993, p.4).  Madison (2012) explains how it begins with:  

ȰÁ ÃÏÍÐÅÌÌÉÎÇ ÓÅÎÓÅ ÏÆ ÄÕÔÙ ÁÎÄ ÃÏÍÍÉÔÍÅÎÔȟ ÂÁÓÅÄ ÏÎ ÐÒÉÎÃÉÐÌÅÓ ÏÆ ÈÕÍÁÎ 

freedom and well-being and, hence, a compassion for the suffering of living 

ÂÅÉÎÇÓ ȣ ÔÏ ÁÄÄÒÅÓÓ ÐÒÏÃÅÓÓÅÓ ÏÆ ÕÎÆÁÉÒÎÅÓÓ ÏÒ ÕÎÊÕÓÔÉÃÅ ɍÓÉÃɎ ×ÉÔÈÉÎ Á 

ÐÁÒÔÉÃÕÌÁÒ ÌÉÖÅÄ ÄÏÍÁÉÎȱ (2012, p.5).   

Certainly, my research emerges from my strong conviction that the occupational 

lives of people with intellectual disabilities are not as they could be and a wish to 

contribute to promoting equity and occupational justice for them.  Inherently 

political, I have sought to highlight voices often remaining unheard, underlying 

discourses and the ways that power and control operate 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 justice (Madison 2012). 

Critical ethnographic case studies  

Case-focused, as opposed to community-focused, ethnographic studies are possible 

(Angrosino 2007a) and Stake (2008), Yin (2009) and Simons (2009) all agree that 

case study research can be approached ethnographically.   In many ways, I 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 socio-cultural 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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I did at one point begin to 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 non-

sociocultural aspects. 

4.2.4.2 Grounded  theory  

Researching from a similar ontological and epistemological position, I could have 

decided to use a constructivist grounded theory methodology, along the lines 

proposed by Charmaz (2012).  I discounted this, however, as whilst it may be 

possible to propose 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: I 

am more concerned with understanding the case.   I was also unsure that it would 

be possible to reach the necessary data saturation (Charmaz 2012) with a single 

case.  I 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, I did consider 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), I 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, I did not use narrative 

analysis, but the importance of narrative in the findings (see discussion in 8.1) 

suggests that consciously 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 step is to 

describe the theoretical perspective, or philosophical stance, that informs it (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, Cresswell (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, post-structuralism, constructionism and 

symbolic interactionism.   

In this section, in which I explore the ontological and epistemological 

commitments implicit in this research, I make explicit the ways in which some of 

these perspectives are relevant.  In particular, I recognise the importance of the 

theoretical perspective of social constructionism.   Crotty (1998) suggests 

separating out discussion of such perspectives from ontological and 

epistemological discussion, but I have found these matters to be so relevant to each 

other that this did not seem helpful.  Certainly other authors (e.g. Dyson and 

Brown 2006) often weave the discussions together and I will discuss them as they 

become relevant to the broadly interpretivist epistemological stance that I have 

adopted. 

Three questions proposed by Willig (2008) 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 assumptions does it make about the world?  

3. How does it conceptualise my role as researcher in the research 

process? 

Ontological and epistemological issues are inter-twined and difficult to 

conceptualise separately, as thinking about the construction of meaning involves 

thinking about the construction of meaningful reality (Crotty 1998).  

Epistemological questions arise from ontological concerns (Carpenter and Suto 

2008).   For clarity however, I have tried to answer questions 1 and 2 separately, 

though I 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 that knowledge (Finlay 2006, 

Cousin 2009) and the reliability of claims to knowledge (Hammell 2006): 

ȰWhat kinds of knowledge are possible and how can we ensure that they 

ÁÒÅ ÂÏÔÈ ÁÄÅÑÕÁÔÅ ÁÎÄ ÌÅÇÉÔÉÍÁÔÅȱ (Maynard 1994, p.10). 

Exploring the characteristics of knowledge 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 constructed (Crotty 1998).  A range of paradigms 

or perspectives are potentially inherent in my case study methodology.  Authors 

describe this range in different ways and although I am not proposing an inflexible 

framework, I do find it helpful to think in terms of three broad paradigms 

described by Weaver and Olson (2006): 

4.3.1.1 Research Paradigms 

a. Positivism and post-positivism 

Objectivist and positivist perspectives at one end of the range of paradigms would 

be inappropriate positions from which to answer my research question (as 

concluded in 4.2.1).  An objectivist epistemological view, for example would see 

things as having meaningful reality aside from consciousness or thought (Crotty 

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 out (Hammersley and Atkinson 

2007).   

b. Interpretivism  

This range of perspectives, including insights from constructivism 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 I 

handle my subjectivity as well as the closeness of my relationship with the actors 

in my case study. 

)ÎÔÅÒÐÒÅÔÉÖÉÓÍ ÇÏÅÓ ÆÕÒÔÈÅÒ ÔÈÁÎ ÓÉÍÐÌÙ ÏÂÓÅÒÖÉÎÇ ÐÅÏÐÌÅȭÓ ÏÕÔ×ÁÒÄ ÂÅÈÁÖÉÏÕÒȡ ÉÔ 

enquires into meaning and intentions (Cousin 2009)Ȣ  0ÅÏÐÌÅȭÓ ÁÃÔÉÏÎÓ ÈÁÖÅ 

meaning which I wanted to understand and respect along with their interpretation 

of social phenomena (Finlay 2006).  Interpretivist research can gain detailed, in 

depth understanding of phenomena as experienced by those in the setting (Finlay 

2006, Weaver and Olson 2006).  A broadly interpretivist stance seems therefore 

the relevant position from which to carry out this research. 

c. Critical, radical, feminist, and emancipatory paradigm 

This position concerns  issues of power and justice and seeks ÔÏ ÃÒÉÔÉÑÕÅ ÐÅÏÐÌÅȭÓ 

seemingly natural or inevitable experiences as in fact socially constructed and 

mediated (Finlay 2006).  I 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 practice of occupational 

therapists.  My research inevitably involves some critique of the theories and 

knowledge that are integral to the practice of this group of professionals ɀ the 

constructed meanings bequeathed to them by their culture (Crotty 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 Crotty (1998), describe a further broad paradigm of 

subjectivism and post-structuralism or postmodernism, though I have found it 

more helpful to consider these as theoretical perspectives informing some of the 

above paradigms.    

4.3.1.2 Social constructionism  

Social constructionism, 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 I have, on practice (Gergen 2009). 

Constructivism provides 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 constrained ɀ and thus constructed ɀ 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 memory (Stake 1995).  Therefore knowledge cannot 

be said to be devoid of human construction.   

Social constructionism goes 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 shaped by history, 

culture and language (Willig 2008)  and how we describe and explain things comes 

out of our relationships (Gergen 2009)Ȣ   #ÒÏÔÔÙȭÓ ÄÅÆÉÎÉÔÉÏÎ ÉÓ ÈÅÌÐÆÕÌȡ 

ȰÔÈÅ ÖÉÅ× ÔÈÁÔ ÁÌÌ ËÎÏ×ÌÅÄÇÅ ÁÎÄ ÔÈÅÒÅÆÏÒÅ ÁÌÌ ÍÅÁÎÉÎÇÆÕÌ ÒÅÁÌÉÔÙ ÁÓ ÓÕÃÈȟ ÉÓ 

contingent upon human practices, being constructed in and out of interaction 

between human beings and their world, and developed and transmitted 

×ÉÔÈÉÎ ÁÎ ÅÓÓÅÎÔÉÁÌÌÙ ÓÏÃÉÁÌ ÃÏÎÔÅØÔȢȱ (1998, p.42). 

If meaning is constructed, rather than naturally present, we cannot understand the 

significance of events purely from their external appearances (Dyson 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 person experiencing it (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 saying that it is created or simply imposed ɀ this 
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subjectivism, ignores the concept of intentionality.   Objects in themselves may be 

regarded as meaningless, but they are full of potential meaning and are still vital in 

the generation of meaning (Crotty 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 

ÁÎÙÔÈÉÎÇȟ ÃÏÎÓÔÒÕÃÔÉÏÎÉÓÍ ÉÍÐÌÉÅÓ ȰËÎÏ×ÌÅÄÇÅÓȱ ÒÁÔÈÅÒ ÔÈÁÎ ȰËÎÏ×ÌÅÄÇÅȱ ɀ the 

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 researched (Hammersley 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, I nonetheless attempt 

to preserve the multiple realities and different views of all concerned, for example 

by including many examples of actual words spoken in interviews in Chapter 7. 

Issues of culture are important 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 experience (Crotty 1998) and is the source of human 

thought and behaviour, rather than its result (Geertz 1983).  The lenses of our 

culture emphasise and endow some things with meaning and cause us to ignore 

others (Crotty 1998). 

3ÏÃÉÁÌ ÃÏÎÓÔÒÕÃÔÉÏÎÉÓÍ ÃÁÎ ÅÉÔÈÅÒ ÂÅ ÖÉÅ×ÅÄ ÁÓ ȰÔÈÅ ÃÏÎÓÔÒÕÃÔÉÏÎ ÏÆ social ÒÅÁÌÉÔÙȱȟ Á 

view seemingly espoused by Finlay (2006) ÁÎÄ $ÙÓÏÎ ÁÎÄ "ÒÏ×Î ɉςππφɊȟ ÏÒ ȰÔÈÅ 

ÓÏÃÉÁÌ ÃÏÎÓÔÒÕÃÔÉÏÎ ÏÆ ÒÅÁÌÉÔÙȱȟ ÔÈÅ ×ÉÄÅÒ ÖÉÅ× ÔÈÁÔ #ÒÏÔÔÙ (1998) and Gergen 

(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) .  It means 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, perhaps unconventional, 

meaning (Crotty 1998).  A constructionist or constructivist stance seems to lie at 

ÔÈÅ ÃÏÒÅ ÏÆ 3ÔÁËÅȭÓ ÖÉÅ×Ó ÏÎ ÃÁÓÅ ÓÔÕÄÙ ÒÅÓÅÁÒÃÈ ÓÕÍÍÅÄ ÕÐ ÉÎ ÈÉÓ (2008) 

description of: 

ȰThe ÒÅÓÅÁÒÃÈÅÒȭÓ ÃÅÎÔÒÁÌ ÒÏÌÅ ÁÓ ÉÎÔÅÒÐÒÅÔÅÒ ÁÎÄ ÇÁÔÈÅÒÅÒ ÏÆ ÉÎÔÅÒÐÒÅÔÁÔÉÏÎÓȱ 

(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 and by rules and 

dominant discourses (Hammersley and Atkinson 2007) as well as by our 

ÃÏÎÔÉÎÕÁÌÌÙ ÃÈÁÎÇÉÎÇ ÉÎÔÅÒÐÒÅÔÁÔÉÏÎÓ ÏÆ ÓÔÉÍÕÌÉȢ  4ÈÅÓÅ ÓÔÉÍÕÌÉ ÄÏ ÎÏÔ ÈÁÖÅ Á ȬÇÉÖÅÎȭ 

quality, but have meaning that can vary between people (or over time) - they 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 socialisation (Carpenter 

and Suto 2008).  These shared assumptions may or may not be articulated.  In 

carrying out my enquiry in the spirit of symbolic interactionism I have sought, as 

described by Crotty (1998)ȟ ÔÏ ÕÎÃÏÖÅÒ ÍÙ ÐÁÒÔÉÃÉÐÁÎÔÓȭ ÍÅÁÎÉÎÇÓ ÁÎÄ ÐÅÒÃÅÐÔÉÏÎÓȟ 

against the backdrop of their culture.  I have striven to see things from their 

perspective.  I 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.  I have identified both dominant discourses and narratives within 
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the occupational 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 assumptions 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 whether I 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 reality independent of awareness and that 

things exist independently of myself as a researcher and my research (Finlay 

2006).  Realism implies that data collected ought to provide me with information 

about how things really are ɀ true and undistorted, or valid, representations of the 

world (Willig 2008) .   

Realism was characteristic 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, makes efforts to preserve objectivity and guard 

against potentially contaminative effects on the data and to remain true to the 

nature of what is being studied (Matza 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 

ÙÅÁÒÓȟ ÅÔÈÎÏÇÒÁÐÈÅÒÓ ÈÁÖÅ ÃÈÁÌÌÅÎÇÅÄ ÎÁÔÕÒÁÌÉÓÍȭÓ ÁÓÓÕÍÐÔÉÏÎÓȟ ÑÕÅÓÔÉÏÎÉÎÇ ÉÎ 

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, I as researcher have 

inevitably also done this, shaping my understanding of those I am studying.  Most 

ethnographers do not now research 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.  Idealism (in the sense of the realms of ideas 

and concepts) underpins the position of relativism, at the opposite end of the 

ontological spectruÍȢ  4ÈÉÓ ÑÕÅÓÔÉÏÎÓ ÔÈÅ ×ÏÒÌÄ ÂÅÉÎÇ ȬÏÕÔ ÔÈÅÒÅȭ (Willig 2008) , 

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 world independent of what I make of it means I have no direct 

access to reality and can only know through concepts in my mind (Dyson and 

Brown 2006)Ȣ   ) ÎÅÅÄ ÔÈÅÒÅÆÏÒÅ ÔÏ ÓÔÕÄÙ ÐÅÏÐÌÅȭÓ ÉÎÔÅÒÎÁÌ ÍÅÁÎÉÎÇÓ ×ÉÔÈ ×ÈÉÃÈ 

they make sense of the world.  

Relativism is strong in qualitative case study research (Stake 2008).  I made role 

choices as researcher and contributed uniquely to the study of this case and each 

reader derives their own unique meanings from this thesis, interpretations that 

they may consider to have different degrees of credibility or utility.   

4.3.2.3 Ontology and social constructionism: i n between positions  

I am not evaluating the practice of occupational therapists.  My research question 

does infer that different occupational therapists may nevertheless 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 question.  Am I 

perhaps suggesting that there is some truth out there? 

Ontology is a spectrum and between extremes of realism and relativism a range of 

positions can be held (Willig 2008) .   For example, a subtle realist stance aims to 

represent reality whilst acknowledging that it can only really be known from the 

ËÎÏ×ÅÒȭÓ ÐÁÒÔÉÃÕÌÁÒ ÐÅÒÓÐÅÃÔÉÖÅ (Robson 2002).  Different knowers will have 

different perspectives (Finlay 2006) and our attempts to represent these are not 
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the same as attaining truth.  Knowledge therefore can only be seen as beliefs about 

which we can be reasonably confident (Robson 2002). 

Both subtle and the similar perspective of critical  realism acknowledge the 

interpretive element to meaning (Sayer 2000).  Critical 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 reality (Willig 2008) .  If we 

can only know imperfectly, we must critically scrutinise what we claim to ensure 

our understanding is as good as is possible (Finlay 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 like 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 realist stance 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, I would agree with him, however implied in recognising the 

possibilities of different knowledges and realities.   

I would therefore position my research as somewhere to the relativist side of 

critical or subtle realism on the ontological spectrum.  Flick (2009) advises to be 

clear, for example what I claim an interview transcript (for example) to represent ɀ 

ÁÎ ÏÂÊÅÃÔÉÖÅ ÁÃÃÏÕÎÔ ÏÆ ÅÖÅÎÔÓȟ ÔÈÅ ÉÎÔÅÒÖÉÅ×ÅÅȭÓ ÔÈÉÎËÉÎÇȟ ÁÎ ÉÎÓÉÇÈÔ ÉÎÔÏ ÔÈÅÉÒ 

view of the world, or something else besides (Willig 2008) ?   I 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 case setting.  Both Bassey (1999) 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 previously said, 

generalisability, in the sense used in quantitative research, has no meaning in case 

study research (Cresswell 2007).  I have not gathered a sample of cases to enable 

generalisation to some population. 

Even if I am not primarily trying to generalise in any direct sense to other as yet 

unexplored cases, however, some comparison is inevitable (Stake 2008).  To 

answer my research question, the case needs to represent something beyond itself 

and some kind of application of the knowledge gained beyond the specific 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?  I argue that it is possible for both mine and 

ÍÙ ÒÅÁÄÅÒȭÓ ÅØÉÓÔÉÎÇ ÇÅÎÅÒÁÌÉÓÁÔÉÏÎÓ ÔÏ ÂÅ ÍÏÄÉÆÉÅÄ ÏÎ ÂÅÃÏÍÉÎÇ ÁÃÑÕÁÉÎÔÅÄ ×ÉÔÈ 

this new case in the following three ways. 

4.3.3.1 Transferability: learning from naturalistic generalisation  

As important as claims to knowledge made by me, are future readerÓȭ Ï×Î 

interpretations of the case ɀ the naturalistic generalisations that they make 

through their personal engagement with it (Stake 2008).  In this thesis, I have 

hopefully included sufficient detail and rich description from detailed analysis to 

construÃÔ ÖÉÃÁÒÉÏÕÓ ÅØÐÅÒÉÅÎÃÅ ÁÌÌÏ×ÉÎÇ ÒÅÁÄÅÒÓ ÔÏ ÆÅÅÌ ȰÔÈÅÒÅȱ ÁÓ ÐÁÒÔ ÏÆ ÔÈÅ ÃÁÓÅȢ  

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): 

Ȱ+ÎÏ×ÌÅÄÇÅ ÉÓ ÓÏÃÉÁÌÌÙ ÃÏÎÓÔÒÕÃÔÅÄ ÁÎÄ ÔÈÒÏÕÇÈ ÔÈÅÉÒ ÅØÐÅÒÉÅÎÔÉÁÌ ÁÎÄ 

contextual accounts, case study researchers assist readers in the construction 

ÏÆ ËÎÏ×ÌÅÄÇÅȱ (Stake 1995, p.101). 

The validity of the case can therefore be said to come from the connection to the 

ÒÅÁÄÅÒȭÓ Ï×Î ÓÉÔÕÁÔÉÏÎ ÁÎÄ ÔÈÅ ÉÎÓÉÇÈÔ ÉÔ ÏÆÆÅÒÓ ÂÅÔ×ÅÅÎ ÔÈÅ Ô×Ï (Thomas 2011).  

This kind of learning empowers readers personally to engage with and take action 
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on the findings of the case (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, values and 

discourses available to me (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: 

ȰAn invitation for the creative play of othersȱ (Schostack 2002, p.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 research (Simons 2009), my 

approach has been to focus more on exemplary knowledge, abduction and on 

ÐÈÒÏÎÅÓÉÓȟ ÔÈÁÔ ÉÓ ÔÏ ÓÁÙ ȰÐÒÁÃÔÉÃÁÌ ËÎÏ×ÌÅÄÇÅ ȣ  ÂÁÓÅÄ ÏÎ ÐÅÒÓÏÎÁÌ ÅØÐÅÒÉÅÎÃÅ ȣ 

ÔÈÁÔ ÈÅÌÐÓ ÕÓ ÔÏ ÍÁËÅ ÓÅÎÓÅ ÏÆ ÐÁÒÔÉÃÕÌÁÒ ÓÉÔÕÁÔÉÏÎÓȱ (Thomas 2011, p.214).   

Abduction seems to me be akin to communicating findings from case study 

ÒÅÓÅÁÒÃÈ ÕÓÉÎÇ 3ÔÁËÅȭÓ ÓÐÅÃÕÌÁÔÉÖÅ ÁÎÄ ÔÅÎÔÁÔÉÖÅ ÁÓÓÅÒÔÉÏÎÓ ÍÁÄÅ ÉÎ ÔÈÅ ÆÏÒÍ ÏÆ Á 

ȰÐÅÔÉÔÅ ÇÅÎÅÒÁÌÉÓÁÔÉÏÎȱ (1995, p.7)ȟ ÏÒ "ÁÓÓÅÙȭÓ ȰÆÕÚÚÙ ÇÅÎÅÒÁÌÉÓÁÔÉÏÎÓȱ ÏÒ ɉÅÖÅÎ 

ÍÏÒÅ ÔÅÎÔÁÔÉÖÅɊ ȰÆÕÚÚÙ ÐÒÏÐÏÓÉÔÉÏÎÓȱ (1999, p.51).   A fuzzy generalisation is: 

ȰÁ ÓÔÁÔÅÍÅÎÔ ÔÈÁÔ ÍÁËÅÓ ÎÏ ÁÂÓÏÌÕÔÅ ÃÌÁÉÍ ÔÏ ËÎÏ×ÌÅÄÇÅȟ ÂÕÔ ÈÅÄÇÅÓ ÉÔÓ 

ÃÌÁÉÍ ×ÉÔÈ ÕÎÃÅÒÔÁÉÎÔÉÅÓȱ (Bassey 1999, p.51).   

! ÇÅÎÅÒÁÌ ÓÔÁÔÅÍÅÎÔ ÔÏ ȰÄÏ Ø ÉÎÓÔÅÁÄ ÏÆ Ù ÁÎÄ ÐÅÏÐÌÅ ×ÉÔÈ ÐÒÏÆÏÕÎÄ ÉÎÔÅÌÌÅÃÔÕÁÌ 

ÄÉÓÁÂÉÌÉÔÉÅÓ ×ÉÌÌ ÂÅ ÍÏÒÅ ÏÃÃÕÐÁÔÉÏÎÁÌÌÙ ÅÎÇÁÇÅÄȱ would rather be qualified with 

ÔÈÅ ÉÄÅÁ ÏÆ ÐÏÓÓÉÂÉÌÉÔÙ ÂÕÔ ÎÏÔ ÃÅÒÔÁÉÎÔÙ ÏÒ ÍÅÁÓÕÒÅ ÏÆ ÐÒÏÂÁÂÉÌÉÔÙ ɉȰÉÔ ÍÁÙ ÂÅ ÔÈÁÔ 

ÄÏÉÎÇ Ø ÉÎÓÔÅÁÄ ÏÆ ÙȣȱɊȢ  4ÈÉÓ ÃÌÅÁÒÌÙ ÒÅÃÏÇÎÉÓÅÓ ÔÈÁÔ ÔÈÅÒÅ ÁÒÅ ÌÉËÅÌÙ ÔÏ ÂÅ 

exceptions and that fuzzy generalisations only have credibility when 

contextualised.    



 

124 
 

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, I do not have a clearly 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 situations (Willig 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 generalisations (Stake 2008), or 

assertions (Cousin 2009), may therefore be possible.   

Theory is especially important in case study research, as it is what connects ideas, 

explains patterns and holds the whole case together (Thomas 2011).  Using fuzzy 

generalisations, I have cautiously (in order not to lose denseness of narrative and 

contextual detail in the search for theory) gone beyond a picture-drawing 

approach in this exploratory case study.   I have taken what Bassey (1999), Simons 

(2009) and Thomas (2011) refer to as a theory-seeking, theory-generating, or (my 

preferred term due to its resonance with social constructionism) theory-building 

approach to the case.  I have explored it  using the theoretical framework (see 4.4.2 

below) and have sought a theory of the case (Simons 2009).  This is not something 

ȰÉÍÍÏÖÁÂÌÅ ÁÎÄ ÉÍÍÕÔÁÂÌÅȱ (Thomas 2011, p.214), but rather 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 (Bassey 1999) to strengthen our understanding and interpretation 

of the behaviour of an occupational therapist supporting occupational engagement.   
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4.3.4 What role as researcher?  

My position and the roles I took influenced the data I gathered and locating myself 

withi n the case is therefore important (Dyson and Genishi 2005).  In this section I 

consider the nature of my role as researcher, which turns on the extent to which I 

am seen as the author, or witness of my findings.   

A positivist approach might involve taking all possible steps to reduce my 

ȰÃÏÎÔÁÍÉÎÁÔÉÏÎȱ ÏÆ ÄÁÔÁ ÃÏÌÌÅÃÔÉÏÎ ÁÎÄ ÁÎÁÌÙÓÉÓ (Willig 2008) .  Subjectivity would 

be a negative to seek to erase from the research process by, for example, 

attempting to deny my own presence and impact, distancing myself by writing in 

the third person.  Both positivism and naturalism assume that I can standardise 

ÏÕÔ ÍÙ ÃÏÎÔÁÍÉÎÁÔÉÖÅ ÅÆÆÅÃÔÓ ÏÒ ÂÅÃÏÍÅ Á ȰÎÅÕÔÒÁÌ ÖÅÓÓÅÌ ÏÆ ÃÕÌÔÕÒÁÌ ÅØÐÅÒÉÅÎÃÅȱ 

(Hammersley and Atkinson 2007, p.15).    

4ÈÉÓ ÁÔÔÅÍÐÔ ÁÔ ÏÂÊÅÃÔÉÖÉÔÙ ÉÓ Á ȰÆÁÌÓÅ ÔÒÁÉÌȱ (Simons 2009, p.163), unachievable 

with me being part of the world I am studying.  The occupational therapy 

researched is experienced subjectively and judgements I have made and views I 

have expressed are inherently subjective.   I cannot position myself outside what I 

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 ways (Fortier 1998) .   I am 

ÁÎ ÏÃÃÕÐÁÔÉÏÎÁÌ ÔÈÅÒÁÐÉÓÔȟ ) ÈÁÖÅ ÏÖÅÒ ςπ ÙÅÁÒÓȭ ÅØÐÅÒÉÅÎÃÅ ×ÏÒËÉÎÇ ×ÉÔÈ ÐÅÏÐÌÅ 

with intellectual disabilities, and I am implicated in what I am studying.  My values, 

experiences and knowledge have affected my understanding of the data: 

Ȱ7Å ÃÁÎÎÏÔ ÅÓÃÁÐÅ ÔÈÅ ÓÏÃÉÁÌ ×ÏÒÌÄ ÉÎ ÏÒÄÅÒ ÔÏ ÓÔÕÄÙ ÉÔȱ (Hammersley and 

Atkinson 2007, p.10). 

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.  

#ÌÉÆÆÏÒÄȭÓ ÄÅÆÉÎÉÔÉÏÎ ÏÆ ÅÔÈÎÏÇÒÁÐÈÙ ÈÅÌÐÆÕÌÌÙ ÓÕÍÓ ÕÐ ÍÙ ÓÔÁÎÃÅ ÉÎ ÔÈÉÓ ÃÁÓÅ ÓÔÕÄÙȡ 
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ȰA series of partial truths that emerge out of an open-ended series of 

contingent power laden encounters that reflect the personal and ideological 

characteristics ÏÆ ÂÏÔÈ ÒÅÓÅÁÒÃÈÅÒ ÁÎÄ ÒÅÓÅÁÒÃÈÅÄȢȱ (1986, p.14).   

Social constructionism suggests that I have been a central figure in the research 

process, the key research instrument (Carpenter and Suto 2008, Cousin 2009, 

Hammersley and Atkinson 2007), constructing the findings, albeit jointly with my 

participants.  Inter-subjectivity between us is fostered and valued (Finlay 2006) 

and it has allowed the depth of understanding I was seeking.  I 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 and 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 participants (Simons 2009), and my role varied at 

different stages.   To facilitate participant observation, I consciously developed 

collaborative relationships with Esther and other participants, making my interest 

in their perspectives apparent and hopefully sending the message that I was 

researching with them not merely on or about them (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 dwellings (Willig 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 reflexivity relates closely to the trustworthiness of 

accounts (Hammersley and Atkinson 2007)ȟ ×ÉÔÈ &ÏÒÔÉÅÒȭÓ ÄÅÓÃÒÉÐÔÉÏÎ (1998) of 

how her observations were shaped by contrasts between her personal beliefs and 

lifestyle and those of her participants enhancing 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 case (Simons 2009), enabled distinction 

between situations where my subjectivity contributed to my developing insight 

from those where I may potentially 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, I kept a journal in which I have reflected on the process of 

developing and carrying it out.  Returning to a number of reflective entries within 

this and, following the example provided by Williams and Paterson (2009), I drew 

ÕÐ Á Ȱ3ÕÂÊÅÃÔÉÖÉÔÙ ÓÔÁÔÅÍÅÎÔȱȟ ×ÈÉÃÈ ) ÆÏÕÎÄ ÉÔ ÕÓÅÆÕÌ ÔÏ ÒÅÔÕÒÎ ÔÏ ÁÎÄ ÁÄÄ ÔÏ ÄÕÒÉÎÇ 

data collection, analysis and write up.  Extracts from this have been included in 

Appendix 2). 

In my reflective journal and memos, I reflected on the following aspects, some of 

which are explored later in Chapter 8): 

¶ My thoughts and emotional reactions to what transpired and anything 

unexpected, surprising or unusual, in particular anything that caused me 

to review my foreshadowed issues. 

¶ My observations and reactions to people and the setting, for example 

when I found it difficult to empathise with someone. 

¶ Critical incidents, especially those that aroused strong feelings (positive 

or negative) in me, which could indicate lack of neutrality, for example 

avoiding situations where I might experience negative feelings, or seeking 

out situations likely to lead to more positive ones (Robson 2002). 

¶ How my values, preconceptions and reactions affected the progress of the 

research and influenced interpretation of data. 

¶ Any conflicting interpretations about the case that emerged from my 

collaboration with participants (Flewitt 2005).  

¶ How my own presence might have influenced the findings. 

¶ All decisions I 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, I now summarise the 

inter -related conceptual and theoretical frameworks that can be seen as 

underpinning this research. 

4.4.1 Conceptual framework  

7ÈÅÔÈÅÒ ÒÕÄÉÍÅÎÔÁÒÙ ÏÒ ÅÌÁÂÏÒÁÔÅȟ Á ÃÏÎÃÅÐÔÕÁÌ ÆÒÁÍÅ×ÏÒË ȰÅØÐÌÁÉÎÓȟ ÅÉÔÈÅÒ 

graphically or in narrative form, the main thing to be studied - the key factors, 

constructs or variables - and ÔÈÅ ÐÒÅÓÕÍÅÄ ÒÅÌÁÔÉÏÎÓÈÉÐÓ ÁÍÏÎÇ ÔÈÅÍȱ (Miles and 

Huberman 1994, p.18). Qualitative studies are often relatively unstructured, with 

conceptual frameworks emerging gradually, which can permit a unique 

ÕÎÄÅÒÓÔÁÎÄÉÎÇ ÆÒÏÍ ÄÁÔÁ ÇÒÏÕÎÄÅÄ ÉÎ ÐÁÒÔÉÃÉÐÁÎÔÓȭ ÅØÐÅÒiences (Simons 2009).   

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 conceptual framework 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 I do 

know something conceptually of both what is well and less well understood about 

ÏÃÃÕÐÁÔÉÏÎÁÌ ÔÈÅÒÁÐÉÓÔÓȭ ×ÏÒË ÓÕÐÐÏÒÔÉÎÇ ÏÃÃÕÐÁÔÉÏÎÁÌ ÅÎÇÁÇÅÍÅÎÔ ÁÎÄ ÔÈÅÒÅÆÏÒÅ 

come to this study with orienting ideas (Miles and Huberman 1994), sensitising 

concepts (Carpenter and Suto 2008) or foreshadowed issues (Simons 2009).  This 

background knowledge and my initial thoughts form my conceptual framework, 

ÔÈÁÔ ÉÓ ÔÏ ÓÁÙ ȰÔÈÅ ÃÕÒÒÅÎÔ ÖÅÒÓÉÏÎ ÏÆ ɍÍÙɎ ÍÁÐ ÏÆ ÔÈÅ ÔÅÒÒÉÔÏÒÙ ÂÅÉÎÇ ÉÎÖÅÓÔÉÇÁÔÅÄȱ 

(Miles and Huberman 1994, p.20). 

I explored discrete theoretical constructs, events, settings and behaviours and 

their inter -relationships that theory and my experience suggested were relevant 
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(Miles and Huberman 1994) and developed a conceptual framework which, at the 

point of beginning to explore the case, consisted of the following: 

¶ Social and interactionist models of disability and the ideologies of 

ȰÉÎÄÅÐÅÎÄÅÎÃÅȱ ÁÎÄ ȰÉÎÔÅÒÄÅÐÅÎÄÅÎÃÅȱ. 

¶ Person-centredness and person-centred practice. 

¶ The meaning of meaningful engagement in occupation, including concepts 

of volition, motivation, attention and alertness. 

¶ Occupational (in)justice. 

¶ Occupational therapy theory including analysis, grading and adaptation of 

activity. 

¶ The nature of effective support to enable engagement in occupation. 

My further-developed thoughts, as 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 of such theories, essentially a lens through 

which I have looked at the data (Merriam 1998).  It overlaps with my conceptual 

framework, as some concepts there are also theories that I have drawn on, for 

example the concept of volition, which is so central to the topic.  

The following theories are of particular relevance: 

¶ Occupational therapy theory, including the Model of Human Occupation 

(Kielhofner 2008), which I consider helpful for understanding 

occupational engagement by individuals with profound intellectual 

disabilities: in particular, the impact of volition ɀ personal capacity and 

effectiveness, values and interests (Kielhofner 2008) ɀ on their 

engagement and the impact of the opportunities, resources, constraints 

and demands within the physical and social environment on how they 

think, feel and act. 
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¶ Clinical reasoning (procedural, interactive, conditional, narrative and 

pragmatic) underpinning the actions of the occupational therapists as 

they support occupational engagement (Fleming 1991).   

¶ Social constructionism ɀ 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. 

¶ Symbolic interactionism (Blumer 1992) can help explain the occupational 

therapy of individuals with profound intellectual disabilities which, as a 

social encounter, has a meaning ÔÈÁÔ ÉÓ ÎÏÔ ÎÅÃÅÓÓÁÒÉÌÙ Á ȬÇÉÖÅÎȭ ɉ$ÙÓÏÎ 

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 negotiate such meanings. 

¶ Ethnography and critical ethnography supporting exploration of 

experiences and social interactions (Hammersley and Atkinson 2007) of 

occupational therapists, people with intellectual disabilities and those 

supporting them.  This illuminated 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 

assumptions it makes about the world and my role as a researcher, I move on in 

the next chapter to describe how I collected and analysed data and how I resolved 

ethical issues inherent in exploring the case.  
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Chapter 5. METHODS OF DATA COLLECTION AND 

ANALYSIS 

5.1 Introduc tion  

In this chapter, I describe the choices I 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  I focused on just one case of occupational 

therapy involving Matt, Steve, Harold, Becky and 

Jane, five people with intellectual disabilities 

(see further 5.2.3). 

Research in the field for in 

depth understanding in 

context - iterative inquiry 

exploring the dynamics of 

social  interaction, as it took 

place.  

I immersed myself in Cavendish House, where 

these five people lived and where Esther was 

providing occupational therapy.  I worked 

closely with her to understand her behaviour 

from both emic and etic viewpoints. 

Range of data sources, 

appropriate to and 

epistemologically compatible 

with my research question 

(Willig 2008) .  

I was a participant observer of practice (and 

additionally of video recordings of practice). 

I interviewed ɀ both relatively informal 

conversations and more formal interviews ɀ 

Esther and relevant others (for example support 

workers and service managers). 

I analysed documents (including case notes) and 

artefacts 

Relatively unstructured data 

collection  

The research design evolved rather than being 

fixed and fully detailed at the start. 

Table 5.1 Overview of Methods of data collection 

I explain how I 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 multiple methods of data 

collection and I explain how these gave valuable scope for triangulation of data 

source and how, as Cousin suggests (2009), I gained value from critical 

consideration of evidence from different sources.   

I 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 suggested that traditional concepts of validity 

and reliability may be less relevant to my research.   Instead, I justify how I 

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 appropriate (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 gradually and, as explained in 5.2.3, the case crystalised 

gradually.   When referring to decisions about the case and participants within it, I 

ÈÁÖÅ ÄÅÌÉÂÅÒÁÔÅÌÙ ÕÓÅÄ ÔÈÅ ÔÅÒÍ ȰÓÅÌÅÃÔÉÎÇȱ ÒÁÔÈÅÒ ÔÈÁÎ ȰÓÁÍÐÌÉÎÇȱȢ  4ÈÅ ÌÁÔÔÅÒ ÔÅÒÍ 

is inappropriate for a case study which in no way seeks a portion representative of 

a larger whole (Thomas 2011), or even necessarily something that 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, I selected an environment that was an exemplar of practice (Finlay 

2006) (see 4.2.3.1) and, of primary importance (Stake 2006, Simons 2009), a case 

there that seemed to offer opportunity to learn.   Following the advice of Carpenter 

and Suto (2008), I 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 I could compare with what I already had (Agar 

1980). 
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5.2.1 Negotiating access and participation  

In 5.4, I 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 England (Trusts A and B) 

and Futures (a not-for-profit organisation providing support to people with 

intellectual disabilities).  This required negotiation, as I no longer work for the NHS 

ÁÎÄ ÎÅÅÄÅÄ ÔÏ ÄÅÍÏÎÓÔÒÁÔÅ ÒÅÌÅÖÁÎÃÅ ÔÏ ÔÈÅ 4ÒÕÓÔÓȭ ÒÅÓÅÁÒÃÈ ÐÒÉÏÒÉÔÉÅÓȢ  !Ó an 

outsider, I needed to rely on others with insider status within these cultural groups 

as gatekeepers (Cresswell 2007).  For example, in Trust A, the very first stage 

before formally applying for ethical and research governance approval required 

ȬÁÄÏÐÔÉÏÎȭ ÏÆ ÍÙ ÓÔÕÄÙ ÂÙ ÔÈÅ 4ÒÕÓÔȭÓ )ÎÔÅÌÌÅÃÔÕÁÌ $ÉÓÁÂÉÌÉÔÉÅÓ 2ÅÓÅÁÒÃÈ 'ÒÏÕÐȢ  4ÈÅ 

role of gatekeepers was important, though their clinical priorities and institutional 

power, as suggested by Finlay (2006), had influence on who I was able to recruit 

and the types of accounts I 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, I had research and governance approval to recruit an occupational 

therapist from NHS Trust A.  I 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 their waiting list or caseload at the time of 

data collection. 

I deliberately decided not to define level of experience precisely e.g. by pinning this 

down to years or job grade, as I considered experience of the particular type of 
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work I was interested in of primary importance.  I 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 I know and am known to the occupational therapists I was potentially 

recruiting , I 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 5.4.2).  Participant 

information sheets, clearly explaining the nature of the research and what would 

be expected (see Appendix 3), together with a covering letter, were forwarded by a 

gatekeeper from the Learning Disabilities Research Group of Trust A to 

occupational theraÐÉÓÔÓ ×ÏÒËÉÎÇ ÉÎ ÔÈÁÔ 4ÒÕÓÔȭÓ ÃÏÍÍÕÎÉÔÙ ÌÅÁÒÎÉÎÇ ÄÉÓÁÂÉÌÉÔÙ 

teams.  Six occupational therapists chose to attend an information session about 

the research at the end of their regular team meeting.  There, I explained the 

research further and answered questions, 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 interested, i.e. using 

ȬÓÎÏ×ÂÁÌÌÉÎÇȭ (Braun and Clarke 2013, p.57). 

In the end, no occupational therapist from NHS Trust A volunteered to participate, 

seemingly because (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 I was interested in researching.  An 

occupational therapist from NHS Trust B with whom I had previously worked, 

Esther, heard about the study and enquired about participating.  This 

serendipitous contact was to have a major and positive influence on the direction 

of my study.  I 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 expressed an interest, I 

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 I 

received this approval, Esther then formally consented to participate (see 

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.  I worked closely with her to gain her 

confidence and agree criteria for a 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 Llewellyn (1995).  As the nature of occupational 

ÔÈÅÒÁÐÙ ÉÎ ÔÈÉÓ ÆÉÅÌÄ ÃÁÎ ÂÅ ÖÅÒÙ ÖÁÒÉÅÄȟ ÃÁÓÅ ÓÅÌÅÃÔÉÏÎ ×ÁÓ ÄÅÐÅÎÄÅÎÔ ÏÎ %ÓÔÈÅÒȭÓ 

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 me, potential 

participants who met all inclusion criteria, in that:  

¶ They had intellectual disabilities and complex needs within the definition 

in section 1.3 above. 

¶ Were aged 18 or over. 

¶ 7ÅÒÅ ÅÌÉÇÉÂÌÅ ÆÏÒ ÏÃÃÕÐÁÔÉÏÎÁÌ ÔÈÅÒÁÐÙ ÁÎÄ ÏÎ %ÓÔÈÅÒȭÓ ÃÁÓÅÌÏÁÄ ÏÒ 

wait ing list. 

¶ 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 cases 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 more detail in Chapter 6, 

she and her community team colleagues had identified on-going 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 planned recruitment procedures to ensure 

both that there was no coercion and that the measures outlined in the Mental 

Capacity Act (MCA) (GB Parliament 2005) were followed in recruiting Matt, Becky, 

Harold, Jane and Steve.  These are described in more detail in 5.4.3.3.  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 about them 

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 & Genishi (2005) and Simons (2009) and as I 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) and 

service managers (Sue and Norma) all 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 case.  This is, I conclude, reflective of the limited involvement that 

the families of Harold, Jane, Matt, Steve and Becky had in their lives. 

These potential participants were approached by Esther in the first instance and 

then by me only once they had shown initial interest in finding out more.  They 

were selected purposively using the following inclusion criteria: 

¶ People who seemed of relevance to the case of the occupational therapy 

of those living at Cavendish House. 

¶ Who were aged 18 or over. 

¶ Who had capacity to consent to participate. 

All potential participants received an appropriate information sheet (see Appendix 

5) and were given an opportunity for me to go through this and answer any 

questions before giving written consent (see Appendix 6) 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 system (Stake 1995) that is the case, making clear its analytical 

frame or object (Thomas 2011).  The nature of my case crystallised gradually.  

Features such as physical borders, range of activities, time-span and those actors 
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that were within and outside it, though nonetheless potentially significant as 

context (Cousin 2009), became clear.   I see it as a case of occupational therapy 

and, more specifically, it can be described as: 

Ȱ4ÈÅ ÏÃÃÕÐÁÔÉÏÎÁÌ ÔÈÅÒÁÐÙ ÔÈÁÔ ÓÕÐÐÏÒÔÓ ÔÈÅ ÏÃÃÕÐÁÔÉÏÎÁÌ ÅÎÇÁÇÅÍÅÎÔ ÁÔ 

home of a small number of people with profound intellectual and multiple 

ÄÉÓÁÂÉÌÉÔÉÅÓ ÌÉÖÉÎÇ ÔÏÇÅÔÈÅÒ ÉÎ ÏÎÅ ÈÏÕÓÅȢȱ   

Its evolving nature meant that it was difficult to predict in advance how many 

participants I would seek to recruit and the length of time they might be involved.  

Who I 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 insights (Charmaz 2012), is not 

necessarily the objective of case study research.  My decisions regarding whether I 

had reached this, or at least data sufficiency (Bowen 2011) did have some 

influence on whether for example I recruited another support worker as 

participant.  Essentially, data collection drove further data collection, beginning 

with one occupational therapist and the people with intellectual disabilities she 

was working with.  I considered whether this in itself allowed sufficient 

understanding, or whether new participants ɀ potentially , though this did not 

prove necessary, further occupational therapists and their clients ɀ needed to be 

brought into the study.  Data collection came to a natural end however once Esther 

completed her work and discharged those living in Cavendish House from her 

caseload. 

The story of the case is described in detail in chapters 6 and 7.   

5.3 Methods of Data Collection  

In this section I explain how, to gain in depth understanding in context, I spent 

time in the field with Esther, immersing myself in the case setting.  I explored 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 relatively 
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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 case were 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 varying perceptions, 

clarifying meaning (Stake 2008) and enhancing expressiveness of the data (Flick 

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 I 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 diverged (Stake 2008, Simons 2009).   

5.3.1 Participant observation  

I considered observation to be essential to gain access to the information I needed 

to answer my research question.  To begin with, my review of the literature and 

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 in 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 conclusion Mattingly 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 allowed gathering of data on the fine detail of 

social interactions as they happened and within their wider socio-cultural context, 

data that I could subsequently explore in interviews.  

Secondly, I am very conscious that the voices of people with intellectual disabilities 

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 

assessments (Porter and Lacey 2005), or qualitative research seeking the views of 

families and support staff about their lives.  I justify the necessity of gathering data 

ÂÙ ÔÈÅ ÁÒÇÕÁÂÌÙ ÉÎÔÒÕÓÉÖÅ ÍÅÔÈÏÄ ÏÆ ÐÁÒÔÉÃÉÐÁÎÔ ÏÂÓÅÒÖÁÔÉÏÎ ÉÎ ÐÅÏÐÌÅȭÓ ÈÏÍÅÓ ÉÎ 

5.4.3 below.   

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, I needed to be fully immersed and 

to establish and maintain relationships (Angrosino 2005).  Kielhofner (1981) 

describes how he found 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 dimensions of research observation described by Flick (2009), 

I would describe my observations as: 

¶ Participant (rather than non-participant).  

¶ Apparent (rather than in any way covert). 

¶ Neither highly systematic nor totally unsystematic, but certainly flexible 

and responsive to evolving events. 

¶ In naturally occurring (rather than artificial) situations.  

¶ Reflexive ɀ that is involving self-observation as well as observation of 

others. 

Gold (1958) describes a classic typology of potential participant observer roles.  

Not being normally part of the social setting of Cavendish House and not having a 

natural reason, aside from research, for being present, I conclude that rather than 

ÁÃÔÉÎÇ ÁÓ Á ȰÐÁÒÔÉÃÉÐÁÎÔ ÁÓ ÏÂÓÅÒÖÅÒȱȟ ) ÔÏÏË ÏÎ ÔÈÅ ÒÏÌÅ ÏÆ ȰÏÂÓÅÒÖÅÒ ÁÓ ÐÁÒÔÉÃÉÐÁÎÔȱ 

(1958, p.217). 

Following the phases of observation described by Flick (2009), I began with 

descriptive observations to orientate myself to the case site and build relationships 

×ÉÔÈ ÔÈÅ ÁÃÔÏÒÓȟ ÔÈÅ ȰÈÁÎÇÉÎÇ ÁÒÏÕÎÄȱ ÆÁÍÉÌÉÁÒÉÓÁÔÉÏÎ ÐÈÁÓÅ ÄÅÓÃÒÉÂÅÄ ÂÙ -ÁÔÔÉÎÇÌÙ 
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and Fleming (1994).  Gradually gaining access to the field and to relevant persons 

ÄÉÄ ÓÅÅÍ ÔÏ ÁÌÌÏ× ÍÙ ÐÒÅÓÅÎÃÅ ÔÏ ÂÅÃÏÍÅ ÍÏÒÅ ȬÎÏÒÍÁÌȭȟ ×ÉÔÈ ÔÈÅ ÁÉÍ ÏÆ ÒÅÄÕÃÉÎÇ 

reactivity in the form of guarded behaviour by participants (Spradley 1980), 

though I explore further in Chapter 8 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 concrete and 

focused as, drawing on my tentative conceptual framework, I concentrated on 

those aspects that seemed most relevant to the research question (Angrosino 

2005).  In the latter stages observations became more selective to find further 

evidence or examples of the kinds of practices and processes seen in the focused 

observations. 

I concentrated my observations on nine aspects of social situations (Spradley 

1980) that is to say spaces, actors, activities, objects, acts, events, time, goals and 

feelings.  Observation is fatiguing and I needed to maximise the usefulness of each 

visit, so I set observational goals and recognised the limits of my own capacity 

(Flick 2009).  I ensured that I was reflexive about some of the challenges of 

participant observation such as selecting situations where the research issue was 

most likely to be visible and avoiding losing the critical external perspective of the 

stranger, or going native (Angrosino 2005).  I reflect further on some of these 

challenges in 8.6.5.   

5.3.1.1 Field notes  

I found the advice of Emerson, Fretz and Shaw (2011) in their classic text on 

writing ethnographic field notes extremely useful in helping me to devise an 

effective and practicable system that worked for me.  I intended to take as many 

notes as I could during participant observations, but quickly realised that I did not 

feel very comfortable doing this, wondering whether it made participants (and 

potential future participants) more wary of my presence.  I was 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 

I therefore limited my writing in the field itself to what Emerson et al. (2011, p.29) 

ÃÁÌÌ ȬÊÏÔÔÉÎÇÓȭȟ ÔÈÁÔ ÉÓ ÔÏ ÓÁÙ ÂÒÉÅÆ ×ÒÉÔÔÅÎ ÎÏÔÅÓȟ ÓÕÃÈ ÁÓ ÁÎ ÉÍÐÒÅÓÓÉÏÎȟ Á ËÅÙ ×ÏÒÄ 

or phrase, a symbol or abbreviation, a question I asked or a sentence someone said.  

Some of these I recorded immediately, others at the first opportunity (e.g. as soon 

as I 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 I became more practised at these jottings, I became better at 

recognising and capturing the key aspects of what I was observing that would be 

the most useful reminders for me to transform into vivid descriptions in later field 

notes. I found Emerson et al.ȭÓ ÁÄÖÉÃÅ (2011) particularly helpful to:  

¶ Record actual words, rather than summarised dialogue. 

¶ Record concrete sensory descriptions (e.g. what I saw and heard using 

active verbs) rather than my interpretations of actions. 

¶ Avoid evaluating or forming impressions about events, or guessing at 

ÐÅÏÐÌÅȭÓ ÍÏÔives or internal states. 

¶ Record markers that might help me remember the sequence of events. 

On occasions, I 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 

I 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 al. (2011) 

advise against talking with others about what has been observed until full field 

notes have been written, though I often needed to compromise on this, particularly 

when I wanted to interview Esther about what I had just observed her doing.  On 

reflection, I conclude that any impact on the psychological immediacy of my field 

notes (as Emerson et al. (2011) warn is possible) was outweighed by the value of 

gaining %ÓÔÈÅÒȭÓ ÉÍÍÅÄÉÁÔÅ perspective on those occasions.    

I focused on recording experiences while they were still fresh, trying not to allow 

my internal editor to distract me from the scene I was trying to evoke with 
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concerns of grammar and sentence structure.  Emerson et al. (2011, p.40) suggest 

×ÒÉÔÉÎÇ ȰÓÐÏÎÔÁÎÅÏÕÓÌÙ ȣ ÁÓ Á ÃÏÎÖÅÒÓÁÔÉÏÎȱȟ ÒÅÆÅÒÒÉÎÇ ÔÏ ÍÙ ÊÏttings, but also 

experimenting with a combination of methods to promote recall: 

¶ Tracing events in chronological order as I observed or experienced them 

(which I found particularly helpful for recall). 

¶ Starting with seemingly critical incidents and detailing these as 

thoroughly as possible.  

¶ Focusing in turn on different types of events related to my areas of 

interest. 

Once my thoughts were recorded in this raw form, I returned to them and added 

to, reorganised and polished them to some extent to form field notes that were 

constructions of my personal experiences of what I had observed.  I was surprised 

to find that writing the field notes took substantially longer than the actual 

observations. 

When I wrote field notes, I was inevitably, to a greater or lesser extent writing my 

retrospective reinterpretations of what I had observed, that is writing from a 

position of later insight.  In order to preserve the process and experience of 

constructing meaning, however, I did at times try writing descriptions of events as  

they had actually happened, excluding meanings, as far as possible, until writing 

about how I had realised or constructed those meanings.  Further suggestions from 

Emerson et al. (2011) that I found useful were to: 

¶ Write with an intended audience of myself as future reader and not 

worrying about consistency of voice or style. 

¶ Pay particular attention to initial impressions before the way the setting 

looks, smells, sounds and the way people behave became too 

commonplace. 

¶ Use lots of adjectives and adverbs 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 I 

might experience.  Use these to increase my sensitivity to what might be 

happening, or significant to those in the setting. 

¶ Keep my evaluations and judgements and my developing analysis 

explicitly separate from description.   I did this by:  

o Placing any brief reflective, or analytical points (perhaps 

interpreting or questioning) in asides within [square brackets] 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 

quotation or paraphrasing of dialogue, along with descriptions of body 

language. 

¶ Represent multiple voices and points of view, including 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 I was representing my own first 

person feelings and reactions and when, I was rather using what I 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 I reflect on some of the dissatisfaction I felt at times with the quality of my 

field notes, but how over time I changed my views on what I had written.    

5.3.2 Videoing aspects of the case 

Some aspects of the case were video-recorded (either by myself or by a 

participant) within one or other of two different modalities (Haw and Hadfield 

2011): 
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¶ Videoing in an extractive modality provided data on the specific social 

interactions captured, allowing me either to revisit what I had myself 

observed, or to have some access to situations I was unable to observe.  I 

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).    

¶ Video recordings were also used in a reflective modality within 

ÉÎÔÅÒÖÉÅ×Ó ɉÓÅÅ υȢσȢςɊȟ ÔÏ ÃÁÐÔÕÒÅ %ÓÔÈÅÒȭÓ ÉÎÔÅÒÐÒÅÔÁÔÉÏÎÓ ÁÎÄ 

constructions by asking her to reflect on content recorded.  Techniques 

such as thinking aloud and critical incident analysis (of aspects of the case 

that seemed significant either to myself or Esther) allowed exploration of 

fragmented and tacit understanding of professional phenomena (Haw and 

Hadfield 2011) such as her clinical reasoning.  This was a technique used 

by Richardson (2006) ÉÎ ÈÅÒ ÅØÐÌÏÒÁÔÉÏÎ ÏÆ ÐÈÙÓÉÏÔÈÅÒÁÐÉÓÔÓȭ ÐÒÁÃÔÉÃÅȢ 

As much as forming research data in themselves, the video recordings were also 

valuable "triggers" for research data in the form of either my field notes (when 

used in an extractive modality) or interview transcripts (when used in reflective 

modality).  Although I would like to have been able to include video data in this 

thesis, I did not set out to do this due to the need to preserve participantÓȭ 

anonymity.   

See section 5.4.4 below 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 I 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, I carried out participant observation of Esther with Matt, 

Steve, Jane, Becky and Harold and/ or other participants at Cavendish House on 17 
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separate occasions (and these are summarised in Table 5.2).  Despite this however, 

the distance between my home and the house, my own availability not always 

coinciding with key events and a number of miscommunications between Esther, 

Sarah and support staff regarding timing, all meant that I was not present and able 

to observe as much of what went on as I had originally hoped.  Interviews were 

therefore essential in allowing participants to discuss aspects of the case that 

happened when I could not be present. This however was not the primary reason 

for collecting data in this way. 

Date Duration Participants living 
at Cavendish 

House 

Participants working at Cavendish 
House 

Occupational 
therapy 

participants 

11.12.12 3 hours Matt, Steve, Harold Norma, Doug, Jean, Tracy Esther, Sarah 
 

4.1.13 3.5 hours Harold Norma, Robert, Ivan  Esther 
25.1.13 1.5 hours Becky, Matt Norma, Dina Esther 

 
25.3.13 4 hours Becky, Harold, 

Matt 
Jean, Olly, Robert, Dina  Esther 

 
27.3.13 2 hours Steve, Harold, 

Becky 
Sarah, Julie, Ivan Esther,  

28.3.13 2.5 hours Jane, Becky, Steve 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, Harold Ivan, Jean Esther,  
 

10.4.13 2 hours Steve Sue, Dina Esther 
12.4.13 3 hours Becky, Matt Dina, Tracy, Jean Esther 
24.5.13 1.5 hours Steve Paula, Gemma Esther, Sarah 
7.6.13 5 hours Harold, Mo, Matt, 

Becky, Steve 
Jean, Doug, Tracy, Dina, Sue, 
Norma, 

Esther, Sarah 
 

21.6.13 4 hours Mo Gemma  Esther 
27.6.13 5 hours Harold, Steve, Mo, 

Matt 
Doug, Jean, Ivan, Robert, Norma, 
Olly, Jean 

Esther, Sarah 

28.6.13 4 hours Mo Harold, Jane 
Steve, Matt, Becky  

Doug, Jean, Dina, Julie, Gemma, Sue Esther, Sarah 

26.7.13 3 hours Matt, Steve. Jane Doug, Gemma, Julie, Sue Esther 
30.7.13 1.5 hours Harold, Becky, Mo, 

Steve 
Jean, Olly, Doug, Paula, Julie Sarah,  

Table 5.2 Summary of observations at Cavendish House 1 

 

                                                        
1
 ǎŜŜ ά/ŀǎǘ ƻŦ /ƘŀǊŀŎǘŜǊǎέ ƻƴ ǇΦу όŀƴŘ ŀƭǎƻ /ƘŀǇǘŜǊ сύ ŦƻǊ ŦǳǊǘƘŜǊ ŜȄǇƭŀƴŀǘƛƻƴ ƻŦ ǊƻƭŜ ƻŦ ŜŀŎƘ ǇŀǊǘƛŎƛǇŀƴǘ 
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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 I myself observed through 

ÇÁÉÎÉÎÇ ÉÎÔÅÒÖÉÅ×ÅÅÓȭ perspectives in addition to my own (Dyson and Genishi 

2005).  Some interviews were pre-arranged, formal and semi-structured.  Many 

however were relatively quick and informal ɀ more like opportunistic 

conversations ɀ exploring an aspect of the case that I had 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 interviews were 

similar to the conversations that Mattingly and Fleming (1994) described using to 

assist in their interpretation of observed behaviour when exploring occupational 

ÔÈÅÒÁÐÉÓÔÓȭ ÃÌÉÎÉÃÁÌ ÒÅÁÓÏÎÉÎÇȢ  2ÉÃÈÁÒÄÓÏÎ ÁÌÓÏ ÄÅÓÃÒÉÂÅÓ ÈÏ× ÈÅÒ ÉÎÔÅÒÖÉÅ×Ó ÇÁÖÅ 

valÕÁÂÌÅ ÉÎÓÉÇÈÔÓ ÉÎÔÏ ÐÈÙÓÉÏÔÈÅÒÁÐÉÓÔÓȭ ÔÈÉÎËÉÎÇ ÁÎÄ ÒÅÁÓÏÎÉÎÇȟ ÅÎÈÁÎÃÉÎÇ ÈÅÒ 

portrayal and interpretations of observed behaviour (2006).
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Figure 5.3 

Research 

Activity 

timeline
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5.3.4 Documents and artefacts  

Esther was required by the standards of practice of her profession 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.  I gathered numerous examples of these (or photos of them in some cases) to use 

ÁÓ ÓÅÃÏÎÄÁÒÙ ÄÁÔÁȟ ÁÓ ÁÎ ÁÄÄÉÔÉÏÎÁÌ ×ÁÙ ÏÆ ÇÁÉÎÉÎÇ ÁÃÃÅÓÓ ÔÏ %ÓÔÈÅÒȭÓ ÔÈÏÕÇÈÔÓ ÁÎÄ 

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 realistic 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 Software (QSR 2013), including: 

¶ Field notes. 

¶ Photocopies and photos/electronic (jpg, pdf or word) files of documents 

and artefacts, such as occupational therapy reports and notes. 

¶ Audio recordings (mp3 files) of my thoughts captured soon after leaving 

the field. 

¶ Audio recordings (mp3 files) of interviews with participants and 

transcripts of these interviews. 

¶ Video recordings (mp4 files) of aspects of the case. 

Unsure at the outset, how much of the data collected I would transcribe and 

whether a complete transcription of all interviews and videos was necessary, I 

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 analysis (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. 



 

150 
 

5.4 Ethics and governance  

I took care to ensure that this research was ethical in maintaining respect for 

democracy, truth, people and for research itself (Bassey 1999).  Before exploring in 

this section some potentially controversial aspects, it is worth stating my strong 

belief that people with intellectual disabilities ɀ including those lacking capacity ɀ 

have a right to have their support needs researched.  One could in fact argue the 

immorality of not doing this (Gunn and Taylor 1993): 

ȰÐÅÏÐÌÅ ×ÉÔÈ ɍÉÎÔÅÌÌÅÃÔÕÁÌɎ ÄÉÓÁÂÉÌÉÔÉÅÓ ɍÁÒÅɎ ÁÍÏÎÇ ÔÈÅ ÌÅÁÓÔ ÐÒÉÖÉÌÅÇÅÄ ÁÎÄ 

most vulnerable [and] if their circumstances are to improve there is an urgent 

need to facilitate rigorous and ethical research into issues of importance to 

ɍÔÈÅÍɎȟ ÔÈÅÉÒ ÆÁÍÉÌÉÅÓ ÁÎÄ ÓÕÐÐÏÒÔ ÓÙÓÔÅÍÓȢȱ (Dalton and McVilly 2004, p.60) 

With only limited exceptions, e.g. Williams (2007), 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 reasons.  In the nature of case study research, its design 

evolved and was therefore not straightforward to explain fully in advance.  I was 

encroaching on the potentially sensitive area of interactions between client and 

professional and the occupational therapy I was interested in happened not in a 

ÃÌÉÎÉÃÁÌ ÓÅÔÔÉÎÇȟ ÂÕÔ ÉÎ ÐÅÏÐÌÅȭÓ ÈÏÍÅÓȟ ×ÈÅÒÅ ) ×ÁÓ ÓÅÅËÉÎÇ ÔÏ ÏÂÓÅÒÖÅ ÁÎÄ ÅÖÅÎ 

video record.  

People with profound intellectual disabilities were unlikely to be able to give 

informed consent to participate in this research even after taking all steps to 

maximise their ability to do so as suggested by Department of Health (2008b).  

4ÈÉÓ ÉÍÐÌÉÅÄ ÐÒÏÂÁÂÌÙ ÈÁÖÉÎÇ ÔÏ ÐÒÏÃÅÅÄ ÏÎ ÔÈÅ ÂÁÓÉÓ ÔÈÁÔ ÉÔ ×ÁÓ ÉÎ ÐÅÏÐÌÅȭÓ ÂÅÓÔ 

interests to have their needs researched.  I was aware that 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.  I provided 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/LO/0319) 

(see Appendix 7).  Approval from the latter body was necessary because 

occupational therapist Esther was an NHS employee and Matt, Steve, Becky, Jane 

and Harold were her NHS service users.  The possibility  of them not having 

capacity to consent to participate themselves was an additional reason for needing 

NHS NRES approval (Department of Health 2008b).  Research governance 

approval (INVOLVE and NRES 2009) was granted by two NHS Trusts to allow me 

to seek participants from amongst their staff and service users.  I began 

discussions 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, rather ÔÈÁÎ ÍÅÒÅÌÙ Á ȰÈÕÒÄÌÅȱ ÔÏ ÇÅÔ ÔÈÒÏÕÇÈȟ ×ÁÓ ÇÅÎÕÉÎÅÌÙ ÁÎ 

opportunity that improved my research design and I value the helpful feedback I 

received from ethics panels. 

I now discuss in turn a number of ethical issues raised by this case study and 

explain how I responded to these in the design of the study.  I have included 

detailed discussion in order that the reader has sufficient information to judge the 

integrity of my research using 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  

4ÈÅ ÒÅÌÅÖÁÎÃÅ ÏÆ ÍÙ ÒÅÓÅÁÒÃÈ ÉÄÅÁ ÁÎÄ ÔÈÅ ÓÔÕÄÙȭÓ ÄÅÓÉÇÎ ÎÅÅÄÅÄ ÔÏ ÂÅ ÊÕÓÔÉÆÉÅÄ ÔÏ 

potential participants, including those with intellectual disabilities (Dalton and 

McVilly 2004).    Whilst my study is not user-led, emancipatory or participatory 

(Grant et al. 2005), I was keen from the outset for it to be non-tokenistically 

collaborative or at least consultative.  Consulting and discussing 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), I consulted with a research advisory group consisting of a 

small number of people with mild-moderate intellectual disabilities who had 

themselves previously been research participants.  I considered them to 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 the research question to be addressed.  One consultee, for 

example, spoke of the importance to him of having a routine and all could think of 

examples of people they knew who were under-occupied.  They agreed on the 

importance of understanding how to support people well and gave examples of 

what they considered to be good and bad support.  I took points made by the group 

regarding observation and video recording into account (see 5.4.4) and will act on 

their strong recommendation that the findings should be written 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 I have acknowledged their 

help in this thesis.  

I 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 intellectual 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 the focus 

of the study to an exploration of occupational therapy supporting people's 

engagement at home (rather than elsewhere).  
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5.4.2 Informed consent  

This study raised some issues related to informed consent that I now move on to 

discuss, including the fact that people with profound intellectual disabilities were 

very likely not going to be able to give this.   

5.4.2.1 Evolving design  

)Ô ÉÓ ÉÎ ÔÈÅ ÎÁÔÕÒÅ ÏÆ ÃÁÓÅ ÓÔÕÄÙ ÒÅÓÅÁÒÃÈ ÔÈÁÔ Á ÓÔÕÄÙȭÓ ÄÅÓÉÇÎ ×ÉÌÌȟ ÔÏ ÁÎ ÅØÔÅÎÔȟ 

evolve dependent on the nature of the case selected (Thomas 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 selected 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 ensure that participants can 

give truly informed consent at the outset.  NRES pressed, for example, for more 

specific quantification of participant numbers than I felt able to give in advance 

and I reluctantly attempted to provide this in the form of likely maxima 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.  I felt 

uncomfortable with these estimates, as I was uncertain that they were very 

meaningful, though some did prove to be reasonably accurate.  Occupational 

therapist Esther participated for the longest amount of time as she was recruited 

first, then becoming involved 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, I designed clearly-worded participant information sheets 

specifically for each type of participant, individualised to need where necessary 

(see Appendices 3, 5, 8 and 9).  I supplemented these 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 I could predict a participant might 

have in the study. 

Although participants signed a consent form (see Appendices 4, 6, 10 and 11), I 

regarded this consent as provisional (Simons 2009) and I adopted the process 

consent model (Dewing 2007), sometimes known as rolling consent, involving on-

going decision-making and repeated informed consent.  This meant regularly 

checking and re-checking 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 participants were to become 

part of the case, for example some support workers and service managers.  I 

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 by Esther 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 presence 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 experiences 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 al. (2010) describe the: 

ȰÈÕÇÅÌÙ ÍÉÓÓÅÄ ÏÐÐÏÒÔÕÎÉÔÙ ÉÆ ɍÔÈÅÙɎ ÁÒÅ ÅØÃÌÕÄÅÄ Ærom the very thing that 

ÃÏÕÌÄ ÂÅ ÕÓÅÄ ÔÏ ÇÁÉÎ Á ÆÕÌÌÅÒ ÕÎÄÅÒÓÔÁÎÄÉÎÇ ÏÆ ÔÈÅÉÒ ÄÉÓÅÁÓÅȱ (2010, 

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 themselves 

(rather than relying solely on other informants such as family members or support 

staff).  As I 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 capacity were followed (e.g. 

Williams et al. 2007).  Many authors, however, do not explicitly mention issues of 

capacity and consent (Messent 2003, Lofgren- Martensen 2004).  In one particular 

study, undisclosed participant observation over 10 years for me raises some 

serious ethical issues (Monaghan and Cumella 2009). 

Sections 30-σσ ÏÆ ÔÈÅ -ÅÎÔÁÌ #ÁÐÁÃÉÔÙ !ÃÔ ςππυ ɉȰ-#!ȱɊ (GB Parliament 2005) can 

eÎÁÂÌÅ ȰÉÎÔÒÕÓÉÖÅ ÒÅÓÅÁÒÃÈȱ ɉÁÎÙ ÒÅÓÅÁÒÃÈ ÌÅÇÁÌÌÙ ÒÅÑÕÉÒÉÎÇ ÃÏÎÓÅÎÔ) to be carried 

out lawfully w ith people lacking capacity.  The steps described below that I took to 

ensure that this study complied with these provisions were based on my 

understanding of the legal position from a number of sources (Department 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 

4ÈÅÒÅ ÉÓ ÎÏ ȬÂÌÁÎËÅÔ ÉÎÃÁÐÁÃÉÔÙȭ ÕÎÄÅÒ ÔÈÅ -#! ÁÎÄ ÌÁÃË ÏÆ ÃÁÐÁÃÉÔÙ ÃÁÎÎÏÔ ÂÅ 

assumed on the grounds of diagnosis, e.g. of profound intellectual disabilities.  As 

the person needing a decision to be made about research participation, it was my 

responsibility  to ensure that eÁÃÈ ÐÏÔÅÎÔÉÁÌ ÐÁÒÔÉÃÉÐÁÎÔȭÓ ÃÁÐÁÃÉÔÙ ÔÏ ÍÁËÅ ÔÈÅ 

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 I had 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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I was aware that there could be considered a conflict of interest for me to assess 

the capacity of potential participants with profound intellectual disabilities to 

participate in this study myself.  Although I remained involved, Esther (similarly 

used to assessing capacity) therefore took the lead and made the ultimate 

decisions regarding this.  She did this using .(3 4ÒÕÓÔ "ȭÓ Ȱ-ÅÎÔÁÌ #ÁÐÁÃÉÔÙ ÕÎÄÅÒ 

ÔÈÅ -#! ςππυ !ÓÓÅÓÓÍÅÎÔ &ÏÒÍȱ ÁÎÄ ÉÎ ÄÉÓÃÕÓÓÉÏÎ ×ÉÔÈ .ÏÒÍÁ ɉ#ÁÖÅÎÄÉÓÈ (ÏÕÓÅ 

Assistant Manager), Sarah (Occupational Therapy Assistant) and myself. 

Mo, the most able resident in Cavendish House, had a moderate intellectual 

disability and features in the case only in a small way.  She was 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 Health (2010) and Mencap (2010), we therefore 

ÉÎÄÉÖÉÄÕÁÌÉÓÅÄ ÁÎÄ ÁÄÁÐÔÅÄ ÉÎÆÏÒÍÁÔÉÏÎ ÁÂÏÕÔ ÔÈÅ ÓÔÕÄÙȢ  5ÓÉÎÇ Á ÓÉÍÐÌÉÆÉÅÄȟ ȰÅÁÓÙ 

ÒÅÁÄȱ ÐÁÒÔÉÃÉÐÁÎÔ ÉÎÆÏÒÍÁÔÉÏÎ ÓÈÅÅÔ ÅÍÐÈÁÓÉÓÉÎÇ ÏÎÌÙ ÔÈÅ key messages, with 

supplementary verbal and gestural explanation and role play, her capacity was 

maximised to the point where she was able to give informed consent to participate 

for herself. 

Matt, Becky, Harold, Jane and Steve were all assessed by Esther as not having 

capacity to make the decision about participation themselves.  Following 

assessment, it was concluded that no adaptation to the presentation of the 

information could maximise their capacity sufficiently.  Therefore decisions about 

their part icipation were made in their best interests in consultation with others in 

accordance with sections 30-33 of the MCA (see sub-sections e and f below). 

b. Connection between research and condition affecting capacity 

This study relates specifically to the needs of people with intellectual disabilities.  

It therefore meets the requirement in s31(2) MCA for a clear connection with the 

ȰÉÍÐÁÉÒÉÎÇ ÃÏÎÄÉÔÉÏÎȱ ÁÆÆÅÃÔÉÎÇ ÃÁÐÁÃÉÔÙ with  potential to contribute to the 

knowledge base for the treatment, care or support of those I 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 who are able to give consent where 

possible.  Restricting recruitment in this way only to adults who did have capacity 

would, however, have been ineffective in answering my research question and 

would not have allowed me to capture 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 necessary (Dimond 

2009), as the Act allows recruitment where the research intends to further 

knowledge of causes, treatment or care of a condition affecting prospective 

participants.  I considered that participating had potential to contribute towards all 

of the following indirect benefits suggested 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. 

¶ Knowledge of effects of mental incapacity (i.e. intellectual disabilities 

here) on health and day to day life.  

!Ó ÄÅÃÉÓÉÏÎÓ ÈÁÄ ÔÏ ÂÅ ÍÁÄÅ ÉÎ ÐÁÒÔÉÃÉÐÁÎÔÓȭ ÂÅÓÔ ÉÎÔÅÒÅÓÔÓ ÁÎÄ ÃÏÍÐÁÔÉÂÌÅ ×ÉÔÈ 

what we knew of their broader interests (University of Leicester and University of 

Bristol 2011):  

¶ These benefits had to outweigh any risks, which needed to be negligible. 

¶ Participating had to not significantly interfere with freedom of action or 

privacy.   

¶ The research had to not be unduly invasive or restrictive. 

It is not unusual for there to be several people present in the environment of 

settings such as Cavendish House and I judged that my presence would be unlikely 

to be experienced as unusual.  I 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 services (Dalton and McVilly 2004).  There appeared 
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to be sufficient potential benefits to allow me to explore the occupational 

engagement of participants lacking capacity.   

e. Consultation  

Judging whether benefits outweighed risks required taking the time ɀ directly, or 

through consultation with those that knew prospective participants well ɀ to get to 

know something of their beliefs and values, wishes and feelings, 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 

ÂÅÓÔ ÉÎÔÅÒÅÓÔÓ ÏÆ ÉÎÄÉÖÉÄÕÁÌÓ ÌÁÃËÉÎÇ ÃÁÐÁÃÉÔÙ ÔÏ ÐÁÒÔÉÃÉÐÁÔÅȢ  ! ȰÐÅÒÓÏÎÁÌ ÃÏÎÓÕÌÔÅÅȱ 

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 capacity (Department of Health 2008b).  Taking into account assistant 

ÍÁÎÁÇÅÒ .ÏÒÍÁȭÓ ÁÄÖÉÃÅ ÁÂÏÕÔ ×ÈÏ ×Å ÍÉÇÈÔ ÉÍÁÇÉÎÅ ÐÅÏÐÌÅ ÍÉÇÈÔ ÔÒÕÓÔ ÔÏ ÂÅ 

consulted regarding important life decisions, family members, or friends took on 

this role for Matt, Becky and Steve.  Paid advocates unconnected with the project 

ÁÃÔÅÄ ÁÓ ȰÎÏÍÉÎÁÔÅÄ ÃÏÎÓÕÌÔÅÅÓȱ ÆÏÒ (ÁÒÏÌÄ ÁÎÄ *ÁÎÅȢ 

I devised specific information sheets for consultees (see Appendix 8) and they 

were asked to consider the broad aims of the research, whether the person would 

be content to take part or whether doing so might upset them, and the risks, 

benefits and practicalities of this.  Esther and I worked together to explain the 

Participant Information Sheet and what participating in this study would involve 

to these consultees, 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 10).  Respecting their advice, I would 

not have included someone 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 illustrated in my ÆÉÅÌÄ ÎÏÔÅ ÆÏÌÌÏ×ÉÎÇ ÃÏÎÓÕÌÔÁÔÉÏÎ ×ÉÔÈ (ÁÒÏÌÄȭÓ 

Independent Mental Capacity Advocate (IMCA): 

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 she needed time to reflect and gather information 

from others before deciding.  Esther and l went through the PIS and answered 

ÑÕÅÓÔÉÏÎÓ ÅȢÇȢ ÁÂÏÕÔ ×ÏÕÌÄ ÔÈÅ ÒÅÓÅÁÒÃÈ ÄÉÓÁÄÖÁÎÔÁÇÅ (ÁÒÏÌÄ ÉÎ ÁÎÙ ×ÁÙȣȢ 

She seemed broadly positive about it (tone of voice, enthusiastic comments 

etc.).  We confirmed that the IMCA could be present at any of the times Harold 

is part of the research. 

(ÁÒÏÌÄȭÓ ÃÏÍÍÕÎÉÃÁÔÉÏÎ - how will we know if he is happy or not?  Esther and 

IMCA agreed that his responses are generally quite neutral - it is difficult to 

know for sure he is enjoying something, but if unhappy he will 'make noises' 

and push person away.  IMCA asked re anonymity - is there a risk of Harold 

being identified in report. I said I would refer to 'the south of England' rather 

thÁÎ ÎÁÍÉÎÇ ÔÈÅ ÌÏÃÁÔÉÏÎ ÁÎÄ ÌÅÁÖÅ ÏÕÔ ÄÅÔÁÉÌÓ ÏÆ ÕÎÕÓÕÁÌ ÄÉÁÇÎÏÓÉÓȢȱ  (Field 

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.  I was open to continuing to consult with the consultees throughout the 

period that individuals participated in the study as I felt this was important in 

ensuring that each individual could participate in decisions and that signs of 

objection were noticed and 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 to participate in all decisions about 

involvement, including the acceptability of the research methods and my presence.  

I therefore sought assent from 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 object.   

Following Tuffrey Wijne et al. (2010) and Hubert & Hollins (2007), I used the 

principle of process consent (Dewing 2007) to pay constant attention to 

×ÉÌÌÉÎÇÎÅÓÓ ÔÏ ÅÎÇÁÇÅȢ  4ÁËÉÎÇ ÉÎÔÏ ÁÃÃÏÕÎÔ ÐÁÒÔÉÃÉÐÁÎÔÓȭ ×ÁÙÓ ÏÆ ÃÏÍÍÕÎÉÃÁÔÉÎÇȟ ) 

discussed in advance 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 judgement, but I 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 methods 

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.  I 

then worked closely with 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 with them to provide further information and answer 

questions.  

Within the case, certain individuals (e.g. some support workers or family 

members) might have wished not to participate and I was explicit when talking to 

them about the research that they were under no obligation. What I observed of, or 

what was said by anyone who had not consented to participate did not become 

research data. 

5.4.3 /ÂÓÅÒÖÁÔÉÏÎÁÌ ÓÔÕÄÙ ÉÎ ÐÅÏÐÌÅȭÓ ÈÏÍÅÓ 

'ÁÔÈÅÒÉÎÇ ÄÁÔÁ ÂÙ ÐÁÒÔÉÃÉÐÁÎÔ ÏÂÓÅÒÖÁÔÉÏÎȟ ÐÁÒÔÉÃÕÌÁÒÌÙ ÉÎ ÐÅÏÐÌÅȭÓ Ï×Î ÈÏÍÅÓ ÉÓ 

an intrusive method.  I felt however that it was necessary to answer my research 

question 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 issue (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 views of families and support staff about their 

lives: 

ȰParticipant 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, non-verbal sounds, eye contact, facial expressions 

and behavioural manifestations of sadness, joy, contentment, anger, affection 

and uneaseȢȱ (Hubert and Hollins 2007, p.123). 

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 of course I was not initially familiar with the 

participants with intellectual disabilities in this study.  I therefore interpreted 

nonverbal communication with the assistance of information from others who 

knew the particular individual well and who could say, for example "when he does 

x/ makes sound y/ makes facial expression z, we think it means that he is enjoying 

ÓÏÍÅÔÈÉÎÇȾ ÄÉÓÔÒÅÓÓÅÄȾ ÔÉÒÅÄȢȱ 

My consultation group of people with intellectual disabilities suggested that before 

observing I should get to know people and explain what was going to happen and 

that when observing, I 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 support staff or family member); and they 

warned that it could get too crowded, when observing perhaps in a kitchen and 

that I would need to be alert to health and safety risks.  I 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 I 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 I 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 about what 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 responses of the group to the idea of using video recording 

do I 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.  I therefore gained ethical 

and research governance agreement that certain clips from the video recordings 

(anonymised using pixilation), could be shown in future consultations.  No 

participant would be identifiable in these clips and specific consent for this 

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 not remaining anonymous, 

for example to celebrate the lives of the protagonists with intellectual disabilities 

in the case (Simons 2009) and to promote self-advocacy.  Efforts were nonetheless 

taken to ensure that all participants remained anonymous because: 

¶ 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. 

¶ I cannot guarantee that readers of the study will form fair and sensitive 

judgements of the case. 
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As I have written up the case, I have taken care that the combination of incidental 

ÄÅÔÁÉÌÓȟ ÆÏÒ ÅØÁÍÐÌÅ ÁÂÏÕÔ ÐÁÒÔÉÃÉÐÁÎÔÓȭ ÏÃÃÕÐÁÔÉÏÎȟ ÌÏÃÁÔÉÏÎȟ ÁÇÅȟ ÇÅÎÄÅÒ ÁÎÄ 

ethnicity, do not lead to them becoming inadvertently identifiable.  Where 

necessary some of these details have been changed. 

I only gathered personal data about participants that was relevant to my research 

question and took all precautions to ensure that it was stored securely.  This 

included: 

¶ +ÅÅÐÉÎÇ ȬÈÁÒÄȭ ÃÏÐÉÅÓ ÏÆ Ðersonal data (e.g. written notes) in a locked 

filing cabinet at my workplace.  

¶ Only keeping personal information on encrypted password-protected 

laptop computers, iPad or memory sticks for as long as was necessary for 

it to be transferred from Cavendish House to my workplace. 

¶ Storing electronic personal data on the secure University of Brighton 

server, password-protected to give access only to myself. 

¶ Taking particular care regarding the security arrangements for audio and 

video recordings. 

¶ Anonymising or coding data with a pseudonym at the earliest opportunity 

so that it could not be linked to the individual who supplied it. For 

ÅØÁÍÐÌÅȟ ÐÁÒÔÉÃÉÐÁÎÔÓȭ ÁÃÔÕÁÌ ÎÁÍÅÓ ×ÅÒÅ ÎÏÔ ÂÅ ÕÓÅÄ ÏÎ ÆÉÅÌÄ ÎÏÔÅÓ ÁÕÄÉÏ 

or video tapes, or electronic file names.  Transcripts of interviews 

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).  

¶ Other than participants in the case, raw data has only been seen by myself 

and my supervisors and no individual is identifiable in this thesis.   

Although confidentiality has been maintained, I 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 I sought to offer them some control over what 

ultimately became public.  When in the field, I remained alert to signs that a 

participant wished to keep something private (e.g. I observed that one participant 

seemed visibly uncomfortable during an interview and asked whether there was 

anything he had said that he wanted me not to transcribe).  Generally, at the end of 

interviews or observations, I asked individuals for permission to use the content or 

whether anything needed excluding.          

On completion of this doctoral study, personal (i.e. non-anonymised) 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 password-protected University of Brighton server for 10 years in 

accordance with the University of Brighton research standards. 

5.4.6 Sub-optimal care  

I was prepared, should circumstances have arisen where confidentiality  might 

need to be breached in 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 House) might have been 

revealed, disclosed, or observed.  The possibility of needing to respond in this way 

in such specific circumstances, was highlighted in all information sheets (see 

Appendices 3, 5, 8 and 9).   

Esther was herself under a duty of care to respond to any matters of concern 

within Cavendish House in the ordinary course of her role, which naturally in any 

case sought to promote good standards of support there.  I discussed any concerns 

I had with her (and in fact none emerged of which she was not already aware) and 

felt it appropriate to leave it to her clinical judgement to respond to this, judging 

that this completed my responsibility to act.  

As both researcher and occupational therapist myself, I recognised my dual duty of 

ÃÁÒÅ ÁÎÄ ÒÅÓÐÏÎÓÉÂÉÌÉÔÙ ÔÏ ÁÃÔ ÏÎ ÁÎÙ ÃÏÎÃÅÒÎÓ ) ÍÉÇÈÔ ÈÁÖÅ ÁÂÏÕÔ %ÓÔÈÅÒȭÓ ÐÒÁÃÔÉÃÅȟ 

including potentially disclosing confidential information in order to prevent 

serious harm, injury or damage, in accordance with my Code of Ethics and 



 

165 
 

Professional Conduct (COT 2010).  Although this proved unnecessary, I was 

prepared to discuss any such concerns with my research supervisors and if 

necessary to follow local policies and procedures, including multi-agency policies 

and procedures for safeguarding vulnerable adults.  

5.4.7 Portrayal of individuals  

As explained previously in 4.3.3, I have sought in this thesis 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 Bassey (1999), I have tried to research from a position of respect 

for all participants, including the motivations I attribute to what I have observed 

and how they are portrayed in the case report.  It may be constructed by me, but I 

have given Esther opportunity to respond to the accuracy, relevance or fairness of 

her portrayal and to edit or add in comments (Simons 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 of inconvenience to participants from taking part in this 

research over an extended period of time.  I 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, I 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 apparent.  

Another issue is that extended periods of participant observation can lead to 

expectations of a continuing relationship that I am unable to meet (Tuffrey-Wijne 

et al. 2008).  Over time, a relationship developed between me and participants, 

including those with intellectual disabilities.  I 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).  I considered how I 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 I visited did mean, however, that I did not 

achieve this as fully as I would have liked.   

5.4.9 Sensitive topic  

Researching the relationship between a professional and their clients is a sensitive 

topic and I have tried to remain aware that Esther could feel that her practice was 

being judged, causing her to question that practice.  I tried to question in a 

sensitive manner that I genuinely do not feel has caused any upset and in fact she 

has stated on a number of occasions how valuable she has found being part of this 

research as an opportunity to reflect on her practice.  Should any upset have been 

caused however, I would have given the option to pause or terminate observation 

or interview and would have reminded her that she could withdraw from the study 

if she wished and without necessarily having to give a reason. I had suggestions as 

to sources of further support ready to provide should this have been necessary.  

5.4.10 Reflexivity and conclusion  

I feel that there is integrity in the design of this study and that the benefits of 

participation can be said, using proportionate reason (Angrosino 2007a) to have 

outweighed any residual risks.  Participants with capacity (and the consultees of 

those without) were alerted to these residual risks of participation by explicit 

reference in information sheets.  The intrusiveness of participating in the research 

has been minimised for participants.  I consider the experience for participants 

with intellectual disabilities as not radically different from the way they would 

usually experience occupational therapy and thus reasonably commensurate with 

and no riskier than routine support and services (Dalton and McVilly 2004).  

Safeguards were in place to minimise consequences of any risks that did arise.   
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I have included a lot of detail in this thesis about the ethical aspects of the research 

as I 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 research is: 

 ȰÁ ÓÅÁÒÃÈ ÆÏÒ ÓÏÍÅ ÃÏÈÅÒÅÎÃÙ ȢȢȢ ÌÁÙÉÎÇ ÏÕÔ ÏÕÒ ÂÅÓÔ ÇÕÅÓÓÅÓȟ ×ÉÔÈÏÕÔ ÈÉÄÉÎÇ 

ÔÈÅ ÃÏÎÔÒÁÄÉÃÔÉÏÎÓ ÁÎÄ ÔÈÅ ÉÎÓÔÁÂÉÌÉÔÙȱ (Dyson and Genishi 2005, p.37). 

Vast quantities of data can be accumulated and Stake cautions against a "daunting 

data mountain" (2006, p.46) 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, I introduce my 

strategy for analysis of data and explain how this enabled thorough exploration of 

the data. 

5.5.1 Overall data analysis strategy  

In developing an analysis strategy, I 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 experience (Dyson and Genishi 2005).  Rather than identifying 

something already existing in the data, I have actively interpreted as much as 

analysed (Stake 1995) and findings were constructed jointly by myself and the 

actors in the case (Thomas 2011), in particular Esther.  Rather than the data 

speaking for themselves, I have selected meaning 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 I 

analysed the work of Esther, I therefore also considered my own role in 

constructing the research findings. 

In order to undertake this interpretative qualitative analysis, I 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 I began collecting data, I pointedly thought analytically 

and critically about it using questions such as those in Table 5.3.   

¶ 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 I feel different from/ similar to her and why? 

¶ What assumptions does she make in talking about the world? 

¶ 7ÈÁÔ ËÉÎÄ ÏÆ ×ÏÒÌÄ ÉÓ ȬÒÅÖÅÁÌÅÄȭ ÔÈÒÏÕÇÈ ÈÅÒ ÁÃÃÏÕÎÔȩ  

¶ What meanings, ideas, assumptions underpin this pattern of meaning-

making? 

¶ What are the implications of this pattern for the participants/ for my 

topic/ for society/ for this field?  

Table 5.4 Example questions to promote an analytical reading of research data (from 

Braun and Clarke 2013, p.179) 

By taking an interpretive stance and, for example, examining the case through my 

particular theoretical lenses (social constructionism, occupational science, Model 

of Human Occupation) I hoped to move beyond what was more obvious within the 

data at a surface level and to notice and link patterns or meanings to broader 

theory, whilst at the same time taking care not to impose meaning on it from this 

theory. 

Analysis began as soon as I 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 I collected and began to analyse data, my 

analytic strategy evolved gradually into something unique to me and to this case 

and Saldaña (2013) reassures as to the legitimacy of such emergent strategies.   

Stake (2006) and Yin (2009) both have systematic procedures for analysis of cases.  

In addition to my use of such more formal coding and categorising procedures (see 

5.5.3), both Simons (2009) 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).   ) ÈÁÖÅ ÉÎÔÅÒÐÒÅÔÅÄ 3ÉÍÏÎÓȭ ÄÅÓÃÒÉÐÔÉÏÎ ÏÆ Á 

ÍÏÒÅ ÉÎÔÕÉÔÉÖÅ ȰÄÁÎÃÉÎÇ ×ÉÔÈ ÔÈÅ ÄÁÔÁȱ (2009, p.140) approach to analysis as 

validating a creative approach where I 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 model the data and emerging themes visually 

(see Appendix 12).  Simons (2009) 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, I describe later stages of the analysis, including more intuitive 

methods of analysis considering the narrative and dramaturgical aspects of the 

case, when moving into what Saldaña (2013) refers to as second cycle coding. 

5.5.2 Familiarisation and data management  

An efficient, systematic process was required to manage the large amount of 

varying types of data collected and I was clear from the start that I would use 

Computer Assisted Qualitative Data Analysis Software (CAQDAS) for this purpose.  

Initially, my intention was to use NVivo 10 software (QSR 2013) primarily as a way 

of facilitating the management of this large volume of data, as recommended by 

Cousin (2009).  Certainly, I found it reassuring that having the whole project stored 

as one NVivo project file meant that loss of data or analysis was extremely unlikely.  

As suggested by Bazeley and Jackson (2013) every time I closed this NVivo project 

file, I saved a new backup copy in a separate location with that day's date.  This not 

only protected against data loss, but also contributed to an audit trail of the 

analysis process.   

I quickly realised, however, that the software was far more than a mere storage 

ÆÁÃÉÌÉÔÙȢ  .6ÉÖÏ ρπȭÓ ÃÏÄÉÎÇȟ ÍÁÐÐÉÎÇ ÁÎÄ ÑÕÅÒÙÉÎÇ ÔÏÏÌÓ ÐÒÏÖÅÄ ÉÎÖÁÌÕÁÂÌÅ ÁÎÄ 

facilitated a thorough interpretive analysis.  In hindsight, I find it difficult to 

imagine manually analysing that volume of data as thoroughly as I believe I was 

able to using the software.  I added each new data source (audio or video 

recording, interview transcript, field note, document, or memo) to the NVivo 

project file and immediately coded descriptively (see 5.5.3.1).   I quickly began to 

recognise the importance of naming sources and organising them in a consistent 



 

170 
 

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, I developed a habit of recording 

my immediate thoughts about the content and process in the form of a memo (see 

5.5.3.5).  I familiarised myself with my sources by immersing myself in them, 

reading and re-reading documents, listening again to audio recordings and adding 

to memos as thoughts occurred to me.  As I transcribed interviews, I flagged points 

in the data that seemed to me to be of particular interest, for example (following 

Saldaña (2013)) by annotating, formatting in bold or underlining to ensure that I 

would remember to concentrate on those areas during later analysis.   

5.5.3 First cycle coding and categorising pr ocedures  

Although perhaps an over-simplification, my analysis of the data can be seen as 

having two phases: 

¶ An initial phase of exploratory coding ɀ what Saldaña (2013, p.58) calls 

ȰÆÉÒÓÔ ÃÙÃÌÅ ÃÏÄÉÎÇȱ ɀ in which I used an eclectic combination of coding 

methods, as I explain shortly. 

¶ ! ÓÕÂÓÅÑÕÅÎÔ ȰÓÅÃÏÎÄ ÃÙÃÌÅ ÃÏÄÉÎÇȱ ÐÈÁÓÅȟ ×ÈÉÃÈ ) ÄÅÓÃÒÉÂÅ ÉÎ υȢυȢτȢ 

Drawing on the suggestions of a number of different authors ɉÉÎ ÐÁÒÔÉÃÕÌÁÒ 3ÉÍÏÎÓ 

ςππωȟ 4ÈÏÍÁÓ ςπρρȟ "ÒÁÕÎ ÁÎÄ #ÌÁÒËÅ ςπρσȟ 3ÁÌÄÁÎǿÁ ςπρσɊ, I gradually devised a 

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 research question and the foreshadowed issues in my mind inevitably 

provided some initial shape to the analysis, guiding me towards the potentially 

more relevant data, I followed a more inductive approach than that suggested by 

Yin (2009), largely deriving codes and categories from the data themselves.   In the 

initial stages this included some more descriptive coding based on the semantic 

meaning of the data, though increasingly I used more conceptual researcher-

derived codes (Braun and Clarke 2013) as I questioned 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 Saldaña (2013), I deliberately applied the 

coding methods described in the following sections, gradually refining my first-

cycle coding strategy as I went.  I instinctively felt that I did not want to be 

constrained by a rigid process (as stated previously, wanting to follow my intuition 

in analysing the data).  It therefore seemed to me that an eclectic coding strategy, 

involving a repertoire of methods ɉ3ÁÌÄÁÎǿÁ ςπρσɊ would work well by enabling me 

to look at the data from different perspectives.  Although not carrying out a 

grounded theory study, I found that aspects of the analytical ideas from 

constructivist grounded theory (Charmaz 2012) supported an understanding of 

my case, as will become apparent.  4ÈÅ ÒÅÓÕÌÔÉÎÇ Ȭ#ÏÄÅÂÏÏËȭ ÉÓ ÒÅÐÒÏÄÕÃÅÄ ÉÎ 

Appendix 13. 

5.5.3.1 Initial stages: Attribute and Descriptive coding  

Attribute and descriptive coding, two preliminary methods recommended by 

Saldaña (2013) facilitated gaining an organised overview of the data:  

¶ To facilitate data management, as I imported sources into the database, I 

recorded basic descriptive information about their attributes, for 

exampleȟ ÆÏÒÍÁÔ ɉÉÎÔÅÒÖÉÅ× ÔÒÁÎÓÃÒÉÐÔȾ ÆÉÅÌÄ ÎÏÔÅȾ ÒÅÐÏÒÔ ȣɊ ÁÎÄ ÒÏÌÅ ÏÒ 

demographic of participants (occupational therapist/ support worker/ 

ÐÅÒÓÏÎ ×ÉÔÈ ÉÎÔÅÌÌÅÃÔÕÁÌ ÄÉÓÁÂÉÌÉÔÉÅÓ ȣɊȢ 

¶ To ease identification of individual sources, I descriptively coded each 

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 notes and other documents related to the case, my own 

memos) in a similar way.  I began to code this, sometimes directly within NVivo 

(the method recommended by Bazeley (2013) as most efficient) and sometimes, 

usually for practical reasons such as being away from a computer, by adding 

marginal notes to paper printouts, which I subsequently added to NVivo. 
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Initially I found I was often naming a code using the actual words of participants 

ÔÈÅÍÓÅÌÖÅÓȟ ÉȢÅȢ ÃÏÄÉÎÇ ȬÉÎ ÖÉÖÏȭ.  I did this particularly when someone used an 

evocative phrase or used a phrase repeatedly, as this helped me to pay attention to 

the language they used and to their perspectives ɉ3ÁÌÄÁÎǿÁ ςπρσɊ.  I identified that a 

ÐÁÒÔÉÃÕÌÁÒ ÃÏÄÅ ×ÁÓ ÁÎ ÉÎ ÖÉÖÏ ÃÏÄÅ ÂÙ ÒÅÃÏÒÄÉÎÇ ÉÔÓ ÎÁÍÅ ÉÎ ȰÉÎÖÅÒÔÅÄ ÃÏÍÍÁÓȱ 

(ÓÕÃÈ ÁÓ ÔÈÅ ÃÏÄÅ ȰMaking it individual for each of themȱȟ ÎÁÍÅÄ ÕÓÉÎÇ %ÓÔÈÅÒȭÓ 

×ÏÒÄÓɊȢ  7ÈÅÒÅ ) ÄÉÄ ÔÈÉÓȟ ) ÆÏÕÎÄ ÔÈÅ ÐÒÅÓÅÒÖÁÔÉÏÎ ÏÆ ÐÁÒÔÉÃÉÐÁÎÔÓȭ ÍÅÁÎÉÎÇÓ Á 

valuable starting point in my exploration of the data.  Sole reliance on this would 

however have limited my own interpretation of the data and development of 

conceptual understanding ɉ3ÁÌÄÁÎǿÁ ςπρσɊ.  From the beginning and increasingly as 

analysis progressed I also therefore coded more openly, as suggested by Dyson and 

Genishi (2005), naming the open codes, or initial codes (Charmaz 2012) more 

interpretively using my own words. 

As I coded text and re-visited codes so far used, it became apparent that my data 

was often about actions and processes.  The case of occupational therapy that I 

explored was a process and I therefore needed to understand the on-going actions 

and interactions in response to events within it.  Charmaz (2012) 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, I therefore made a point of process coding both 

observable and conceptual action in the data ɉ#ÈÁÒÍÁÚ ςπρςȟ 3ÁÌÄÁÎǿÁ ςπρσɊ.  

Examples included where I interpreted participants as explaining, negotiating, 

adapting, or struggling.  Naming those codes using gerunds facilitated this focus on 

ÁÃÔÉÏÎÓ ÁÎÄ ÐÒÏÃÅÓÓÅÓ ɉÆÏÒ ÅØÁÍÐÌÅ ÔÈÅ ÃÏÄÅÓ ȰDemonstrating that people do give 

feedbackȱ ÁÎÄ ȰUsing evidence base to justify actionsȱɊ ÁÎÄ ÔÈÉÓ ÁÌÌÏ×ÅÄ ÍÅ ÔÏ ÓÅÅ 

the sequence of events within the case over time (Braun and Clarke 2013, Strauss 

1987). 

5.5.3.3 Values and versus coding  

As I 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 good support for people with profound 

intellectual disabilities.  Sometimes their values, attitudes and beliefs were overtly 
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expressed and at other times I saw them implicitly in their actions.  To facilitate 

understanding of meaning and perspective, it often seemed useful to code these 

values, something suggested to be especially relevant when exploring culture 

within a case ɉ3ÁÌÄÁÎǿÁ ςπρσɊ.  It was particularly 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 I hypothesised were at least partially due to differing values, 

attitudes and beliefs amongst protagonists).  I therefore consciously sought to 

identify tension and divergence and to code this using what Saldaña (2013) 

describes as versus coding. This involves identifying which individuals, groups, 

organisations, processes or concepts conflict and considering the stakeholders, 

ÉÓÓÕÅÓ ÁÎÄ ÏÐÐÏÓÉÎÇ ÐÏÓÉÔÉÏÎÓ ÉÎ ÓÕÃÈ ȬÍÏÉÅÔÉÅÓȭȢ  I discuss in 7.2, for example, the 

different positions taken on the subject of leadership and the priority of meeting 

health needs of those living at Cavendish House. 

5.5.3.4 Constant comparison  

I again borrowed from constructivist grounded theory, by using a constant 

comparative technique of analysis (Charmaz 2012), involving me constantly 

moving back and forth between my codes (and any developing categories and 

concepts/ themes) and the data.  I found myself naturally doing this before 

realising that I was doing constant comparison and, as this seemed to generate 

useful insights, began to do this more deliberately.  The text search query function 

of NVivo facilitated this constant comparative analysis, as it  enabled me to have 

some idea of whether, when I created what appeared to be an important new code, 

this was also relevant to previously coded documents (Bazeley and Jackson 2013). 

5.5.3.5 Memo writing  

I know from experience that my thinking develops through writing.  Gibbs (2007, 

p.24) highlights the importance of this as part of data analysis, suggesting that one 

ÓÈÏÕÌÄ Ȱ×ÒÉÔÅ ÅÁÒÌÙ ÁÎÄ ×ÒÉÔÅ ÏÆÔÅÎȱȢ  "ÒÁÕÎ ÁÎÄ #ÌÁÒËÅ (2013) go further and state 

that it is not possible to do analysis without  writing.  Analysis therefore started as 

soon as I 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 I have borrowed from) constructivist grounded theory (Charmaz 2012) and 

they have been an important feature of my analysis, helping to ensure that I 

captured as many thoughts as possible.  Braun and Clarke (2013) describe memo 

writing as the stage between analysis and writing up, but I 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 my analytic ideas. 

I have written (see examples in Appendix 12): 

¶ Data memos about 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 memos on the meaning of individual codes (or sets of codes). 

¶ More conceptual memos highlighting 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 

ÁÄÄÉÎÇ ȬÓÅÅ ÁÌÓÏȭ ÌÉÎËÓ ÂÅÔ×ÅÅÎ ÒÅÌÁÔÅÄ ÔÅØÔ ÆÒÏÍ ÄÉÆÆÅÒÅÎÔ ÓÏÕÒÃÅÓ ×ÅÒÅ ÁÌÓÏ ÖÅÒÙ 

useful ways of tracking possible connections between parts of the dataset.  

5.5.3.6 Categorisation and mapping of codes and their dimensions ɀ my code 

book  

A large number of codes were needed to capture the complexity of the data.  For 

each one, I generally wrote a definition, sometimes with examples of coded text, 

×ÈÉÃÈ ÆÏÒÍÅÄ ÍÙ ȬÃÏÄÅ ÂÏÏËȭ ɉ3ÁÌÄÁÎǿÁ ςπρσȟ Ð.24, Braun and Clarke 2013) of some 

450 codes, which are listed in Appendix 13.  I 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 nature of the data and my analysis of it 

(Braun and Clarke 2013).  The following is an example from the code book: 
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Ȱ-ÁËÉÎÇ ÉÔ Á ÐÒÏÊÅÃÔ-Ù ÔÈÉÎÇȱ 

Working with the whole house and staff team rather than individual work  

Investing time, working more intensively/ systematically (4.6.13) 

Incorporates previous code <working with 5 people together more 

efficient> (17.6.13) 

The outcome of even the early stages of coding of initial  data sources, was a simple, 

but un-organised list, about which it was difficult to make sense.  I very quickly 

realised that I wanted and needed to begin exploring how these codes related to 

each other and to map possible relationships.  I needed, in other words, to 

introduce some structure to my expanding code book.   

 

Figure 5.5 Main Code Groups 
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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, I began to organise the codes into groups by 

categorising them (and gradually and continuously re-categorising them) within a 

framework of trees and branches.  I drew on, though very much adapting for my 

own purpose, the list of code groups suggested by Bazeley (2013) and Bazeley and 

Jackson (2013) resulting in the main code groups illustrated in Figure 5.4.   As I did 

this I decided that some codes were duplicates and that others contained multiple 

ÉÄÅÁÓȢ  4ÈÉÓ ÌÅÄ ÔÏ ÍÅ ȬÃÏÄÉÎÇ ÏÎȭ ÆÒÏÍ the codes in the manner described by 

Bazeley (2013).  I lumped codes representing duplicate ideas together and split 

others into new codes and whenever I made changes to codes, I continuously 

updated their descriptions in the code book.   

Through these processes of coding-on, categorisation and re-categorisation, a 

ÆÒÁÍÅ×ÏÒË ÏÆ ÔÒÅÅÓ ÁÎÄ ÂÒÁÎÃÈÅÓ ÅÖÏÌÖÅÄȢ  4ÈÅ ÐÁÒÔÉÃÕÌÁÒÌÙ ÈÉÇÈ ÎÕÍÂÅÒ ÏÆ ȬÉÓÓÕÅÓȭ 

ÁÎÄ ȬÓÔÒÁÔÅÇÉÅÓȭ ÃÏÄÅÓ ×ÅÒÅ ÓÕÂ-ÄÉÖÉÄÅÄ ÉÎÔÏ ÓÅÐÁÒÁÔÅ ȬÔÒÅÅÓȭ ÒÅÌÁÔÅÄ ÔÏ ÄÉÆÆÅÒÅÎÔ 

types of issue, or strategy used by Esther.  See, for example, in Appendix 13: 

¶ 4ÈÅ ςτ ÃÏÄÅÓ ÕÎÄÅÒ ȰISSUES re activity levels and ways of supporting 

engagementȱȟ ÒÅÌÁÔÉÎÇ ÔÏ ÐÅÒÃÅÉÖÅÄ ÐÒÏÂÌÅÍÓ ×ÉÔÈ ÔÈÅ ×ÁÙ ÔÈÏÓÅ ÌÉÖÉÎÇ ÉÎ 

Cavendish House were supported to engage in occupation. 

¶ The 44 cÏÄÅÓ ÕÎÄÅÒ ȰSTRATEGIES with staff team and other professionalsȱȟ 

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 I deepened my analysis and 

moved towards development of themes, I began to realise that as well as 

organising the codes in this way, they could also be seen, as dimensions of wider 

ÃÁÔÅÇÏÒÉÅÓȢ  4ÈÉÓ ÉÓ ×ÈÅÒÅ ÔÈÅ Ȭ3ÅÔÓȭ ÆÅÁÔÕÒÅ ÏÆ .6ÉÖÏ ρπ ÂÅÃÁÍÅ ÐÁÒÔÉÃÕÌÁÒÌÙ 

valuable.  Organising potentially related codes from different trees in the coding 

hierarchy together into sets (or categories) allowed me to reflect on code 
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meanings and relationships and to deepen my thinking about them.  Each time I 

created and explored a new set of codes, I made extensive use of concept mapping 

ÔÏ ÍÏÄÅÌ ÔÈÅ ÄÁÔÁ ÁÎÄ ÅÍÅÒÇÉÎÇ ÔÈÅÍÅÓ ÖÉÓÕÁÌÌÙ ÕÓÉÎÇ ÔÈÅ ȬÍÏÄÅÌȭ ÔÏÏÌ within 

NVivo.  I drafted a memo about this set and what its meaning might be.  Appendix 

12 ÒÅÐÒÏÄÕÃÅÓ ÁÎ ÅØÁÍÐÌÅ ÃÁÔÅÇÏÒÙ ÏÆ ȰIssues with leadership, autonomy, initiative 

and how valued staff feelȱ ÁÎÄ ÉÎÃÌÕÄÅÓ that set of codes, two memos about this 

(wri tten 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 ɀ second cycle coding and later stages of 

analysis  

Much of 2013, was spent recruiting participants, gathering data 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 I had collected the majority of my data.   In 2014, I therefore 

moved into a second stage of analysis.  In this phase, I 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 I proceeded, I 

gradually realised that I was moving into a different and deeper, more theoretical 

or conceptual analysis of the data (Braun and Clarke 2013).  This is described by 

Saldaña as ȬÓÅÃÏÎÄ ÃÙÃÌÅ ÃÏÄÉÎÇȭ (2013, p.207) and by Charmaz (2012, p.138) as a 

ÓÈÉÆÔ ÔÏ ÍÏÒÅ ÁÎÁÌÙÔÉÃÁÌ ȬÆÏÃÕÓÅÄ ÃÏÄÉÎÇȭ ÏÆ ÔÈÅ ÄÁÔÁȢ 

The ease with which it is possible in NVivo to look at all text coded to a particular 

code and to organise codes into varying sets (categories), facilitates comparison 

and contrasting of segments of text to establish similarity and difference.  Through 

undertaking this analysis and re-analysis, the way in which some of the codes 

could be seen as dimensions of wider categories became clearer.   I 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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! ÔÈÅÍÅ ȰÃÁÐÔÕÒÅÓ ÓÏÍÅthing important about the data in relation the research 

question and represents some level of patterned response or meaning within the 

ÄÁÔÁ ÓÅÔȱ (Braun and Clarke 2006, p.82).  In searching for themes I was not trying 

to explain or represent everything in the data, but selectively was telling a 

particular story about the case that answered my research question.  Each theme 

ÈÁÓ Á ȬÃÅÎÔÒÁÌ ÏÒÇÁÎÉÓÉÎÇ ÃÏÎÃÅÐÔȭ (Braun and Clarke 2006, p.82), explaining 

something meaningful about the case in relation to my research question and the 

way in which that concept appears within it.  In Chapter 7 I have identified two 

over-arching themes and a number of sub-themes, capturing the patterns in the 

data most relevant to answering that research question. 

These patterns were identified through a continuing process of reflecting on and 

reviewing the codes in my code book and the data coded to them.  Through this I: 

¶ Ensured that these codes reflected the patterning of my data (Braun and 

Clarke 2013). 

¶ 2ÅÆÉÎÅÄ ÍÙ ÃÏÄÉÎÇ ȬÔÒÅÅÓȭȡ Édentifying similarity and overlap and 

relationships between codes and considering whether they should be 

divided/split, or clustered/ lumped together to form new codes. 

¶ Searched for concepts to which several codes related and that might 

therefore be useful to consider as categories (or sets) and ultimately if 

sufficiently rich and complex to be candidates for themes (Charmaz 

2012). 

¶ Continually reviewed and revised provisional themes to determine how 

well they fitted with the data coded to them and my overall case and 

whether they told me something meaningful about an aspect of the case 

in relation to my research question. 

¶ Reflected on whether further data collection, might be necessary to 

ensure sufficient meaningful data to support themes.  Using theoretical 

sampling, I did gather a small amount of additional data (for example 

%ÓÔÈÅÒȭÓ ÖÉÅ×Ó ÏÎ ÄÒÁÆÔÓ ÏÆ ÔÈÅ ÆÉÎÄÉÎÇÓ ÁÎÄ ÄÉÓÃÕÓÓÉÏÎ ÏÎ Ô×Ï ÏÃÃÁÓÉÏÎÓɊȢ 

¶ Ensured that each theme was coherent and considered whether it might 

need to be split into two or more themes or sub-themes. 
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¶ 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. 

¶ Continued to write increasingly conceptual memos in relation to the 

developing analysis. 

5.5.4.1 Dramaturgical coding  

In 5.5.3, I described my desire not to be constrained by a rigid method of analysis 

and my wish to gain an understanding of the case through a repertoire of 

appropriate methods.  I was interested in on-going actions and interactions in 

response to events within the case and therefore made a point of coding the 

processes within it (as explained in 5.5.3.2).  I found it insightful consciously also to 

look at dramaturgical aspects of the case.  Dramaturgical coding (Goffman 1959) is 

particularly relevant to case study research and complements this coding of 

processes ɉ3ÁÌÄÁÎǿÁ ςπρσɊ.  My naturalistic observations of specific vignettes, 

episodes or stories within the case and the narratives in my interviews can be seen 

as performance or social drama, particularly where two or more participants act, 

react and interact.   Applying (in a small way) dramaturgical concepts such as cast 

of characters, monologue, dialogue, 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 consider the case in this way are visible in the 

presentation of the story of the case using vignettes in chapter 7. 

5.5.5 A rigorous and trustworthy analysis ɀ evaluating the quality of 

the study  

The somewhat eclectic, but nonetheless systematic, analytical strategy that I have 

described contains a variety of different methods for attempting to understand the 

case.  I have attempted to achieve a balance of an adaptable and flexible approach 

that is nonetheless rigorous.  Yin (2009) emphasises the importance of doing this 

where some people need convincing of the value of studying cases in this way.  The 

triangulation of analysis does I feel contribute to rigour and the likelihood of it 

having resulted in a good understanding of the case.  The creative approach to data 



 

180 
 

analysis that I have taken has enabled me to go beyond producing a purely 

descriptive account, instead producing a systematic conceptual account. 

I have provided in this thesis a clear and transparent audit trail of exactly how I 

have constructed my findings 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 I could go back to any 

point in the analysis and retrace my steps.   Rather than distancing me from the 

data, I found that the use of this CAQDAS software enabled me to be closer to the 

data.  The ease with which I could return from a coded extract to its source 

seemed, as suggested by Gibbs (2007), to reduce rather than increase the risk of 

extracts becoming de-contextualised.  

I 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 strategy has led to 

findings that are credible and transferable (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 I have interrogated 

the data for alternative interpretations and negative instances (Simons 2009).  

Although I am not researching from a realist stance and therefore do not suggest 

that triangulation enables me to get to a single truth 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 which these converge or diverge (Simons 2009).  

Beginning analysis early and gathering data iteratively, has given repeated scope 

ÔÏ ÇÁÔÈÅÒ %ÓÔÈÅÒȭÓ ÐÅÒÓÐÅÃÔÉÖÅ ÏÆ ÍÙ ÁÎÁÌÙÓÉÓȟ ÇÅÎÅÒÁÔÉÎÇ ÆÕÒÔÈÅÒ ÄÁÔÁ ×ÈÉÃÈ ) ÔÈÅÎ 

also analysed.   

Key to ensuring the trustworthiness of this analysis is my reflexivity 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 I have influenced a particiÐÁÎÔȭÓ 

response.  My prolonged involvement in the case also guarded against reactivity 
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and respondent bias. I 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, I use excerpts from my 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, I present my findings in the form 

of a story of the case that illuminates my research question.  I 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 I 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 therapy that I was seeking (see 4.2.3.1).   Esther and I were 

visiting the house on this occasion to begin the process of recruiting those who 

lived there and to discuss their capacity to consent to participate themselves with 

assistant manager of the service, Norma.  I recorded my initial impressions on this 

first visit:  

Ȱ/Î ÁÐÐÒÏÁÃÈ ÉÔ ÓÅÅÍÓ Á ÌÁÒÇÅ ÂÕÉÌÄÉÎÇȢ  'ÌÁÓÓ ÆÒÏÎÔÅÄ ÅÎÔÒÁÎÃÅȟ ÐÁÒËÉÎÇ ÁÒÅÁ 

outside.  Button pressed on arrival and opaque glass sliding doors opened and 

we walked into a large open high cÅÉÌÉÎÇÅÄ ÁÉÒÙ ȬÌÏÂÂÙȭ ÁÒÅÁ ÁÔ ɉ×ÈÁÔ ÔÕÒÎÅÄ 

ÏÕÔ ÔÏ ÂÅɊ ÔÈÅ ÁÐÅØ ÏÆ ÔÈÅ Ȭ4ȭ ÏÆ ÔÈÅ ÓÉÎÇÌÅ-storey building.  Wide corridors (not 

usual domestic scale) largely clear with minimal furniture.  Clean and very 

warm in temperature (Esther referred to the underfloor heating making your 

feet hot).  Lino on floors, all walls in communal areas painted off white/ 

ÃÒÅÁÍȢ (ÉÇÈ ×ÏÏÄÅÎ ×ÉÎÄÏ× ÆÒÁÍÅÓȟ ÌÉÇÈÔ ÁÎÄ ÁÉÒÙȢȱ ɉ&ÉÅÌÄ ÎÏÔÅ υυȢυφȢυφɊ 

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 participants in 

my research, along with Mo, who moved into the house early in 2013.  Matt, 
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Harold, Steve, Jane, 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 local community team for people with 

intellectual disabilities and this included community nursing and speech and 

ÌÁÎÇÕÁÇÅ ÔÈÅÒÁÐÙ ÁÌÏÎÇÓÉÄÅ %ÓÔÈÅÒȭÓ ÏÃÃÕÐÁÔÉÏÎÁÌ ÔÈÅÒÁÐÙȢ 

The house has a somewhat unusual and unique history.  Following the closure of 

the local inpatient intellectual disability hospital in the mid-1990s and the post 

National Health Service and Community Care Act (GB Parliament 1990) drive 

ÔÏ×ÁÒÄÓ ÃÁÒÅ ÉÎ ÔÈÅ ÃÏÍÍÕÎÉÔÙȟ ÉÔ ×ÁÓ ÂÕÉÌÔ ÁÓ Á ÓÍÁÌÌ .(3 ÉÎÐÁÔÉÅÎÔ ȰÌÏÃÁÌÌÙ ÂÁÓÅÄ 

ÈÏÓÐÉÔÁÌ ÕÎÉÔȱ ÆÏÒ ÐÅÏÐÌe with intellectual disabilities 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 hospital or inpatient facilities for people with 

intellectual disabilities (Department of Health 2009), the service had gone through 

major changes at all levels.   This involved support no longer being provided by the 

NHS, but rather by Futures, a not-for-profit organisation that described their 

support services for people with intellectual disabilities and/ or autism as 

following a personalised 'supported living' philosophy (see excerpt from Wood 

and Grieg (2010), in Appendix 14).  Although the team of intellectual 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 

positÉÏÎÅÄ ÔÈÅ ÓÅÒÖÉÃÅ ÁÓ ȰÓÏÃÉÁÌ ÃÁÒÅȱ ÒÁÔÈÅÒ ÔÈÁÎ ȰÈÅÁÌÔÈȱȢ 

It became apparent to me very quickly that the existence of this house, its residents 

and support workers in transition somewhere between two very different models 

of support, as explained in more detail 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  

I now invite you to meet five people I consider to be of particular importance in 

this case, Matt, Harold, 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 

ȰÈÅÔÅÒÏÇÅÎÅÏÕÓȱȟ ÁÎÄ ÁÓ ) ×ÁÓ ÔÏ ÒÅÁÌÉÓÅ ÁÓ ) ÇÏÔ ÔÏ ËÎÏ× ÔÈÅÍȟ ÔÈÅÙ ÁÒÅ ÆÉÖÅ ÖÅÒÙ 

different individuals whose intellectual disabilities affect them in varying ways.  

&ÏÒ ÆÕÒÔÈÅÒ ÄÅÔÁÉÌ ÏÆ %ÓÔÈÅÒȭÓ ÃÏÎÃÌÕÓÉÏÎÓ ÁÂÏÕÔ ÅÁÃÈ ÏÆ ÔÈÅÉÒ ÌÅÖÅÌÓ ÏÆ ÅÎÇÁÇÅÍÅÎÔ 

and intentional/ pre -intentional communication, see additionally the excerpts 

from occupational therapy reports in Appendix 15.   

At 35 years old, Matt  is the youngest person living at Cavendish House.   He is very 

sensitive to noise, as I discovered on my first visit: 

Ȱ7Å ÓÁÔ ÉÎ ×ÈÁÔ ÁÐÐÅÁÒÅÄ ÔÏ ÂÅ Á ÌÏÕÎÇÅ ÁÒÅÁȢ  -ÁÔÔ ×ÁÓ ÓÉÔÔÉÎÇ ÔÈÅÒÅ ÉÎ ÈÉÓ 

wheelchair in front of a Christmas tree with two people that I assumed were 

ÒÅÌÁÔÉÖÅÓ ȣ ÁÎÄ ) ×ÁÓ ÉÎÔÒÏÄÕÃÅÄ ÔÏ ÔÈÅÍ ÁÌÌȢ  %ÓÔÈÅÒ ×ÁÓ ÆÁÍÉÌÉÁÒ ×ÉÔÈ ÔÈÅÍ 

already.  We were offered tea by one of the staff.  Several staff around, one 

pushing a resident from the adjacent dining room to bedroom.  Friendly 

greetings ɀ ÓÅÅÍÅÄ ÔÏ ËÎÏ× %ÓÔÈÅÒȢ  /ÔÈÅÒÓ ÈÁÖÉÎÇ Á ÍÅÅÔÉÎÇ ɉȰÈÁÎÄÏÖÅÒȱɊ ÉÎ 

ÔÈÅ ÄÉÎÉÎÇ ÒÏÏÍȢ  !Ó ×Å ÔÁÌËÅÄȟ -ÁÔÔȭÓ ÖÏÃÁÌÉÓÁÔÉÏÎÓ ÉÎÃÒÅÁÓÅÄ ÁÎÄ %ÓÔÈÅÒ 

suggested that we move away, interpreting that he was objecting to us all 

talking around him.  We withdrew and sat on the sofa on the other side of the 

ÌÁÒÇÅ ÒÏÏÍ ÁÎÄ ×ÁÉÔÅÄ ÆÏÒ .ÏÒÍÁȢȱ ɉ&ÉÅÌÄ ÎÏÔÅ υυȢυφȢυφɊ 

Matt has a diagnosis of agenesis of the corpus callosum, leading to profound 

intellectual, motor and sensory disabilities, including additional diagnoses of 

spastic tetraplegia and gastric oesophageal reflux.  His often self-injurious 

behaviours are regarded as indicative of something, but can be difficult to 

interpret:  

Ȱ(Å ÈÁÓ ÇÏÔ Á ÖÅÒÙ ÎÁÒÒÏ× ÓÐÈÅÒÅ ÏÆ ÃÏÍÍÕÎÉÃÁÔÉÏÎȟ )ȭÌÌ ÈÉÔ ÍÙÓÅÌÆ ÉÆ ) am in 

pain, if I am unwell, if I am hungry, thirsty, hot, cold you know everything.   

4ÈÁÔȭÓ ÔÈÅ ÏÎÌÙ ×ÁÙ ) ÃÁÎ ÓÈÏ× ÙÏÕ ÔÈÅÒÅȭÓ Á ÐÒÏÂÌÅÍȟ ÓÏ ÙÏÕ ÃÁÎȭÔ ÓÁÙȟ ×ÅÌÌ ÔÈÅ 

ÄÉÆÆÅÒÅÎÃÅ ÉÎ ÔÈÅ ÂÅÈÁÖÉÏÕÒ ÓÈÏ×Ó ÔÈÁÔ ÔÈÉÓ ÉÓ ÔÈÅ ÐÒÏÂÌÅÍȣȢ "ÅÃÁÕÓÅ ÏÆ ÔÈÅ 

narrow sphereȟ ÙÏÕ ÈÁÖÅ ÇÏÔ ÔÏ ÇÏ ÓÔÅÐ ÂÙ ÓÔÅÐ ÁÎÄ ÅÖÅÎÔÕÁÌÌÙ ÙÏÕȭÌÌ ÆÉÎÄ 

ÓÏÍÅÔÈÉÎÇ ÔÈÁÔ ×ÏÒËÓȢ  7ÅȭÌÌ ÔÒÙ ÔÈÉÓȟ ×ÅȭÌÌ ÃÏÏÌ ÙÏÕ ÄÏ×Îȟ ×ÅȭÌÌ ÅÎÇÁÇÅ ÙÏÕȟ 

×ÅȭÌÌ ÇÉÖÅ ÙÏÕ 'ÁÖÉÓÃÏÎȟ ×ÅȭÌÌ ÇÉÖÅ ÙÏÕ ÐÁÒÁÃÅÔÁÍÏÌȟ ×ÅȭÌÌ ÐÕÔ ÙÏÕ ÏÎ ÙÏÕÒ ÂÅÄȟ 
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×ÅȭÌÌ ÄÏ ÔÈÉÓ ×ÅȭÌÌ ÄÏ ÔÈÁÔ ÁÎÄ ÙÏÕ ËÎÏ× ÙÏÕȭÌÌ ÇÅÔ ÙÏÕÒ ÓÏÌÕÔÉÏÎ ÉÎ ÔÈÅ ÅÎÄȢȱ 

(Adam 8.3.13) 

Harold  is in his early sixties:   

Ȱ(Å ÈÅÌÄ ÏÎÔÏ ÍÙ ÈÁÎÄ ÆÉÒÍÌÙ ÆÏÒ ÓÏÍÅ ÔÉÍÅ ÁÎÄ ÌÏÏËÅÄ ÍÅ ÉÎ ÔÈÅ ÅÙÅȢ )Ô 

seemed effortful for him to partially raise his head to be able to see me 

through his one open eye.  Esther greeted him verbally and crouched down to 

the left side of his wheelchair (his head was slightly turned in that direction). 

#ÌÏÓÅ ÔÏ ÈÉÍȟ ÓÈÅ ÈÅÌÄ ÈÉÓ ÈÁÎÄ ÁÎÄ ÔÁÌËÅÄ ÔÏ ÈÉÍ ÂÒÉÅÆÌÙȢȱ ɉ&ÉÅÌÄ ÎÏÔÅ ψȢυȢυχɊ 

Harold was described as having severe intellectual disabilities, but with abilities 

that had reduced considerably (and health needs that had become much more 

complex) following a cerebro-vascular accident a few years earlier. When I asked 

about him, respondents would often refer to how he used to be: 

Ȱ(Å ÕÓÅÄ ÔÏ ÂÅ ÍÏÂÉÌÅ ÁÎÄ ÈÅ ×ÁÓ ȬÉÎÔÅÒÅÓÔÉÎÇȭȟ Á ÃÈÁÌÌÅÎÇÉÎÇ ÇÅÎÔÌÅÍÁÎȟ ÈÅ 

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 

state now, you ËÎÏ× ÈÅ ÃÁÎȭÔ ÃÈÅ×ȟ ÈÅ ÈÁÓ Á ÃÁÔÈÅÔÅÒȟ ÈÅ ÉÓ ÐÅÇ ÆÅÄȟ ÏÎÅ ÏÆ ÈÉÓ 

ÌÕÎÇÓ ÄÏÅÓÎȭÔ ×ÏÒË - about thirty different conditions he has got bless him.  

!ÎÄ ) ÔÈÉÎË ÎÏÎÅ ÏÆ ÔÈÅ ÓÔÁÆÆ ÔÈÅÒÅ ÎÏ× ËÎÏ× (ÁÒÏÌÄ ÆÒÏÍ ÙÅÁÒÓ ÁÇÏ ȣ ÉÔ ÉÓ Á 

shame that all that information is lÏÓÔȟ ÈÏ× ÓÏÍÅÏÎÅ ÕÓÅÄ ÔÏ ÌÉËÅ ÔÏ ÄÏȢȱ 

(Adam 8.3.13) 

Ȱ7ÅÌÌ (ÁÒÏÌÄ ÊÕÓÔ ÌÉËÅÓ ÔÏ ÂÅ ÉÎÖÏÌÖÅÄȟ ÈÅ ÌÉËÅÓ ÔÏ ÂÅ ÐÁÒÔ ÏÆ ÔÈÅ ÇÒÏÕÐȟ ÔÈÅ ÇÁÎÇ 

and so for those of us who knew him before the stroke, he was a bugger, he 

ÕÓÅÄ ÔÏ ÃÁÕÓÅ ÁÌÌ ÓÏÒÔÓ ÏÆ ÈÁÖÏÃȣ 9ÅÓ (ÁÒÏÌÄ ×ÁÓ ÁÌ×ÁÙÓ ÍÉÓÃÈÉÅÖÏÕÓȢȱ 

(Norma 23.7.13) 

Ȱ4ÈÅ ×ÁÙ (ÁÒÏÌÄ ÓÉÔÓȟ ÈÅ ÉÓ ÖÅÒÙ ÓÌÕÍÐÅÄȟ ÉÓÎȭÔ ÈÅȟ ÈÉÓ ÃÈÉÎ ÉÓ ÄÏ×Î ÔÏ ÈÉÓ ÃÈÅÓÔ 

ÑÕÉÔÅ Á ÂÉÔ ÁÎÄ ÈÅ ÈÁÓ ÇÏÔ ÏÎÅ ÇÏÏÄ ÅÙÅ ȣȢ (Å ÈÁÓ ÅÐÉÌÅÐÓÙȟ ÈÅ ÈÁÓ ÓÅÉÚÕÒÅÓ ÓÏ ÉÆ 

he has had a bad one, he would be physically tired.... and obviously he has got 

ÐÈÙÓÉÃÁÌ ÐÒÏÂÌÅÍÓȣȢ ) ÔÈÉÎË (ÁÒÏÌÄ ÊÕÓÔ ÌÉÅÓ ÏÎ ÈÉÓ ÂÅÄ ÎÏ× ÁÎÄ ÄÏÅÓÎȭÔ ÄÏ 

ÍÕÃÈ ÁÔ ÁÌÌȢȱ (Sarah 8.3.13) 
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Jane is in her mid-seventies and this was my first impression of her: 

Ȱ$ÏÕÇ ÓÁÉÄ *ÁÎÅȭÓ ×ÈÅÅÌÃÈÁÉÒ ÉÓ ÎÏ ÌÏÎÇÅÒ ÍÅÅÔÉÎÇ ÈÅÒ needs - apparently she 

is soon to be issued with a new one. They say she is less able to self-propel in 

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 is a large lady 

ÁÎÄ ×ÁÓ ×ÅÁÒÉÎÇ Á ÓÔÒÉËÉÎÇ ÆÌÏÒÁÌ ÄÒÅÓÓȣȢ 3ÈÅ ÉÎÄÅÐÅÎÄÅÎÔÌÙ ÁÔÅ Á ÌÁÒÇÅ ÂÏ×Ì 

of what looked to be pasta carbonara from a built-up dish.  Doug and Tracy, 

another support worker, both confirmed that she loves food and in fact Jane 

ÔÈÅÎ ÇÒÁÓÐÅÄ 4ÒÁÃÙȭs hand and pulled her towards the kitchen towards what 

ÓÈÅ ÓÅÅÍÅÄ ÔÏ ËÎÏ× ÁÓ ȬÈÅÒȭ ÃÕÐÂÏÁÒÄȢ 4ÒÁÃÙ ÉÎÔÅÒÐÒÅÔÅÄ ÆÒÏÍ ÔÈÉÓ ÔÈÁÔ ÓÈÅ 

wanted some chocolate from this cupboard and indeed Jane ate this chocolate 

very quickly.  Then when Esther approached her, JaÎÅ ÔÏÏË %ÓÔÈÅÒȭÓ ÈÁÎÄ ÁÎÄ 

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 

you ÔÏ ÐÕÔ ÈÅÒ ÎÅÃËÌÁÃÅ ÏÎȱ ɉ×ÈÉÃÈ ÈÅ ÓÁÉÄ ×ÁÓ ȰÁÎ ÅÆÆÅÃÔÉÖÅ ÏÂÊÅÃÔ ÏÆ 

ÒÅÆÅÒÅÎÃÅ ÆÏÒ ÇÏÉÎÇ ÏÕÔȱɊ ȰÁÎÄ ÓÈÅ ×ÉÌÌ ×ÁÎÔ ÙÏÕ ÔÏ ÇÏ ÏÕÔ ×ÉÔÈ ÈÅÒȢ΅  %ÓÔÈÅÒ 

ÓÁÉÄ ÓÈÅ ÔÈÅÒÅÆÏÒÅ ×ÏÕÌÄÎ΄Ô ÇÏ ÔÏ *ÁÎÅȭÓ ÒÏÏÍ ×ÉÔÈ ÈÅÒ ÁÔ ÔÈÁÔ ÐÏÉÎÔȟ ÎÏÔ 

wanting to give a mixed message, but that she would love to go out with her 

another time, including for example to the swimming pool, as Olly had 

ÒÅÐÏÒÔÅÄ ÅÁÒÌÉÅÒ ÔÈÁÔ *ÁÎÅ ÌÉËÅÓ ×ÁÔÅÒ ÁÎÄ ÌÉËÅÓ ÔÏ ÓÉÔ ÉÎ ÔÈÅ *ÁÃÕÚÚÉ ÔÈÅÒÅȢȱ 

(Field note 28.3.13) 

*ÁÎÅȭÓ ÉÎÔÅÌÌÅÃÔÕÁÌ ÄÉÓÁÂÉÌÉÔÉÅÓ ×ÅÒÅ ÉÎÃÏÎÓÉÓtently described as both profound and 

severe. Her presentation as someone with more of a sense of her own personal 

causation, and who makes choices and uses non-verbal communication more 

actively suggested to both Esther and me that her intellectual disabilities were 

more likely to be severe than profound. 

Steve is in his early-fifties: 

Ȱ3ÔÅÖÅ ÓÁÔ ÉÎ ÈÉÓ ×ÈÅÅÌÃÈÁÉÒ ÁÎÄ ÓÅÅÍÅÄ ÃÁÌÍ ÁÎÄ ÁÌÅÒÔȟ ÌÏÏËÉÎÇ ÁÒÏÕÎÄ ÁÎÄ 

making eye contact.  Esther greeted him verbally and also touched his hand.  

Steve seemed very interested 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, lots of physical contact hand to hand.  

Lots of eye contact, including waving fingers in front of eyes between them, 

3ÔÅÖÅ ÁÌÓÏ ÄÉÄ ÔÈÉÓ ɍ) ÃÁÎȭÔ ÒÅÍÅÍÂÅÒ ×ÈÏ ÓÔÁÒÔÅÄ ÄÏÉÎÇ ÉÔ ÆÉÒÓÔɎȢ  (Å ×ÁÓ 

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 

Á ÖÅÒÙ ÐÌÁÃÉÄ ÁÎÄ ÃÁÌÍ ÍÁÎɎȢ  %ÓÔÈÅÒ ȣ ÐÕÌÌÅÄ ÏÕÔ Á ÓÔÒÅÔÃÈÙ ÒÕÂÂÅÒ ÏÂÊÅÃÔ 

that she then looped around his fingers and pulled against him with.  I 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 

ÉÍÍÅÄÉÁÔÅÌÙ ÈÅÌÄ ÏÎÔÏ ÁÎÄ ÁÌÓÏ Á ÓÍÁÌÌ ÔÏÙ Ȱ4ÉÇÇÅÒȱ that vibrated (a less clear 

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 

ÉÎÄÉÃÁÔÅ ÔÈÁÔ ÈÅ ×ÁÓ ÎÏÔȢȱ  (Field note 28.1.13) 

I got a sense from a number of respondents that Steve was the person staff found it 

most difficult to know how to support to engage in activity: 

Ȱ"ÅÃÁÕÓÅ 3ÔÅÖÅ ÄÏÅÓÎȭÔ ÇÉÖÅ ÙÏÕȟ ÏÈ ÔÈÉÓ ÓÏÕÎÄÓ ÒÅÁÌÌÙ Á×ÆÕÌ ÁÎÄ ÎÅÇÁÔÉÖÅ ) 

ÄÏÎȭÔ ÍÅÁÎ ÔÏ ÓÏÕÎÄ ÎÅÇÁÔÉÖÅȟ ÂÕÔ ÂÅÃÁÕÓÅ 3ÔÅÖÅ ÄÏÅÓÎȭÔ ÇÉÖÅ Ùou that instant 

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 guy, just lets it all go on 

ÁÒÏÕÎÄ ÈÉÍ ȣȟ ÉÔ ÉÓ ÖÅÒÙ ÈÁÒÄ ÔÏȟ ÆÏÒ ×ÁÎÔ ÏÆ Á ÂÅÔÔÅÒ ÅØÐÒÅÓÓÉÏÎȟ ÒÅÁÄ 3ÔÅÖÅȢȱ 

(Sue, Manager, 27.7.13) 

Steve has profound intellectual and multiple disabilities including dysphagia 

leading to risk of aspiration.  He is very prone to chest infections and needs care to 

ensure tissue viability and prevent pressure sores.   

Becky is also in her early fifties:  

Ȱ"ÅÃËÙ ÓÁÔ ÉÎ ÈÅÒ ×ÈÅÅÌÃÈÁÉÒ ÉÎ ×ÈÁÔ ÓÅÅÍÓ ÔÏ ÂÅ ȬÈÅÒȭ ÃÏÒÎÅÒ ÏÆ ÔÈÅ ÄÉÎÉÎÇ 

room facing into the room. Sunny spot, she seemed happy and was vocalising, 
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repetitive sounds [I admit I find it difficult to hear exactly what she's saying, 

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. 

ÔÈÁÔ ÓÈÅ ×ÁÓ ÃÁÌÌÉÎÇ ÓÏÍÅÏÎÅ Á ȰÍÕÐÐÅÔȱ ɉȰ×ÈÏ ÁÒÅ ÙÏÕ ÃÁÌÌÉÎÇ Á ÍÕÐÐÅÔȩȱɊȢ  

She had a table in front 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 mentiÏÎÅÄ ÔÈÁÔ ÉÔ ÉÓ "ÅÃËÙȭÓ 

right eye that she can partially see out of.  I 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 all-round the room, but difficult to know if she was 

ÆÉØÉÎÇ ÏÎ ÁÎÙÔÈÉÎÇȢȱ 

Ȱ%ÓÔÈÅÒ ÐÌÁÃÅÄ ÔÈÅ ÍÕÓÉÃÁÌ ÏÂÊÅÃÔÓ ÉÎÔÏ "ÅÃËÙȭÓ ÈÁÎÄ ÁÎÄ ÓÈÅ ÍÁÉÎÌÙ ÔÈÒÅ× 

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 the bin and 

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 were 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 

10-υω ÍÉÎÕÔÅÓȢȱ   (Field notes 27 and 28.3.13) 

Becky has severe-profound intellectual disabilities (secondary to meningitis), 

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 become a 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 with moderate 

intellectual disabilities, Mo features in only a small way in this 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 

ÏÃÃÕÐÁÔÉÏÎÓ ÁÔ ÈÏÍÅȢ %ÓÔÈÅÒȭÓ ×ÏÒË ×ÉÔÈ -ÁÔÔ, Steve and Becky is most relevant to 

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 

ÐÒÏÆÏÕÎÄɊ ÁÌÓÏ ÉÌÌÕÍÉÎÁÔÅ ÔÈÅ ÔÏÐÉÃȢ  ) ÈÁÖÅ ÔÈÅÒÅÆÏÒÅ ÉÎÃÌÕÄÅÄ ÒÅÆÅÒÅÎÃÅ ÔÏ %ÓÔÈÅÒȭÓ 

work with them.   

6.3 The occupational therapy intervention  

By the time of my first visit to Cavendish house, Esther had worked as an 

occupational therapist in the local community learning disability team for about 10 

years.  I myself had known her throughout that time, occupational therapy with 

people with intellectual disabilities being a small field and one in which we 

therefore seek formal and informal opportunities to network for support 

(Lillywhite and Haines 2010).   

Esther had previously worked with Cavendish residents Matt (in 2005-6) and 

Harold (earlier in 2012).  The current referral arose out of concerns that she and 

the community nurses had about the extent to which they in particular were 

ÅÎÁÂÌÅÄ ÔÏ ÅÎÇÁÇÅ ÉÎ ÁÃÔÉÖÉÔÙ ÁÔ ÈÏÍÅȢ   !ÄÄÉÔÉÏÎÁÌÌÙȟ #ÁÖÅÎÄÉÓÈ (ÏÕÓÅȭÓ ÁÓÓÉÓÔÁÎÔ 

manager Norma had requested specific support regarding how the team might 

enable Steve to engage more in activity.   

%ÓÔÈÅÒȭÓ ÐÒÅÖÉÏÕÓ ×ÏÒË ×ÉÔÈ -ÁÔÔ ÁÎÄ (ÁÒÏÌÄ ÄÉÄ ÎÏÔ ÓÅÅÍ ÔÏ ÈÁÖÅ ÂÅÅÎ 

completely successful at sustaining increased levels of occupational engagement in 

Cavendish House.  Clearly frustrated by this, though nonetheless typically full of 

energy and enthusiasm, Esther discussed this issue in 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 therapy input,  

not only with Matt , Harold and Steve, but as a project with all residents and 

crucially also with the whole of the Cavendish House staff team: 
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Ȱ) ÆÅÅÌ ÌÉËÅ ÔÈÁÔ ÍÉÇÈÔ ÂÅ ÍÏÒÅ ÅÆÆÅÃÔÉÖÅ ÔÈÁÎ ÄÏÉÎÇ ÖÅÒÙ ÓÐÅÃÉÆÉÃ ×ÏÒË ×ÉÔÈ 

each of the people, so what I am thinking I would do is assessment work with 

each of [them]  ÂÕÔ ÔÈÅÎ ÔÒÙÉÎÇ ÔÏ ÅÎÇÁÇÅ ÔÈÅ ÓÔÁÆÆ ÉÎ Á ÂÉÔ ÏÆ Á ÐÒÏÊÅÃÔȣȢ ) ÈÁÖÅ 

done this before in other houses where I have only worked with one person, 

but then I have tried to engage the staff team in changing the way they work 

generally, and it has impacted on the other people.  But the beauty of this is 

that I will be working with all the people or most of them, so I can help them 

Ô×ÅÁË ÉÔ ÆÏÒ ÅÁÃÈ ÏÆ ÔÈÏÓÅ ÉÎÄÉÖÉÄÕÁÌ ÐÅÏÐÌÅȣȢȢ )Ô ×ÏÕÌÄ ÂÅ ÒÅÁÌÌÙ Îice if they 

ÅÍÂÒÁÃÅÄ ÉÔ ÁÎÄ ÇÏÔ ÏÎ ÂÏÁÒÄ ×ÉÔÈ ÉÔȢȱ (Esther 4.1.13) 

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 managed 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 timeline in Figure 6.1, including  

¶ A period of some three and a half months of assessment in order to get to 

know the individuals and how they were currently supported and 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. 

¶ 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 recommending. 

¶ 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 members 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 I move on to discuss key aspects of the case of relevance to my research 

question.
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¶  

Figure 6.1 Timeline of phases of occupational therapy intervention
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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 (see 5.2.3) can now be described as: 

Ȱ4ÈÅ ÏÃÃÕÐÁÔÉÏÎÁÌ ÔÈÅÒÁÐÙ ÔÈÁÔ ÓÕÐÐÏÒÔÓ -ÁÔÔȟ 3ÔÅÖÅȟ "ÅÃËÙȟ *ÁÎÅȟ ÁÎÄ (ÁÒÏÌÄ 

ÔÏ ÅÎÇÁÇÅ ÉÎ ÏÃÃÕÐÁÔÉÏÎÓ ÁÔ ÈÏÍÅ ÉÎ #ÁÖÅÎÄÉÓÈ (ÏÕÓÅȢȱ   

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 Figure 6.3. 
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6.5 Themes ɀ patterns in the story of the case  

) ×ÁÓ ÍÉÎÄÆÕÌ ÏÆ 4ÈÏÍÁÓȭ ×ÁÒÎÉÎÇ (2011) that the freedom in case study 

methodology can result in: 

ȰÁÎ ÕÎÄÉÆÆÅÒÅÎÔÉÁÔÅÄ ÃÏÌÌÅÃÔÉÏÎ ÏÆ ÔÈÏÕÇÈÔÓ ÁÎÄ ÑÕÏÔÁÔÉÏÎÓ ÆÒÏÍ ÉÎÔÅÒÖÉÅ×Ó 

×ÉÔÈ ÖÅÒÙ ÌÉÔÔÌÅ ÉÎ ÔÈÅ ×ÁÙ ÏÆ ÇÌÕÅ ÔÏ ÈÏÌÄ ÔÈÅ ×ÈÏÌÅ ÔÈÉÎÇ ÔÏÇÅÔÈÅÒȢȱ (Thomas 

2011, p.195). 

My analysis led to the construction of two overarching 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.  I do not claim that these and their sub-

ÔÈÅÍÅÓ ÅØÐÌÁÉÎ ÏÒ ÒÅÐÒÅÓÅÎÔ ÅÖÅÒÙÔÈÉÎÇ ÉÎ ÔÈÅ ÄÁÔÁȟ ÂÕÔ ÅÁÃÈ ȰÃÁÐÔÕÒÅÓ ÓÏÍÅÔÈÉÎÇ 

important about the data in relation to the research question and represents some 

ÌÅÖÅÌ ÏÆ ÐÁÔÔÅÒÎÅÄ ÒÅÓÐÏÎÓÅ ÏÒ ÍÅÁÎÉÎÇȱ ɉ"ÒÁÕÎ ÁÎÄ #ÌÁÒËÅ ςππφȟ Ð.82).  In Chapter 

7, I use the themes constructed out of my analysis to tell a particular story about 

ÔÈÅ ÃÁÓÅ ÏÆ %ÓÔÈÅÒȭÓ ×ÏÒË ÁÔ #ÁÖÅÎÄÉÓÈ (ÏÕÓÅ ÔÈÁÔ ) ÕÎÄÅÒÓÔÁÎÄ ÔÏ ÂÅ ÒÅÌÅÖÁÎÔ ÔÏ 

my research question and appropriate for my audience.  As implied by the stance I 

have taken as a researcher, this story is highly interpretive and I use these themes 

and sub-themes as organisers to explain my interpretation (Simons, 2009), or my 

translation (Van Maanen 1995).   

Whilst mindful of the need to be rigorous, rather than reporting the case cautiously 

in more traditional formal and structured ways, I have experimented with 

potentially more vivid ways of telling its story.  Bassey (1999) suggests using 

detailed description to draw a picture of the case setting, or a particular 

particÉÐÁÎÔ ÏÒ ÅÖÅÎÔ ÁÎÄ ) ÈÁÖÅ ÔÒÉÅÄ ÔÏ ÆÏÌÌÏ× 3ÉÍÏÎÓȭ ÁÄÖÉÃÅ (2009) to weave my 

data into a coherent story and to "depict experience in real-life cases with such 

veracity that others will have vicarious experience" (2009, p.158).  With their 

words in mind, I have sought to enrich my reporting to contribute to such vicarious 

experience, whilst also developing a critically reasoned and evidence-based 

argument, with a strong story line.   Stenhouse (1994) and Simons (2009) 

emphasise the importance of portrayal to achieve this and I 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 Cavendish House 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, I 

take a more explicitly critical stance, evaluating the ways in which my story sheds 

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).  I use my theoretical framework to explain aspects of this story 

(Simons 2009) and, in conclusion propose a theory of the case itself (Thomas 

2011).  
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Chapter 7. FINDINGS:  

A Story of the Case 

In this chapter, I present my findings in the form of a story of the case with two 

overarching themes.  The first of these is the shifting cultures in the setting of the 

case, Cavendish House.  I argue that an understanding of its various and support 

cultures is important as these impacted on the ways that those living in the house 

were supported to engage in occupation.   

The second overarching theme is the characteristics 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 underpinned by theory. 

¶ Involved getting to know those living in the house well. 

¶ Was creative and flexible. 

¶ Provided resources and ideas. 

¶ Involved working with the staff team and managers in a way that Esther 

described as similar to working with her service users. 

Before presenting the story of the case, however, this chapter begins with three 

different vignettes which I have constructed from the data with the aim of 

illustrating in detail how Esther sought to embed a different way of supporting 

those living at Cavendish House to engage in occupation. 

7.1 Vignettes  

The following three contrasting vignettes illustrate different aspects of the case 

and I will refer back to and explain aspects of them in the remaining sections of 

Chapter 7 and in Chapter 8.  I invite you, the reader, to consider and decide for 

yourself the extent to which I have achieved what Saldaña (2011) suggests is 

possible: authentic and credible renderings of aspects of my story of the case, 

ÒÅÖÅÁÌÉÎÇ ÓÏÍÅÔÈÉÎÇ ÏÆ %ÓÔÈÅÒȭÓ ÏÂÊÅÃÔÉÖÅÓȟ ÃÏÎÆÌÉÃÔÓ ÁÎd strategies.   
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As an overall depiction of the occupational therapy intervention, I have 

ÃÏÎÓÔÒÕÃÔÅÄ ÔÈÅ ÆÉÒÓÔ ÖÉÇÎÅÔÔÅ ÉÎ ÔÈÅ ÆÏÒÍ ÏÆ Á ÍÏÎÏÌÏÇÕÅȟ ÕÓÉÎÇ %ÓÔÈÅÒȭÓ ×ÏÒÄÓ ÁÓ 

spoken in various research interviews with me.  Although re-ordered, I have 

otherwise edited her words very minimally, making changes only where necessary 

ÆÏÒ ÔÈÅ ÓÃÒÉÐÔ ÔÏ ÆÌÏ× ÁÎÄ ÍÁËÅ ÓÅÎÓÅȢ  ) ÈÁÖÅ ÄÒÁ×Î ÏÎ 3ÁÌÄÁđÁȭÓ ÓÕÇÇÅÓÔÉÏÎÓ 

(2011) regarding the use of ethnodramatic play scripts as representational or 

presentational methods for fieldwork, this modality seeming to me to be as 

potentially effective for illustrating a case as Saldaña argues it is for 

communicating ethnographic findings.   

Vignettes 2 and 3 use excerpts from interviews, field notes and documentary data 

to illuminate EsÔÈÅÒȭÓ ×ÏÒË ×ÉÔÈ -ÁÔÔ ÁÎÄ ÈÅÒ ÃÏÌÌÁÂÏÒÁÔÉÏÎ ×ÉÔÈ ÈÏÕÓÅ ÍÁÎÁÇÅÒ 

Sue. 

7.1.1 Vignette 1: Embedding sensory activity ɀ %ÓÔÈÅÒȭÓ ÍÏÎÏÌÏÇÕÅ 

Scene 1: The project ɀ a journey together  

Esther: (speaks passionately) I want to talk about the project.  I have come to this 

pÏÉÎÔ ×ÈÅÒÅ ) ÁÍ ÇÏÉÎÇ ȰÎÏȟ Á ÐÒÏÊÅÃÔ ×ÉÌÌ ÂÅ ÂÅÔÔÅÒȱȟ ÂÅÃÁÕÓÅ ÉÔ ÆÅÌÔ ÔÈÁÔ ) ×ÁÓ ÄÉÐÐÉÎÇ 

ÉÎ ÁÎÄ ÏÕÔ ×ÉÔÈ (ÁÒÏÌÄ ÁÎÄ ÉÔ ×ÁÓÎȭÔ ÅÎÏÕÇÈ ÔÏ ÇÅÔ ÐÅÏÐÌÅ ÍÏÔÉÖÁÔÅÄ ÁÎÄ ÄÏÉÎÇ ÓÔÕÆÆȢ 

And if I 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 I am coming 

in, giving orders, or whatever. But if I go in and I am giving them some resources, I 

am being helpful and their own service are embracing and are checking it and 

talkÉÎÇ ÁÂÏÕÔ ÉÔ ÁÌÌ ÔÈÅ ÔÉÍÅȟ ÉÔ ÆÅÅÌÓ ÍÏÒÅ ÃÏÌÌÁÂÏÒÁÔÉÖÅȟ ÄÏÅÓÎȭÔ ÉÔȩ 

What I want to do is to get it into the culture, I want to get everyone thinking about 

sensory activity.  ) ÏÆÔÅÎ ÆÅÅÌ ÔÈÁÔ ÐÅÏÐÌÅ ÄÏÎȭÔ ËÎÏ× ×ÈÁÔ ÔÏ ÄÏ ×ÈÅÎ ÉÔ ÃÏÍÅÓ ÔÏ 

sensory, so they gÅÔ ÌÏÓÔ ÁÎÄ ÔÈÅÎ ÔÈÅÙ ÄÏÎȭÔ ÄÏ ÁÎÙÔÈÉÎÇȢ  ) ÏÆÔÅÎ ÔÈÉÎË ÔÈÁÔȢ  ) ÔÈÉÎË 

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 normal life, like you and I would live. 

(Emphatically) Why, why is Steve doing laundry?  Because that is not a meaningful 

activity, laundry for him.  If it was sensory laundry or laundry done in a way that 



 

201 
 

makes it meaningful for him then yes I get that.  But if it is just about, if anything 

Steve being in the room while the staff do the laundry?  And, you know, I hear people 

talking about this age appropriate thing and maybe they have got quite stuck in:  

ɉÁÓ ÈÏÕÓÅ ÍÁÎÁÇÅÒ 3ÕÅɊ ȰÔÈÅÓÅ ÁÒÅ ÁÄÕÌÔÓ ÁÎÄ ÔÈÅÙ ÓÈÏÕÌd be doing adult 

ÁÃÔÉÖÉÔÉÅÓ ÁÎÄ ÓÅÎÓÏÒÙ ÁÃÔÉÖÉÔÉÅÓ ÁÒÅ ÌÉËÅ ÃÈÉÌÄÒÅÎȭÓ ÐÌÁÙȢȱ 

So somehow I need to put what I am doing into a language that fits with that, cos it 

ÄÏÅÓÎȭÔ ÈÁÖÅ ÔÏ ÂÅ ÓÏ ÆÁÒ ÁÐÁÒÔȢ  &ÒÁÍÉÎÇ ÉÔ ÓÌÉÇÈÔÌÙ ÄÉÆÆÅÒÅÎÔÌÙ, so it feels more 

acceptable and fits with their philosophy a bit more? 

So yeah, I think getting people to think about it more, getting it embedded into 

everything, giving them ideas, giving them resources and I am hoping that all these 

things are just going to get them excited about it. 

I 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.  I think everybody needs to 

know what it is about and what I 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 

sensÏÒÙ ÁÃÔÉÖÉÔÉÅÓ ÇÏÉÎÇȩ  .ÏÔ ÃÈÅÃËÉÎÇ ÕÐȟ ÂÕÔ ÊÕÓÔ ËÅÅÐÉÎÇ ÉÔ ÏÎ ÐÅÏÐÌÅȭÓ ÁÇÅÎÄÁȢ  )Ô 

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.  

ThÁÔ ÂÉÔ ÁÂÏÕÔ ÇÅÔÔÉÎÇ ÉÔ ÉÎÔÏ ÐÅÏÐÌÅȭÓ ÐÓÙÃÈÅȦ 

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.  I suppose unconsciously I want to build a relationship 

with them so they feel comfortable that I am going in and, yeah, we work together on 

ÉÔ ÁÎÄ ÉÔ ÄÏÅÓÎȭÔ ÆÅÅÌ ÔÈÒÅÁÔÅÎÉÎÇȢ  ) ÓÕÐÐÏÓÅ ) ×ÁÎÔ ÔÈÁÔ ÔÏ ÂÅ Á ÓÕÐÐÏÒÔÉÖÅ ÐÒÏÃÅÓÓȟ ÓÏ 

they feel like we are on a 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 I am going to work with the 

staff team I am going to work alongside the staff team.  So it is a way I guess of 

ÍÏÔÉÖÁÔÉÎÇ ÔÈÅÍ ÔÏ ÔÁËÅ Ï×ÎÅÒÓÈÉÐ ÆÏÒ ×ÈÁÔȭÓ ÈÁÐÐÅÎÉÎÇȢ 
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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 I mean, that explaining why I am 

ÄÏÉÎÇ ×ÈÁÔ ) ÁÍ ÄÏÉÎÇ ÁÌÍÏÓÔȟ ) ÄÏÎȭÔ ËÎÏ×ȟ ×ÉÔÈÏÕÔ ÇÏÉÎÇȡ 

(didactic teacher voice) Ȱ) ÁÍ ÇÏÉÎÇ ÔÏ ÔÅÁÃÈ ÙÏÕ ÁÂÏÕÔ ×ÈÁÔ ) ÁÍ ÄÏÉÎÇȟ ) 

×ÉÌÌ ÔÅÌÌ ÙÏÕ ÁÌÌ ÁÂÏÕÔ ÓÅÎÓÏÒÙȱ  

kind of making it more part of the conversation:  

(gentler, less didactic voice, as if talking to the support workers) Ȱ7ÅÌÌ ÔÈÉÓ ÉÓ 

what I want to do and this is what I am thinking and why I am thinking it.  Am 

I being clear? 

But I still feel that I might be imparting some knowledge.  And maybe that is easier to 

take? 

Yeah if I can win staff over and help them feel like they have got things to offer.  So to 

do a workshop to get everyone on board, a bit of a group session with all the staff and 

get them to sort of take some ownership by understanding where we are going with 

it and them telling me what they already know about the guys that live there.  I 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!  I feel like I have all these ideas and I 

ÈÁÖÅ ÔÏ ÂÒÉÎÇ ÍÙÓÅÌÆ ÂÁÃË ÓÏÍÅÔÉÍÅÓ ÏÔÈÅÒ×ÉÓÅ )ȭÌÌ ÌÏÓÅ ÔÈÅ ÓÔÁÆÆȦ 

×  

Scene 2: The bridge  

Esther: What we tend to find is that if people are at the earlier Pool Levels [see 

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 

exploratory 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 activities. 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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ÓÅÎÓÅȩ  7Å ÍÉÇÈÔ ÕÓÅ ÓÏÍÅÔÈÉÎÇ ÌÉËÅ Á Ó×ÉÔÃÈ ÔÈÁÔ ÔÈÅÙȭÄ ÈÁÖÅ ÔÏ ÁÃÔÉÖÁÔÅ ÔÏ ÇÅÔ ÔÈÅ 

sensory reward they were looking for, whereas right at the early part of the bridge 

×Å ×ÏÕÌÄÎȭÔ ÅØÐÅÃÔ ÔÈÅÍ ÔÏ ÄÏ ÁÎÙÔÈÉÎÇ ÔÏ ÇÅÔ ÔÈÅÉÒ ÓÅÎÓÏÒÙ ÒÅ×ÁÒÄȟ ×ÅȭÄ ÂÅ ÐÕÔÔÉÎÇ 

ÔÈÅ ÓÅÎÓÏÒÙ ÏÂÊÅÃÔ ÉÎ ÔÈÅÉÒ ÈÁÎÄȟ ÓÈÁËÉÎÇ ÉÔ ÁÎÄ ÈÏÌÄÉÎÇ ÉÔȟ ×ÈÅÒÅÁÓ ÌÁÔÅÒ ÏÎ ×ÅȭÄ ÂÅ 

ÅØÐÅÃÔÉÎÇ ÔÈÅÍ ÔÏ ÙÏÕ ËÎÏ×ȟ ×ÅȭÄ ÐÕÔ ÓÏÍÅÔÈÉÎÇ ÆÕÒÔÈÅÒ ÏÕÔ ÏÆ ÔÈÅÉÒ ÒÅÁÃÈ ÓÏ ÔÈÅÙȭÄ 

have to go for it. 

I actually think that analogy of the bridge and those Pool activity levels is more useful 

ÉÎ ÕÎÄÅÒÓÔÁÎÄÉÎÇ ×ÈÁÔ ÉÓ ÇÏÉÎÇ ÏÎ ÔÈÁÎ ÓÁÙÉÎÇ ȰÈÅ ÈÁÓ Á ÐÒÏÆÏÕÎÄ ÌÅÁÒÎÉÎÇ 

ÄÉÓÁÂÉÌÉÔÙȱ ÏÒ ȰÓÈÅ ÈÁÓ Á ÓÅÖÅÒÅ ÌÅÁÒÎÉÎÇ ÄÉÓÁÂÉÌÉÔÙȱȢ   

!ÎÄ ÔÈÅÎ ÔÈÅ ÎÅØÔ ÔÈÉÎÇ ÉÓ ÁÂÏÕÔ ÌÏÏËÉÎÇ ÁÔ ÐÅÏÐÌÅȭÓ ÓÅÎÓÏÒÙ ÐÒÅÆÅÒÅÎÃÅÓ ÁÎÄ )ȭÌÌ ÔÒÙ ÔÏ 

get the staff team to help me with this cos there are so many different types of 

sensory experiences, it would take me forever on my own.  Leaving the form with 

them, getting the staff to try and work out their sensory preferences.  I have tried this 

ÏÎÃÅ ÂÅÆÏÒÅ ×ÉÔÈ (ÁÒÏÌÄȟ ÂÕÔ ÔÈÅÙ ÄÉÄÎȭÔ ÆÉÌÌ ÉÔ ÉÎȟ ÓÏ ɉÓÈÒÕÇÓɊ ×ÅȭÌÌ ÓÅÅ ÈÏ× ×Å ÇÅÔ ÏÎ 

with it!  

×  

Scene 3: No one is really doing anything  

Esther: (sighs) (quieter voice, speaks more slowly) Ummm I have kind of 

abandoned the idea a bit of them showing me what they do, cos whenever we turn up 

ÎÏ ÏÎÅ ÉÓ ÒÅÁÌÌÙ ÄÏÉÎÇ ÁÎÙÔÈÉÎÇ ÁÎÄ ×ÈÅÎ ÙÏÕ ÁÓË ÔÈÅÍ Ȱ×ÈÁÔ ÄÏ ÔÈÅÙ ÎÏÒÍÁÌÌÙ ÄÏȱȟ 

they always say ȰÇÏ ÏÕÔȱȟ ÄÏÎȭÔ ÔÈÅÙȩ  (rolls eyes) Often.  So in a funny way I have 

ÁÂÁÎÄÏÎÅÄ ÔÈÅ ÉÄÅÁ ÏÆ ÇÏÉÎÇ ÉÎ ×ÉÔÈ ÔÈÅ ÈÏÐÅ ÔÈÁÔ )ȭÌÌ ÓÅÅ ÓÏÍÅÂÏÄÙ ÄÏÉÎÇ ÓÏÍÅÔÈÉÎÇ 

with the guys. 

(pauses) 

(decisively) So, I am meeting with Sarah tomorrow morning and we are going to put 

together our assessment kit for the sensory preference checklist.  Between us we 

ÔÈÏÕÇÈÔ ×Å ×ÏÕÌÄ ÃÁÒÒÙ ÉÔ ÏÕÔ ÂÅÃÁÕÓÅ ) ÄÏÎȭÔ ÔÈÉÎË ÔÈÅ ÓÔÁÆÆ ×ÉÌÌȟ ) ÄÏÎȭÔ ÔÈÉÎË ÔÈÅÙȭÌÌ 

do it.  Ummm but I know that it is too time intensive for me to do on my own, so Sarah 

and I 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 I am pinning too much on meeting them as a whole staff group and 

I should be going in and speaking to them individually?   

×  

3ÃÅÎÅ τȡ 4ÒÁÉÎÉÎÇ ×ÉÔÈ Á ÓÍÁÌÌ ȬÔȭ 

Esther: (speaks excitedly) I'll tell you about the training I did last Monday, the 

workshop.  You know I wasn't at all hopeful about it!  Well it has been cancelled loads 

of times hasn't it?  But it was brilliant, it was really, really brilliant. I wanted to have 

everyone or as many people as I could, as I think then everyone takes ownership.  

Well, (shrugs) I got the people who were there on shift at that time (laughs).   I 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. 

I was thinking of (mimes inverted commas) ȰÔÒÁÉÎÉÎÇ ×ÉÔÈ Á ÓÍÁÌÌ Ôȱȟ Á ÌÉÔÔÌÅ ÂÉÔ ÏÆ 

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. 

I felt really positive afterwards.  I explained why we were doing a project and why 

now and I tried to be quite gentle about:  

(empathic voice) ȰÙÏÕ ËÎÏ× ÙÏÕ΄ÖÅ ÁÌÌ ÔÏÌÄ ÍÅ ÔÈÁÔ ÔÈÅÒÅ ÈÁÖÅ ÂÅÅÎ ÃÈÁÎÇÅÓ 

and you are not able to do the things that you used to do and how do you feel 

ÁÂÏÕÔ ÉÔȩȱ 

And everybody it seemed like in harmony went:  

(in voice of support workers) ̈́ ×Å ÈÁÖÅÎȭÔ ÇÏÔ Á ÓÅÎÓÏÒÙ ÒÏÏÍ ÁÎÙ ÍÏÒÅȟ ÔÈÁÔ 

ÔÈÁÔ΄Ó ×ÈÁÔ΄Ó ÃÈÁÎÇÅÄȢ  7Å ÈÁÖÅÎȭÔ ÇÏÔ ÁÎÙ ÒÅÓÏÕÒÃÅÓȢȱ   

One of the things they came up with was about not having time to make resources, so 

the fact that it is being provided for them I'm hoping is a way of overcoming that 

barrier.  And I was sort of saying:  

(supportive, accommodating voice) Ȱ)ȭÖÅ ÄÏÎÅ ÔÈÉÓȟ ÂÕÔ )΄Í ÍÏÒÅ ÔÈÁÎ ÈÁÐÐÙ 

to change it and tweak it.  9ÏÕ ÔÅÌÌ ÍÅȢȱ   

And I really felt like it was a bit of a journey and so I said:  
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Ȱ)ȭÖÅ ÓÅÔ ÔÈÅÓÅ ÇÏÁÌÓȟ ÁÒÅ ÔÈÅÙ ÒÅÁÌÉÓÔÉÃȟ ÙÏÕ ËÎÏ× ÆÉÖÅ ÁÃÔÉÖÉÔÉÅÓ Á ÄÁÙ ÃÁÎ ÙÏÕ 

ÄÏ ÔÈÁÔȩ !Í ) ÊÕÓÔ ÂÅÉÎÇ ÁÎ ÉÄÉÏÔȩȱ 

And it was a bit jokey and I think I probably made it sound like I was criticising 

myself a little bit, but I thÉÎË ÔÈÁÔȭÓ ÁÌÌ ÁÂÏÕÔ ÇÅÔÔÉÎÇ ÐÅÏÐÌÅ ÏÎ ÂÏÁÒÄ ÉÓÎ΄Ô ÉÔȩ  !ÎÄ 

ÔÈÅÙ ÓÁÉÄ ȰÙÅÓȱ ÔÈÅÙ ÄÉÄ ÔÈÉÎË ÔÈÅ ÆÉÖÅ ÁÃÔÉÖÉÔÉÅÓ ÐÅÒ ÄÁÙ ×ÅÒÅ ÒÅÁÌÉÓÔÉÃȟ ÂÅÃÁÕÓÅ ) ×ÁÓ 

saying they are probably not going to be more than 10 or 15 minutes are they 

realistically? So that was brilliant!  

I said that aside from all of this I would also do an activity file or a sensory ideas file, 

ÂÅÃÁÕÓÅ ɉÙÏÕ ÒÅÍÅÍÂÅÒȩɊ ) ÓÁÉÄ ÏÒÉÇÉÎÁÌÌÙ ÔÈÁÔ ) ×ÁÎÔÅÄ Á ÓÅÎÓÏÒÙ ÂÏÁÒÄȩ  ) ÓÁÉÄ Ȱ) 

ÕÎÄÅÒÓÔÁÎÄ ÔÈÁÔ ÔÈÁÔ ÃÏÕÌÄ ÂÅ ÓÅÅÎ ÁÓ Á ÂÉÔ ÉÎÓÔÉÔÕÔÉÏÎÁÌȱȟ ÂÕÔ ÔÈÅÙ ÁÌÌ ×ÅÎÔ ȬÏÈȟ ÉÓ ÔÈÁÔ 

ÉÎÓÔÉÔÕÔÉÏÎÁÌȩȭ ÁÎÄ ÔÈÅÙ ÏÂÖÉÏÕÓÌÙ ÄÉÄÎ΄Ô ÔÈÉÎË ÔÈÁÔȦ (Shrugs). 

I said that I 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) ȰÙÅÁÈȟ ÉÔ ×ÏÕÌÄ ÂÅ ÌÏÖÅÌÙ ÉÆ ÔÈÅÙ ×ÅÒÅ ÁÂÌÅ ÔÏ ÄÏ ÔÈÉÎÇÓ 

ÔÏÇÅÔÈÅÒȢȱ  

So I thought that was good too, yeah I felt that was a bit of a win really. 

Oh yes and then they were all coming up with these ideas and a lot of discussion 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 worker) ȰÏÈ ÂÕÔ ×Å ÃÁÎ΄Ô ÇÅÔ ÔÈÁÔ ÆÏÒ *ÁÎÅȟ ÂÅÃÁÕÓÅ ÓÈÅ΄Ó ÁÌÌÅÒÇÉÃȱ 

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 a journey together which was 

quite nice.  )Ô ÉÓ ÁÂÏÕÔ ÆÉÎÄÉÎÇ ÁÌÌÉÅÓ ÉÓÎȭÔ ÉÔȩ  4Ï ÁÌÌ ÏÆ ÔÈÅ ÌÉÎË ×ÏÒËÅÒÓ ) ÓÁÉÄ ȰÙÏÕ ÁÒÅ 

my allies now and I am telling you this because it is your job now to tell everyone else 

and I want you to kick people up the bum and get ÔÈÅÍ ÄÏÉÎÇ ÉÔȱ ÁÎÄ ÔÈÅÙ ÁÌÌ ÓÁÉÄ 

ȰÙÅÓȦȱ  




































































































































































































































































































































































































































































