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ABSTRACT 

 

The awareness that people with Down syndrome are at risk of dementia at a younger 

age, even in their forties or fifties, brings to the fore a group previously excluded 

from research. Literature documents the experiences of people with Down syndrome 

and, separately, that of people with dementia. This includes knowledge of individual 

experiences through self-advocacy, inclusion in service development, policy and 

research, and the drive for a more person-centred way of providing support. We do 

not have the same knowledge about the experience of individuals who have both 

Down syndrome and dementia.  

 

Research literature suggests that people with Down syndrome are already 

marginalised before a diagnosis of dementia, due to society’s interpretation of their 

intellectual disability. The first quantitative stage of this longitudinal, mixed method 

study demonstrates the awareness of carers and actions taken post-diagnosis, 

highlighting the social exclusion experienced by people with Down syndrome.  The 

second more substantive, qualitative stage considers factors that impact on the 

experience of individuals with Down syndrome and dementia. My observation 

identifies factors that highlight the process of further social and cultural 

marginalisation after a diagnosis of dementia. Findings are initially based on a 

thematic analysis of my transcribed data to develop case studies, followed by cross 

case analysis. Emerging issues from both stages of the research suggest commonality 

of experience in relation to the lack of a shared diagnosis, lack of recognition of 
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sense of Self or identity, failure to recognise the importance of adapting 

communication to enable social interaction, a readiness to define a person by their 

situation rather than as an individual, and my observations of the impact of staff. I 

suggest that care and support for people with Down syndrome and dementia is at a 

crossroads, with an absence of shared learning between intellectual disability 

services and dementia services.  

 

I demonstrate how far I have been able to synthesise my approach to methodology 

and methods of data collection to enable the inclusion of a group previously excluded 

from research, incorporating both verbal and non-verbal exchanges as dementia 

progressed. Despite individuals with Down syndrome and dementia not being visible 

in service development and policy, it has been evidenced that their participation in 

research is not only possible, it is essential, as this group continues to enjoy a longer 

life expectancy that brings with it an associated risk of dementia.   
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CHAPTER ONE 

INTRODUCTION 

 

1.1 Introduction 

 

There are a growing number of people with Down syndrome who are developing 

dementia at a considerably younger age than is observed in the general population. 

Whilst we are beginning to understand more about how some older people construct 

their experience of dementia, we do not have the same awareness and insight into the 

experiences of people with Down syndrome. This is due to the complexity of 

including people with Down syndrome and dementia as research participants and a 

subsequent lack of available literature. Typically, people with Down syndrome will 

experience stigma and marginalisation even before their diagnosis of dementia. This 

can be attributed to society’s perception of their existing intellectual disability, 

combined with increased cognitive impairment associated with the progressive 

nature of dementia.  

 

Drawing on a social constructionist approach, this thesis is an exploration of the 

experiences of people with Down syndrome and dementia. Based on my findings, I 

have been able to highlight the continued process of marginalisation of people with 

Down syndrome after a diagnosis of dementia, raising issues at both societal and 

cultural levels. This chapter gives brief background information about Down 
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syndrome and dementia, before considering my motivation for this topic. I explain 

how the research questions were developed in two stages to include firstly carers and 

then people with Down syndrome, followed by an explanation of the structure of the 

thesis.   

 

1.2 Background  

 

Down syndrome is a congenital condition identified at birth and present from the 

point of conception. It results in varying degrees of intellectual disability and is the 

most common congenital syndrome, as well as being the one most frequently 

recognised due to its resulting physical features. Historically, people with Down 

syndrome had a short life expectancy, the average age of death being nine in 1929, 

twelve in 1947 and eighteen in 1961 (Bittles and Glasson, 2004). As a result of an 

increase in medical interventions, with greater life and social opportunities, people 

are now living for longer. A life expectancy of over sixty years is expected for many 

people with Down syndrome (Holland, 2000). This longevity has led to the 

knowledge that there are a number of illnesses in mid and later life that people with 

Down syndrome are susceptible to, one of which is dementia. Adults with Down 

syndrome are at a significantly higher risk of getting dementia at an earlier age, with 

onset recorded by Tyrell et al. (2001) to be at an average of 54.7 years.  

 

Dementia is an umbrella term for a number of different conditions affecting the 

brain, each of which is characterised by progressive impairment, something that 

affects the functioning of the mind or body of an individual. The most common 
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forms of dementia are Alzheimer’s disease; vascular dementia - a series of small 

strokes; and dementia with Lewy bodies - protein deposits on the nerve cells of the 

brain (Senanarong and Cummings, 2010). Although research increasingly focuses on 

the assets and potential of people with dementia, a diagnosis has traditionally led to 

deficit labelling with stigma, negative connotations and resulting low expectations 

from others (Graham, 2010). People with Down syndrome are at risk of most types 

of dementia, with Alzheimer’s disease being the one most commonly experienced. 

Just as in the general population, people with Down syndrome may have more than 

one form of dementia concurrently. 

 

1.3 Motivation for studying people with Down syndrome and 

dementia 

 

The motivation for this research stems partly from my experience as Director of an 

intellectual disability organisation in Scotland, (referred to as Alba). This was a 

single condition organisation, the subject of criticism from within the disability 

movement, as will be discussed in Chapter Three. During my ten-year period as 

Director, from 1997–2007, the number of calls to the helpline, and emails received 

through the website, relating to dementia in people with Down syndrome noticeably 

increased. Calls were from parents, siblings and professionals within the UK and 

overseas. After completing an MSc in Dementia Studies, I was able to increase my 

awareness of dementia in the general population and apply this to people with Down 

syndrome. 
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Personal motivation was strong; my great aunt had Down syndrome and, unusually 

in the mid twentieth century, lived in the family home until her death in her forties. 

This highlights for me the change in attitude towards people with intellectual 

disabilities generally, in that greater life expectancy is now the norm rather than the 

exception. We still know so little about what people with Down syndrome want and 

need when they experience a progressive condition such as dementia. Given my 

interest in this field it is perhaps no surprise that the main focus in Stage Two is on 

the experience of people with Down syndrome themselves. It was important to me 

that having Down syndrome and dementia was the key criteria for inclusion in Stage 

Two; typically this has led to the exclusion of this group from research projects with 

our limited understanding arising from research with carers. Having explained why 

my interest lies in this area, I will now introduce my overall research aim and 

research questions for Stages One and Two of the research.  

 

1.4 Research aim and questions 

 

My initial aim was to understand the lived experiences of people with Down 

syndrome and dementia from their own perspective. This became complicated by the 

participant’s lack of information about their diagnosis of dementia. It led me to shift 

my notion of ‘understanding’ to an understanding of factors that impacted on 

experience based on my observation, rather than claim that I had insight into the 

participant’s understanding of dementia. Without an existing body of literature from 
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which to develop research questions, my two staged mixed method approach was 

developed based on the following questions: 

• What awareness do carers have of the early signs of dementia in people with 

Down syndrome and what action was taken post-diagnosis? (Stage One).  

• What factors impact on the experience of people with Down syndrome and 

dementia? (Stage Two). 

 

These were ambitious aims, particularly in Stage Two, as people with Down 

syndrome and dementia are not typically seen as major contributors to research. 

Indeed, it will be shown how traditional research methods did not lend themselves to 

the inclusion of participants who would experience changing cognition and 

communication. Instead, I developed a flexible, synthesised approach to both my 

methodology and methods of data collection which will be explained throughout this 

thesis.  

 

Despite this early shift in direction, I maintained my original intention of only 

focusing on the person with Down syndrome in the second, more substantive, stage 

of my two-staged research, something that has not previously appeared in research 

literature. I took a phenomenological approach where explanation is sought from the 

meaning of those being studied (Peterson, 1997).  

  

1.5 Structure of thesis 
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In Chapter One, I have provided a brief introduction to locate my interest. The 

research aim and questions have been presented to explain the two-staged approach, 

firstly involving family carers and staff to provide context, and secondly placing 

people with Down syndrome and dementia at the centre. 

 

In Chapter Two, I give an overview of literature on the changes experienced over 

time by people with an intellectual disability, people with dementia and people with 

Down syndrome and dementia. The inclusion of literature about people with an 

intellectual disability and with dementia is due to the scarcity of literature focusing 

on Down syndrome and dementia. The social model of disability is a recurring theme 

in the literature for people with an intellectual disability generally, yet not for people 

with Down syndrome and dementia. I consider this as part of my discussion around 

understanding the experience of all three groups. This led me to identify factors in 

literature that suggested the potential for further marginalisation of people with 

Down syndrome after a diagnosis of dementia. 

 

Chapter Three records the positivist approach taken to understand early signs of 

dementia, and actions taken by carers in the lives of people with Down syndrome and 

dementia. I explain the development of the questionnaire, access, sample, ethical 

issues, and method of data collection. Findings are presented and discussed in this 

chapter to give an overview of experience from a carers' perspective and to explain 

my rationale for the development of the research question for Stage Two of the 

research.  
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Chapter Four highlights the tension between reconciling academic rigor with using 

flexible research methods when researching real life experiences. I discuss the 

phenomenological approach adopted as my underpinning methodology. In doing so, 

I expand on the concepts of Husserl (1999) to consider the application of this 

approach, with associated difficulties, to my research.  

 

Chapter Five explains my methods of data collection, taking a flexible approach that 

incorporated observation, pictorial documentation, informal conversation, and field 

notes. I explain my process of analysis as the identification of emerging themes from 

my transcribed data in order to develop case studies, followed by cross case 

comparison of the three case studies to highlight commonality in experience.   

 

Chapter Six presents data collected during three years of one-to-one visits, 

interaction with, and observation of, three participants. In each case study, I present 

the findings that shaped individual experience: 

 

• Case study A: Andrew lived in his own flat with outreach support provided 

by an intellectual disability specific housing association.  

• Case study B: Lucy lived in an intellectual disability shared group home. 

• Case study C: Hannah lived in a generic care home for older people.  

 

Discussion in Chapter Seven moves from individual case descriptions to cross case 

comparison as I present commonality in experience that emerged thematically from 

the three case studies. This highlights issues that have impacted on experience: 
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discourse over the lack of a shared diagnosis, evidence of a sense of Self among 

participants, the importance of relationships, adapted communication methods and 

the role of staff. I discuss these issues in relation to the continued process of 

marginalisation of participants both socially and culturally. 

 

Chapter Eight summarises my findings to show how the experience of people with 

Down syndrome is of further marginalisation after a diagnosis of dementia. In 

identifying the exceptional experiences for this group, I consider how far I can 

reconcile potentially adding to the existing negative stereotype by recommending 

specialist services.  

 

As a professional working in this area for many years I felt equipped and confident to 

meet, communicate and engage with people who had Down syndrome and dementia. 

I was not prepared for the emotional attachment to the three participants in Stage 

Two, nor my feelings of helplessness and, at times, distress at my observations 

during the research period. Given the lack of published research, and with a starting 

point of challenging the lack of previous inclusion in research for this group, I began 

my research by, separately, examining literature related to people with an intellectual 

disability, dementia and Down syndrome and dementia, firstly giving an overview of 

changes experienced both historically and socially. This is now presented in Chapter 

Two. 
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CHAPTER 2 

UNDERSTANDING EXPERIENCES: EMPIRICAL AND 

THEORETICAL PERSPECTIVES FROM LITERATURE  

 

2.1 Introduction 

 

A major contribution of this research is the inclusion of people from a typically 

excluded group who have previously been absent from research literature. This 

chapter explores why this may be the case, as I consider the limited body of 

empirical and theoretical literature that informs of the understanding of experience of 

people with Down syndrome and dementia. After explaining my search strategy, the 

first section in this chapter presents a historical overview of changes experienced by 

people with an intellectual disability, people with dementia and people with Down 

syndrome and dementia. The second section considers the changes in support and 

subsequent social interaction of all three groups. This highlights a conceptual issue in 

that the social model, although viewed differently in relation to each group, has not 

been fully applied to people with Down syndrome and dementia.  Finally, I consider 

the process of marginalisation and the way in which people with Down syndrome 

and dementia are marginalised at social and cultural levels. From birth some people 

with Down syndrome will have been viewed as marginalised; an automatic response 

from others to their situation (Kagan, 1995). Not so for a person with dementia who 
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may become marginalised for the first time in later life after their diagnosis of 

dementia. 

 

2.2 Search strategy  

 

Although this research took place in Scotland, literature is included from around the 

English-speaking world. I widened my review to include international research early 

in the process due to the paucity of published information on Down syndrome and 

dementia in the UK. As a result, the research is predominantly from societies where 

there are ageing populations. The literature review was initially conducted from 

2006-2007. As I wanted to trace how support had developed, I removed dates from 

my literature search in order to get a historical overview. This was revisited in 2010-

2011 by adapting the search dates to ensure the inclusion of articles published since 

2007. 

 

I used the online libraries of my employers during the research period to search and 

regularly read online journals. A review of literature was conducted indexed in 

Medline, ISI Web of Science, Cinahl and PsychINFO. My inclusion on email lists 

from publishers in health and social care alerted me to new journal articles and 

books. I conducted searches beginning with the term ‘history of people with 

intellectual disability/learning disability’ and ‘experience of people with intellectual 

disability/learning disability’ to narrow down the original 20,000 plus articles to a 

more manageable total of 225. This was done by narrowing the age range in the 

search criteria to adults and removing articles about: clinical or medical trials, 
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specific health conditions such as epilepsy, obesity and depression, offenders with an 

intellectual disability, and grey literature including conference reports. The same 

process was followed with dementia articles where the removal of trials, depression, 

non UK, and specific types of dementia or dementia-related illnesses, left me with 

301 articles. Not all are included in this thesis due to some replication of content and 

research topic. The literature on people with Down syndrome and dementia after 

removing duplication, clinical studies and associated health conditions left me with 

97 articles to review, with a further 13 added after my 2010-2011 search.    

 

I remained aware of the risk of categorising the participants as service users, due to 

much of the available literature doing so. Most published research is about what is 

‘done to’ a social care client as part of service delivery, whether they have an 

intellectual disability or dementia. As part of my literature search I used the terms 

‘person with’ and ‘individual with’ as I wished to include literature that focused on 

the person, in addition to only searching for ‘dementia’ and ‘learning disability’ or 

‘intellectual disability’, which may have resulted in a more medical reading list.  

From the outset, I was clear that I did not view dementia only as a medical condition 

with ‘sufferers’, a negative term implying a victim. Throughout the thesis, I use the 

terms ‘intellectual disability’ and ‘Down syndrome’ consistent with the terms used 

within an international health and social care context, although during my literature 

search the terms ‘learning disability’, ‘learning difficulty’ and ‘Down’s syndrome’ 

were all used.  

 



19 

 

This preferred terminology of ‘people with an intellectual disability’ is contrary to 

Shakespeare’s (2006) belief that the term ‘people with’ in the context of ‘people with 

disabilities’ implies individual deficits and is reflective of the medical model of 

disability. Shakespeare, and others, prefer ‘disabled people’ and hold the view that 

people with a physical disability are impaired by society. My approach is consistent 

with the preference among organisations supporting people with an intellectual 

disability, to place the ‘person first’, as someone who also happens to have an 

intellectual disability. This is consistent with Kitwood’s (1997) reference to ‘people 

with dementia’. The exception to this is when I am directly referring to the work of 

authors of literature about physical disability, when I use their preferred language of 

‘disabled people’.  This is an early indication of the divergence in approaches and 

interpretation between the physical disability and intellectual disability movements.  

 

2.3 Historical overview  

 

As part of the process of understanding different experience, this review now gives 

an overview of how knowledge and discourse, or communication, have changed over 

time when considering changes in experience, first historically and secondly socially, 

of people with an intellectual disability, people with dementia and people with Down 

syndrome and dementia. I begin by focusing on people with an intellectual disability.  
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2.3.1 Historical overview of people with an intellectual disability 

 

What we know today can, for many people with an intellectual disability, be traced 

to their background in institutions excluded by, and from, society. For many, this was 

with a limited life expectancy due to routine lack of medical interventions and a lack 

of opportunities (Atkinson and Walmsley, 2010). It was the introduction of the 

National Health Service in 1946 that saw the change of such institutions into long-

stay hospitals for people with an intellectual disability (Webb, 2002). After this 

period, accommodation evolved to smaller community-based settings. Developments 

over time have led to the potential for a more person-centred; defined by Curtin 

(1979) as looking from the person’s perspective and supporting people as 

individuals, despite the potential for increased isolation if health needs change.  

 

Our knowledge of individual experiences in long-stay institutions often comes 

retrospectively. This early emphasis on proxy and secondary data began a research 

tradition with people with an intellectual disability that was to continue for many 

decades. This includes reliance on medical records of the time and, more recently, 

researchers talking to staff and former residents. It has served to emphasise dominant 

relationships where professionals were afforded more control and choice than people 

with an intellectual disability. Having its roots in child care, and particularly 

adoption (Ryan and Walker, 1993), life story work is a more recent phenomenon as 

part of including people who have an intellectual disability in research. It usually 

relies on verbal participation (Hussain and Raczka, 1997), thus often excluding those 

with more complex disabilities. Similarly self-advocacy and inclusion is increasingly 
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sought with the phrase ‘not about us without us’ becoming commonplace; a phrase 

first heard among the physical disability movement (Charlton, 1989). Literature 

reflects the lesser extent to which this has been evident among those with more 

profound or complex intellectual disabilities (Walmsley and Johnson, 2003).  

 

Traditionally, both children and adults in Scotland and the UK have called a range of 

different institutions home. Oswin’s (1973) work ‘The Empty Hours’ was seminal in 

highlighting neglect and inadequate care. As a result, this brought about changes to 

residential care and inclusion in education for children with intellectual disabilities. 

One of the hospitals included in Oswin’s research told of children being taken to 

queue routinely at the toilet before a meal. Nurses’ primary duties were domestic and 

functional, staff spoke to each other across the children when feeding them or 

encouraged the researcher to feed one of the children because ‘I don’t want to do 

him’ (Oswin, 1973, p.83). The television was on constantly as background noise and 

there were no attempts made to communicate with those children who had profound 

disabilities. Alongside this, a high turnover of staff was evident with many not 

speaking English.  

 

Whilst practice has changed for those supporting children with a physical or 

intellectual disability, the same approach was allowed to remain longer in institutions 

for adults. It was not until 2000 in Scotland that ‘The Same as You?’ (Scottish 

Executive, 2000), a review of services for people with an intellectual disability, 

specified that people’s homes should not be in hospitals and that people with an 

intellectual disability should live in their own home for as long as possible. This was 
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in a context of increasing vocalisation among disability rights groups against 

institutionalisation, a movement that had been growing throughout the 1980s and 

1990s (Oliver, 1996). This change did not happen at the same rate for people with an 

intellectual disability. ‘The Same as You?’ (2000) recommended that services must 

be inclusive of people with an intellectual disability and should be designed with 

individual needs as central.  

 

Early resettlement programmes from long-stay hospitals across the UK began in the 

1980s and saw responsibility for care transferred from the NHS to local authorities, 

although it was 2005 before the last institution closed its doors in Scotland. Previous 

learned behaviour was apparent among former residents of the long-stay hospitals. It 

became evident that some had attempted to minimise their marginalised status as, 

despite being on the margins of society, they had changed their behaviour in order to 

‘fit in’ with their surroundings and behave as expected by staff, referred to by Wright 

and Digby (1996) as devaluing their sense of identity.  

 

Following this period there was more of a move towards independent living; 

increasingly viewed as something to strive for by people with intellectual disabilities 

and their families (Walker and Walker, 1996). This saw the development of 

dispersed intellectual disability group homes, at first larger, then smaller and single 

person accommodation. Such moves were considered by Mansell and Ericsson 

(1996) to be the most significant post-war development for people with an 

intellectual disability. A package of care was often tied up with accommodation, 
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either on a 24-hour basis or with outreach support as required. Clustered or 

community housing also emerged with a number of houses on the same site.  

 

It has been shown that, despite changes in society over time and increased inclusion 

for some, it was not enough for people with an intellectual disability to be physically 

included in communities. Without knowledge of individual experiences and an 

understanding of unique histories, it still remains possible for others to distance 

themselves socially and emotionally. The historical context of people with dementia 

will now be examined. 

 

2.3.2 Historical overview of people with dementia 

 

For people with dementia the move to community-based services was slower than for 

people with an intellectual disability. Whilst someone may already experience a 

degree of social exclusion from others on the basis of age, dementia adds a further 

layer to this due to the stigma associated with the condition, and its progressive 

nature leading to gradual incapacity. As with people who have an intellectual 

disability, there has been an increase in the self-advocacy role for some people with 

dementia as a way of raising awareness of their condition and experiences.    

 

Consistent with research with people who had an intellectual disability pre-1980s, 

the language and terminology used when referring to dementia was stigmatising, and 

is now seen as outdated. Dementia was rarely referred to in policy or in guidance for 

practice. Research into dementia among older people initially focused on previous 
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neglect in institutions rather than planning for community living or understanding the 

experiences of people with dementia or carers. It was during the late 1980s that the 

term ‘informal carer’ was first introduced (Pitkeathley, 1989, p.37) recognising that 

most people with dementia were remaining at home for longer, thus acknowledging 

the role of family carers. A natural consequence of this growth of community care 

was an increase, and change, in areas of research with older people. More social 

research developed about experiences of living in the community although long-term 

care in an acute hospital setting still remained, where the dominant medical paradigm 

was evident (Marshall and Archibald, 1998).  

 

The 1990s, with its mixed economy of care, saw a wider range of care providers for 

older people. This included a continuation of home care, where the majority of 

people with dementia lived, along with the development of an assessment of 

individual need for the person with dementia. The volume of research with carers of 

people with dementia simultaneously increased. This was usually conducted with a 

spouse or adult child, as a result of their increased recognised role as care providers 

(Barnes, 1997; Twigg and Aitkin, 1994). Devolution of care to the Scottish 

Executive in 1999 led to different initiatives being supported in Scotland to those in 

England, Northern Ireland and Wales.  

 

With diagnosis later in life the older person is often in a relationship with a spouse 

who, due to the nature of their relationship, becomes the main carer. Alternatively, an 

adult son or daughter will often take over a caring role. For those who move to a care 

home, Brown-Wilson (2008) noted that, even if basic standards of care and 
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knowledge were evident, what was missing among staff were skills in interaction and 

kindness in their day-to-day care of people with dementia. The researchers perceived 

that, despite moves away from institutional living, this still reflected an overall 

negative experience for residents. A common theme running throughout guidance for 

those supporting people with dementia is the need to ensure that support is provided 

to enable them to remain in the home of their choice (NHS Scotland, 2003).  

 

This section has highlighted a different context with some consistency among people 

with dementia living at home or moving to a care home, albeit not the large 

institutions seen previously. The main change has been a more recent focus on giving 

choice to the person with dementia, with inclusion in future planning now demanded 

(Scottish Government, 2010). I will now consider what looking at their historical 

context can tell us about people with Down syndrome and dementia.  

 

2.3.3 Historical overview of people with Down syndrome and 

dementia  

 

Research literature about people with Down syndrome and dementia has been slower 

to materialise, giving less of a historical overview and far less of an understanding of 

experience. This is despite the emerging link between Down syndrome and dementia 

being recorded in the 1970s in medical journals (Burger and Vogel, 1973). This 

section will consider how early knowledge developed into the policy and practice 

picture currently seen to support people with Down syndrome and dementia. It takes 

into account the pre-existing social exclusion due to having an intellectual disability 



26 

 

plus the added ‘double whammy’ (Williamson, 2009, p.6) of a diagnosis of 

dementia. There is little acknowledgement in policy that not everyone with dementia 

is an older person, nor that before a diagnosis of dementia an individual may already 

be living with reduced cognitive abilities and different communication strategies. 

Research suggests that formal and family carers of people with Down syndrome may 

not be aware of recommendations for providing support after a diagnosis of dementia 

(Courtenay et al., 2010), leading to a greater potential for misinformed decisions 

post-diagnosis. This includes sharing information about the diagnosis in an informed 

and appropriate manner, as is recommended for older people with dementia.  

 

A model of care seen in literature about accommodation options (Janicki and Dalton, 

1999) is referral out, ageing in place and in place progression. Referral out involves a 

move for the person with an intellectual disability to a generic social care 

environment or, if health needs are prominent, to a nurse-led facility such as a 

nursing home. Thompson and Wright (2001) noted the frequent inappropriate 

placement and referral out of people with intellectual disabilities into older people’s 

services. In Scotland, approximately 1,000 people with intellectual disabilities are 

believed to live in residential care homes, some aged under thirty, with a third 

reported to be aged under fifty-five (Learning Disability Alliance Scotland, 2010).  

 

Ageing in place refers to a person with an intellectual disability and dementia 

remaining in their own home environment, with adaptations, after a diagnosis of 

dementia. This includes incorporating staff training in dementia into service 

provision and environmental adaptations, to minimise the effects of dementia on the 
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person and on others living in the same accommodation. Many people in the UK age 

in place in intellectual disability group homes. This is likely to be somewhere they 

have lived for many years. Despite this being the place where they may be known 

best, it has been shown to result in areas of difficulty after a diagnosis of dementia. 

For example, concern was raised by other residents with an intellectual disability in 

group homes that the person with dementia was seen as having ‘special privileges’ if 

they were treated differently by staff (Forbat and Wilkinson, 2008, p.7). Resentment 

was apparent if changes, or environmental adaptations, which are recommended in 

dementia care, were made to their shared home. The resident who had dementia 

showed little or no awareness of having dementia or what this implied; conversely 

the impact was strong on their peers in the group home (Wilkinson et al., 2004).  

 

The third option in Janicki and Dalton’s model for people with Down syndrome and 

dementia is in place progression (Janicki and Dalton, 1999). This refers to a move to, 

or creation of, a dementia-specific environment for people with an intellectual 

disability. Those with broadly similar levels of need are provided with a range of 

accommodation options and support in a specialised setting. It allows for progression 

through stages of dementia whilst the person stays in the same environment. 

Llewellyn (2011) wrote that prioritising the lead service was crucial in meeting the 

needs of people with Down syndrome and dementia. She noted a consensus in 

research that it should be intellectual disability, rather than dementia care services for 

older people who take the lead in provision of support for people with Down 

syndrome and dementia. Whilst we know about the locations of care, we have some 

way to go to understand experiences within these care settings.  
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This section has shown that much literature has been based on where people live as 

part of changing models of care. The opinions, preferences and experiences of 

individuals with an intellectual disability and people with dementia are increasingly 

being heard. The same cannot be said about our understanding of the experiences of 

people with Down syndrome and dementia, or those with other complex needs. Just 

as the availability of literature varies between the three groups when looking at the 

historical context, the same applies when seeking to understand what literature tells 

us about the support available and social interactions with others. 

 

2.4 Development of support  

 

2.4.1 Social support of people with an intellectual disability  

 

How confident, or empowered, a person is made to feel by others will contribute to 

their ability to share experiences. A range of strategies and approaches have emerged 

that will be explored to determine how far they help to reduce the social exclusion of 

people with an intellectual disability. The first to be considered is normalisation 

which introduced a set of principles that stressed the importance of changing services 

so that people with an intellectual disability were able to live in ordinary places, 

doing ordinary things with ordinary people (Wolfensberger 1972), essentially ‘being 

normalised’.  
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Not without its critics (Chappell et al., 2001), it has been claimed that normalisation 

was about the views of services, rather than the views of people with an intellectual 

disability, and that the movement did not acknowledge this power imbalance.  

Culham and Nind (2003, p.71) referred to the ‘denial of difference’, as the emphasis 

was on conforming to society’s norms rather than valuing difference. Despite 

criticism, this period reflected a time of change in approach to supporting people 

with an intellectual disability that had not been seen previously.   

 

Person-centred planning for a person with an intellectual disability, originating from 

North America (O’Brien, 2000), has developed in many guises. Examples include 

personalisation seen, for example, through self-directed support and independent 

living; approaches intended to support people in planning their own lives. Both are 

based on the social justice principles (Emerson et al., 2009) that if people are to 

contribute on an equal basis, they need to be afforded choice and control over the 

support that they receive. Barnes and Prior (2009) noted that such changes provide 

opportunities to engage with processes that many had previously been excluded 

from. O’Brien (1987) prioritised community presence, choice, opportunities and 

participation in mainstream activities. He noted that people became more effective 

participants with the support of others and by sharing commonality in experience.  

 

Bogdan and Taylor (1976) looked at relationships between a person with an 

intellectual disability and others, to consider the positive or negative stereotypes, or 

standardised images, that were held of that person. They saw that family carers, and 

long-term formal carers, were more able to recognise the individuality of the person, 
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instead of only seeing the disability. Balandin (2011) argues that rather than trying to 

normalise behaviours among people with a profound or complex disability, 

individuality and differences should be valued within relationships. Without this, 

there will be a lack of genuine understanding of experiences. Choice or preference 

was distinguished by Antaki et al. (2009) as life choices or daily activity choices, 

with the latter being more functional. They found that in residential services for 

people with an intellectual disability, choice often reflected management objectives 

rather than individual preferences. There is a general consensus that how far a person 

is included in decision making is dependent on what carers consider their level of 

disability to be, and how much autonomy that person is given by others (Jingree and 

Finlay, 2008). As with previous sections, this suggests a reliance on the intervention, 

actions or support of others to enable preferences, needs or experiences to be 

understood.  

 

The issue of staff instigation needed to support and maintain friendships is a 

recurring theme in research literature (Cummins and Lau, 2003). This need for 

friendship is recognised as important universally, although is often ignored for 

people with an intellectual disability (Duvdevany and Arar, 2004). Alternatively, an 

assumption is made that friendships will happen automatically as a result of 

community inclusion. Relationships are rated as highly important by people with an 

intellectual disability where friendships are recognised as a strong indicator of 

quality of life. Despite this, the support and intervention needed by others to maintain 

friendships is often lacking (Cummins and Lau, 2003). Stewart (2009) suggests that 

the role of carers in maintaining friendships is unrecognised, yet essential, in 
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reducing high levels of loneliness and associated exclusion. Research literature 

supports the choice to socialise with others who also have an intellectual disability, 

despite suggestions that this should be viewed as negative and against the principles 

of normalisation (Stewart, 2009). This choice is often not recognised as a conscious 

decision (Bond and Hurst, 2010).  

 

Today, choice is often assumed to mean opportunity for inclusion (Hammel et al., 

2008). Myers et al. (2010) wrote that the difference between physical and social 

inclusion is often not recognised. Steps towards greater inclusion have involved 

listening to what is important to a person and acting upon this. Gillman et al, (2010) 

note the importance of understanding the unique experiences of people with 

intellectual disabilities to prevent professions from further distancing themselves. For 

people with an intellectual disability, this has included the development of tools such 

as Personal Futures Planning (O’Brien and O’Brien, 2004). This is a process of 

getting to know an individual and recording their wishes, often pictorially. Essential 

Lifestyle Planning also developed from a person-centred planning approach. This is a 

method of learning how someone wants to live their life and developing strategies to 

make it happen. MAPS (Making Action Plans) support integration via a series of 

visual steps that highlight dreams and fears. PATHS (Planning Alternative 

Tomorrows with Hope), is a planning tool that starts in the future and works 

backwards (Forest et al., 2007), taking individuals’ dreams and putting them into 

practice based on identifying goals and targets. A greater degree of self-advocacy is 

now seen where individuals and groups of people with an intellectual disability speak 

out for themselves. This signals a different approach for those who are able to set 
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their own agenda, for example the People First self-advocacy group in the UK. 

Gilmartin and Slevin (2010) reported that this led to a greater sense of empowerment 

for the individual involved. As Barnes and Prior (2009) noted, this is not always in a 

proactive sense and at times is in response to a specific issue or change in provision. 

They challenge the notion of real partnership which will only be seen if service 

providers have more resources and influence, in addition to controlling access to 

services. Williams (2012) identified the contradiction in reducing budgets combined 

with an increased emphasis on co-production and the difficulty in managing personal 

budgets.   

 

For those with more complex intellectual disabilities, differences and separation 

remain apparent as there is a greater degree of discrimination and exclusion (Blood 

and Bamford, 2010). Whilst there has been progression towards greater 

understanding of the experiences of some with an intellectual disability, it is clear 

that barriers and negative attitudes remain for others. The insight gained from 

literature about the experience of people with dementia will now be explored to 

determine if the same pattern exists. 

 

2.4.2 Social support of people with dementia  

 

Cohen-Mansfield et al. (2006) researched the sense of identity among people with 

dementia in relation to understanding their experience. They highlighted that 

understanding of a person’s sense of identity decreased as dementia progressed 

despite Askham et al. (2007) recording that people with dementia became distressed 
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if their previous identities were not acknowledged. Their research suggests that 

people with dementia prefer to remain in existing family relationships and social 

settings. This enables individuals to create, and keep, meaning and identity in their 

lives by maintaining contacts and social relationships.  

 

Increasingly, self-reports by people with dementia show that perception of their own 

health is accurate, even with declining cognitive skills (Sands et al., 2003). Banerjee 

et al. (2009) wrote that a lower cognitive ability in a person with dementia is not 

linked to them experiencing less of a quality of life. Other research suggests that 

feelings of the person with dementia are likely to be around their own morale and 

sense of wellbeing, whilst carers focus more on practical care issues (Hancock et al., 

2003).  

 

An example of research that sought the emotions of people with dementia is the use 

of doll therapy, a controversial approach to working with dementia (James, et al., 

2006). This involves using a doll as a therapeutic tool to relate to the person’s 

previous experience. For example, someone who believes that they are considerably 

younger due to the prevalence of their long-term memory can be reassured and 

calmed by the presence of a doll and its association with children. This approach is 

not without its critics (James et al., 2006), although the majority of criticism comes 

from carers due to perceptions around the use of dolls with an adult. This is an 

example of the prevalence of the views of others being considered rather than the 

potential benefits, or improved sense of well-being, felt by the person with dementia.  
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Diagnosis is seen as the starting point for other interventions, both medical and 

social. The National Institute for Health and Clinical Excellence (NICE) guidelines 

(2006) state that only in exceptional circumstances should information about a 

diagnosis of dementia be withheld from someone. Instead, discussion should take 

place early after diagnosis to enable the person to be involved with future planning in 

advance of changes in their capacity and ability to communicate. Research opinion 

regarding the sharing of a diagnosis of dementia with the older person continues to 

be divided. Debates around whether to share a diagnosis include a consequentialist 

argument that diagnosis should be given only if it will be of more benefit to the 

patient than not sharing the information (Brodaty et al., 2003). This includes the 

notion that sharing the diagnosis may increase the feeling of stigma experienced, 

especially in the early stages when people will be aware of the implications of the 

diagnosis (Marzinsky, 2000). It is perhaps less surprising that there is reluctance to 

share a diagnosis of dementia as there is not the same outlook, or prospect of positive 

treatment available with other conditions (Keightley and Mitchell, 2004). The 

decision over whether it will be of benefit is still made by professionals, although 

there is a consensus that carers should be as informed as possible (Hubbard et al., 

2009).   

 

Shamail et al. (2010) found that general practitioners (GPs) were not always 

convinced of the importance of an early diagnosis due to the lack of follow-up 

specialist support. Studies suggest that the diagnosis of dementia is not given 

effectively and that carers often do not want their family member to be told (Pucci et 

al., 2003). Woods and Pratt (2005) noted that even when a diagnosis was given to the 
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person with dementia it was more likely to be a euphemism, such as ‘memory loss’. 

The most common reason for giving a diagnosis is that the person wanted to know 

(Hubbard et al., 2009). Most were aware that changes were being experienced and 

wanted to know why.  

 

The argument used in intellectual disability services, that it may cause further 

distress to the person if they are given their diagnosis, has been refuted in the general 

population. Carpenter et al. (2008) found no increase in depression and instead 

identified a reduction in anxiety after an explanation had been given for the changed 

being experienced. Despite this, and most guidance advocating that a diagnosis be 

given, many clinicians are still reluctant to do so, as few as forty per cent in a study 

by Pinner and Bouman (2002).  

 

Kitwood’s (1989) work gained prominence in dementia care with strong links being 

made between the person with dementia and their life history, life events and social 

relationships. Before this, the emphasis had been on bringing the person with 

dementia to our sense of reality. Kitwood developed this into a more person-centred 

approach focusing on the individual and their own sense of reality often based on 

their long-term memory, with this ‘personhood’, or individuality, seen as the basis 

for dementia care. His work challenged the dominant medical paradigm and 

emphasised the need for relationships, inclusion and interaction, thus promoting a 

move away from social exclusion. Kitwood (1997, p.17) argued that people with 

dementia are constantly at risk of ‘depersonalisation’ as a result of their personhood 

not being recognised by others. He saw disempowerment as a consequence of 
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depersonalisation, with a lack of recognition of the retained abilities of people with 

dementia by carers. In contrast, personhood and individuality may be maintained and 

supported with a nurturing relationship that acknowledges the need for comfort, 

attachment, identity and inclusion (Kitwood, 1997). 

 

Hulko (2004, pg. 238) has more recently extended these concepts to introduce 

intersectionality, with a focus on the identity of individuals, highlighting the 

increasing amount of research that aims to understand the experience of people with 

dementia both individually and in relation to others. Hulko’s work recognised the 

importance of knowing where each person is located socially within their different 

identities and within a broader environment. It acknowledges the role that family 

carers and staff have on how dementia is experienced. O’Connor et al. (2010) gave 

the example of relationships and knowledge of the diagnosis being crucial to the 

sense of well-being of the person with dementia. In other fields this has been 

developed further, for example Nolan et al. (2006) carried out research with student 

nurses and advocated for a ‘senses framework’ based on a relationship-centred 

approach. Stemming from research on chronic illness among older people, the 

‘senses’ referred to the sense of purpose, achievement, security and belonging when 

creating an appropriate environment. The focus on a relationship-centred approach 

reflects a wider range of interactions including those with practitioners, family and 

community. Relationship-centred refers to the triad of the older person, their family 

and paid staff recognising the needs of all three. This does not fully take into account 

the situation whereby an individual with an intellectual disability may not have a 
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relationship with family members, nor where family members may have been the 

sole support with no previous involvement from professionals.   

 

As part of attempting to understand experience, Sabat and Harre (1992) distinguish 

the ‘person’ with dementia, who is socially defined and publicly visible as 

distinguished, from the ‘Self’; the individual with unique circumstances and personal 

history. This stresses the importance of relationships, autonomy and where people 

are placed in relation to those around them. Sabat (2002) recorded three types of 

‘Self’, the first being ‘I’ or ‘me’. Sabat suggests that Self 1 remains largely intact 

even in those with profound cognitive impairment. Self 2 involves a degree of insight 

into positive or negative attributes, for example ‘I can do that’ or ‘I am not good at 

that’ reflecting a sense of pride or frustration. Sabat also saw this as remaining intact 

in people with dementia, although it was potentially compromised by any additional 

disability that caused the carer to focus on the disability rather than the person. Self 3 

is the way in which people present themselves socially in different contexts. It 

requires different behaviour in each setting and as a result Self 3 can be constructed 

through interaction with others. Other literature focuses on the importance of 

recognising the ability to maintain interaction with others, such as Hughes (2001) 

who emphasised the importance of engagement with the changing world around 

people with dementia. Hughes et al. (2006) later showed how the wellbeing and 

selfhood of people with dementia can be improved by focusing on their psychosocial 

environment.  No studies have been carried out to show the level and scope of 

engagement by, and with, people with Down syndrome and dementia or how they 

perceive their sense of Self.  



38 

 

This section has demonstrated the same need for relationships as evidenced among 

people with an intellectual disability, with a greater sense of awareness among 

people with dementia than was often appreciated by carers. It has become evident 

that research including people with dementia has been primarily conducted when the 

participants were in the early stages of the condition and had verbal capacity. This is 

when we hear more from the perspective of the person about their experiences, 

whereas the later stages focus on carer perspectives. People with dementia and 

carers, such as the Scottish Dementia Working Group (SDWG, 2012), are increasing 

being supported to take on a self-advocacy role, by highlighting their own 

experiences and priorities and making recommendations for national priorities. This 

is not reflected in the wider population where literature still reflects the low status 

afforded to people with dementia and carers. However, we do know more about the 

support of people with an intellectual disability and of people with dementia than of 

individuals with Down syndrome and dementia, as will now be discussed. 

 

2.4.3 Social support of people with Down syndrome and dementia 

 

There are increasing amounts of information, literature, practice and even dedicated 

staff members to support younger people, aged under sixty-five, with dementia in the 

general population. Most research literature and policy only includes a statement that 

people with Down syndrome are at risk of developing dementia at a younger age. As 

a result, it should not be a surprise that there remains a mystique around the most 

appropriate way to provide support to this group, and personal experiences of 

individuals with Down syndrome and dementia remain unheard.  
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During the period when normalisation was gaining prominence among people with 

an intellectual disability, social research into people with Down syndrome and 

dementia began to emerge. This largely focused on the perspective of the family 

carer (Prasher and Filer, 1995) as the majority of people with Down syndrome were, 

by this time in the 1990s, growing up in the family home. Research was centred on 

the age of people at onset, the rate of progression and the difficulties that became 

evident when dementia was diagnosed. This included changes in behaviour (Prasher 

and Filer, 1995), changes in speech (Cooper and Prasher, 1998) and changes in 

physical condition with increased likelihood of, for example, epilepsy in the later 

stages (Palop, 2009). Whilst this early research provided important information to 

help understand the link between Down syndrome and dementia, it was not inclusive 

of people with Down syndrome, nor did it give insight into their experiences.  

 

We know more of the views of people who share accommodation with a person with 

Down syndrome and dementia, and the views of others such as formal and family 

carers rather than the views of individual with Down syndrome and dementia. Brown 

and Brown (2005) noted that research including people with Down syndrome and 

dementia should start from the same premise that everyone has the same basic needs, 

and that a sense of well-being can be improved by empowerment gained by taking 

part in decisions affecting them. Evidence of this happening is not widely visible in 

research literature. Lloyd et al. (2007) researched life satisfaction and ideas about the 

future among people with Down syndrome and dementia, although participants were 

able to verbalise their answers. This suggests that further study is needed with those 

for whom verbal communication is impaired, or has changed. Lloyd et al. (2007) 
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suggest that people with Down syndrome are unlikely to know that they have 

dementia, but will still be affected by the attitude of other people and will be aware 

that something is different.  

 

The first, and so far only, research that has looked from the perspectives of people 

with Down syndrome and dementia was published in 2007 (Kalsy et al.). The 

research was carried out with people in the early stages of dementia using semi-

structured interviews to find out the impact that a diagnosis of dementia had on each 

of the six participants. Themes common to those in older people with dementia were 

noted, such as awareness of declining skills, developing coping strategies, positive 

self-image and the ability to understand the emotional experience of participants. The 

researchers noted that how participants made sense of what was happening to them 

was complicated by their existing intellectual disability, rather than by their 

knowledge of dementia.  

 

Professional reluctance to give a health diagnosis to an individual with an intellectual 

disability, or an older person with dementia, can be perceived as adding credibility to 

the decision not to disclose dementia to the person who also has Down syndrome. 

The importance of giving the diagnosis as an ongoing process (Bakker et al., 2010) is 

not recognised for this group. The development of a framework or practice 

guidelines for giving a diagnosis of dementia to a person with an intellectual 

disability has not been addressed in literature. This makes it impossible to find out 

about experience of dementia from an individual perspective, when the person with 

Down syndrome is not aware of their diagnosis.  
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There is an acknowledged need in policy to reduce the stigma associated with 

dementia (Department of Health, 2009). Whilst this may appear to be a compelling 

reason for not sharing the diagnosis with a person with Down syndrome, it does not 

fit with wider UK policy or guidance. The dementia strategies in England 

(Department of Health, 2009), Scotland (Scottish Government, 2010) and Northern 

Ireland (Department of Health, Social Services and Public Safety, 2011) state that 

everyone should be given their diagnosis. Although care and support for people with 

dementia were included generally in the strategies, it was not specific about those 

who also had an intellectual disability or younger people with dementia. This lack of 

clarity, and access to information, leaves a question about their relevance for people 

with different needs, who are much younger but who experience the same condition.  

 

Increasingly, knowledge of issues affecting people with an intellectual disability is 

coming from the person themselves rather than a carer or proxy. People with an 

intellectual disability, as with people with dementia, have been supported or enabled 

to take part in research although with varying degrees of inclusion. In the intellectual 

disabilities field this maybe using a participatory approach which involves people 

being included as co-researcher; research is ‘with’ rather than ‘on’ (Kiernan, 1999; 

Chappell, 2000). An alternative approach is emancipatory research (Barnes and 

Mercer, 2003) where people with a disability take full control of the research process 

from the beginning. In the field of dementia, there are examples of an understanding 

of experiences and views (Pratt and Wilkinson, 2001) and also of seeking non-verbal 

methods of communication (Cook, 2003). An emancipatory approach is also seen 

with people with dementia recording their experiences, taking more control and 
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being far more engaged on the process.  However, despite this continuum, 

participatory and emancipatory research are not synonymous with people who have 

profound or complex disabilities. Consequently, research remains largely exclusive 

of those who have degenerative cognitive difficulties, including people with Down 

syndrome and dementia. 

 

Having considered the development of support and changes in experience over time 

in this chapter for people with an intellectual disability, people with dementia, and 

people with Down syndrome and dementia, I will now develop a common theme that 

has emerged; that of marginalisation. This is evident in all three groups at different 

levels and to varying degrees. I will then consider how far the social model, with its 

emphasis on combating labelling and stigma, has addressed this challenge.  

 

2.5 Marginalisation    

 

Williams (1998) defined social marginalisation as the process of individuals or 

groups being on the outside, on the margins, not able to contribute to society. This 

applies at both a societal level and also through individual interpersonal interactions 

(Walker and Walker, 1996) where it leads to stigma at local level. Stigma is the label 

associated with pre-conceived notions about an individual or group. If negative, this 

can result in the individual social identity being devalued (Crocker et al., 1998). 

Negative stereotyping and associated stigma lead to discrimination, which in turn 

creates a lack of access to service or basic human rights. For example, social 

marginalisation is based on differences which can lead to individual stereotyping, 
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meaning that minority groups are excluded from opportunities and find it hard to 

have a voice or to participate in their community.  

 

Cultural marginalisation emerges after the development of practices that meet the 

needs of the majority rather than those of the marginalised group (Leonard, 1984).  

This means that wider cultural awareness is needed of experiences of people with 

Down syndrome, and people with dementia, before the stigma of having both Down 

syndrome and dementia can be challenged. Creating an effective culture for the 

provision of support for people with Down syndrome and dementia will rely on a 

common vision, often stemming from policy or legislation, through which values are 

then implemented and observed in practice (Johnsen, 2010). At the other extreme, 

this also has to be driven forward at an individual level by an understanding of the 

needs and experiences of people with Down syndrome and dementia. Without a 

wider cultural awareness, this group is at risk of becoming further marginalised at an 

individual level, suggesting an overlapping of these concepts of marginalisation. The 

disability rights movement is a strong advocate of reducing both marginalisation and 

stigma (Gill, 2001). To tackle stigma at an individual level is harder; it has been 

found in research to be more effective when cascaded down through policy (Sayce, 

1998), and if backed up locally with training and direct contact with service users 

(Thornicroft, 2006). However, people with Down syndrome and dementia as a group, 

are not specifically included in policy that relates to either intellectual disability or 

dementia, although some areas have developed local or professional guidelines 

(British Psychological Society, 2009) reinforcing the potential for cultural 
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marginalisation. Sheppard (2006) identified key factors as needed to reduce 

marginalisation: 

 

• if a sense of identity is understood in the person; 

• how far attempts have been made to overcome any difficulties in 

communication; 

• the extent to which someone is defined by their individual experience rather 

than their situation, or additional need; 

• knowledge of the group in terms of statistics and incidence. 

 

I will return to Sheppard’s criteria when considering my research findings in Stage 

Two, as part of identifying factors that have impacted on the experience of people 

with Down syndrome and dementia, and will discuss them further here in relation to 

research literature. Despite having awareness of the link, literature does not provide 

accurate figures of the incidence of dementia in people with Down syndrome in the 

UK or internationally. This lack of data contributes to the lack of any perceived 

injustice for people with Down syndrome and dementia. Without this recognition as 

a group in social policy terms, it is not identified as a key issue, with potential 

created for further isolation and marginalisation.  

 

General needs of people with dementia, those in common with others, remain 

overlooked (Innes et al., 2004). As people with Down syndrome already experience 

stigma due to their intellectual disability, there is potential for their additional needs 

relating to dementia to remain unmet if they are not understood, again leading to 
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wider discrimination and marginalisation. Decisions about the healthcare of a person 

with an intellectual disability continue to be made by professionals, reflecting a long-

held dominant approach (Wong et al., 2000). Gillman et al. (2010) report that having 

an intellectual disability is often viewed by health professionals as defining the 

person’s life. This results in a lack of response to individual need, leaving treatable 

conditions undetected. This diagnostic overshadowing is often referred to among 

people with an intellectual disability (NHS Scotland, 2004). 

 

Further examples of people with an intellectual disability not being given a health 

diagnosis have been identified by Brown et al. (2010) and Tuffrey-Wijne (2009). 

Each noted differences to the general population when giving a diagnosis of cancer. 

The person with an intellectual disability was either not given the diagnosis, or was 

given false reassurances about their prognosis. Tuffrey-Wijne (2009, p.315) refers to 

the principle of ‘no lying’ as being needed, and that informing someone of their 

diagnosis needs to be a process rather than a one-off event. This would counteract 

any cognitive difficulty in understanding the information. Not sharing a health 

diagnosis with the person, or their carer, is commonplace for professionals in the 

belief that this would add to carer stress or burden, along with not wishing to cause 

distress to the patient (Mossello et al., 2008). This suggests the potential for people to 

be defined by their circumstances rather than by our understanding of their individual 

experiences. This marginalisation can manifest itself in the creation of the ‘Other’ 

and the ‘Othered’ in a relationship.  
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2.5.1 The concept of Othering  

 

The Othering process is one that that identifies those thought to be different from the 

mainstream in society. It can reinforce and reproduce positions of domination and 

subordination by creating social distance, marginalisation and exclusion. Weis 

(1995) wrote that Othering defines identity and sets up difference as a point of 

deviance, creating a ‘them and us’ scenario. The concept of the Other dates back to 

1950s and feminist theory (de Beauvoir, 1952) and was referenced by Said (1979) in 

terms of colonial power and imperialism. It has been applied more recently to 

minority groups such as people with disabilities and immigrant groups (Weis 1995) 

with Williams (2012) writing that the term is generally used to describe the process 

of a disadvantaged group being viewed as different and subsequently excluded.  

 

Hall (2005) wrote in a different context that Othering preventing people with 

disabilities from being seen as contributors to society. Consequently, when policy is 

formed and implemented, people with disabilities are not viewed as a key part of the 

process. This means that, for example, people with Down syndrome are removed 

from society by social policies that control areas such as housing, employment and 

transport, resulting in exclusion at societal levels for those who cannot independently 

access these areas. It demonstrates the importance of looking at populations as a 

whole, in addition to individual needs.  This is consistent with Thornicroft’s (2006) 

requirement of a ‘top down’ approach in order to incorporate the needs of 

marginalised groups into policy. With a diagnosis of dementia, there is a risk of 

people with Down syndrome being categorised with older people who have 
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dementia, regardless of obvious differences, such as disability and age. Fine (1994) 

witnessed this in research, giving the example of participants being ‘Othered’ by the 

research process if viewed as a homogenous group, rather than being valued for their 

individual contributions and experiences. 

 

A further recurring theme in the literature review for people with an intellectual 

disability has been the social model of disability (Oliver, 1996). This has been 

evidenced through barriers created by others for all groups, leading to exclusion, and 

negative attitudes. 

 

2.6 Social model of disability  

 

The social model, with its origins in physical and sensory impairment, developed as 

an alternative way of understanding disability in the 1970s (UPIAS). It originally 

distinguished between impairment (a loss of functioning), and physical disability 

(how society views the impairment).  Oliver (1996) viewed three elements as being 

necessary when determining the identity of a disabled person: the presence of 

impairment, the experience of externally imposed restrictions, and self-identification 

as a disabled person.   

 

In the UK and Europe, the social model of disability has focused on removing social 

barriers and oppression. This challenged the view of a person with a disability as an 

individual who had something physically wrong with them (Swain and Griffiths, 

2003). The traditional model saw a move away from individual limitations, and 
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instead saw a shift to thinking of disability as a condition of society in which people 

were discriminated against and marginalised. It saw an emphasis on promoting 

disability as having a positive sense of identity, rather than being a personal tragedy. 

Consequently, the social model saw a move from dependency to people taking 

greater control over their own lives and decisions.  

 

As the original emphasis of the social model was on people with a physical 

disability, there has been little clarity over its relevance for people with an 

intellectual disability (Oliver and Barnes, 2009). Whilst it appeared to offer much in 

terms of change in attitude and opportunity, the social model has been argued by 

some (Goodley, 2001; Chappell, 2000) to have failed to materialise for those with 

intellectual disability. Instead, Chappell (2000) suggests that it has contributed to 

further marginalisation, as the most that can be achieved is that people with an 

intellectual disability are included in general writing about disability. Others argue 

that it is a lack of application of the social model to people with an intellectual 

disability that is more relevant than a failure of the model itself (Boxall and Ralph, 

2009). Boxall and Ralph argued that rather than focusing on the increased 

marginalisation of people with an intellectual disability, the focus should be on ways 

in which individuals could be supported to contribute to discussions about the model 

and to document their own experiences.  The same could be said of people with 

Down syndrome and dementia as attempts to do this have not been documented, 

particularly as dementia progresses, leaving this group with a silent voice. 
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Oliver (1996) maintained that if people share a common experience of disability, 

then impairment-specific organisations are unnecessary. Whilst working for a single-

impairment organisation when beginning this research, I have seen how this does not 

necessarily mean that a progressive and relevant approach that encompasses both 

medical and social issues is not achievable. Shakespeare (2006) agreed with 

Finkelstein (2002) that impairment-specific organisations can address specific social 

and medical issues, although warned that too much fragmentation may result in less 

overall impact. Additionally, it offers a greater opportunity if we know how many 

people have a specific disability with associated benefits for future planning, 

something already identified as lacking in people with Down syndrome and 

dementia.     

 

2.6.1 The social model of dementia  

 

As part of the recognition that people with dementia should be viewed as individuals 

and experts in their own condition, there has been a call for dementia to be 

recognised as a disability and framed within the social model (Marshall, 1994). 

Taking the, perhaps limited, view that if the social model focuses on the barriers that 

people face when they are considered to have a form of impairment, then dementia 

may fit the definition. It emphasises the interaction between medical and social 

factors as dementia progresses, plus the importance of community and social 

networks. Despite an increasing range of research and literature involving people 

with dementia, little emphasis has given to the social model since Marshall’s 

statement. Blackman (2003) maintained that use of the social model de-medicalised 
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dementia. Certainly if dementia is to be constructed as a disability, then to fit the 

model it would be defined as a problem created by society in terms of environmental 

and social factors, rather than being an individual problem. This does not address 

Blackman’s point that dementia remains a medical condition, although by linking the 

social model with dementia Marshall has perhaps opened the door to an approach 

that moves away from deficits towards assets. This would keep a focus on the skills 

retained by the person rather than those lost, with recognition given to a supportive 

environment, appropriate communication and an awareness of the background of 

each individual. Marshall (2005) maintains that whilst people with dementia may 

have a cognitive impairment, their disability arises from the way they are treated 

within, or excluded from, society. What her stance did achieve was to raise 

awareness of dementia as a condition requiring an understanding of individual 

experience. 

 

In other conditions, notably chronic illness or cancer, the voice and shared 

experience of the patient has been instrumental in changing attitudes. This has not 

been so apparent among people with dementia. Whilst attitudes are shifting, Dorenlot 

(2005) maintains that things need to progress further before the social model can be 

applied to dementia, particularly when considering its progressive nature. Just as 

disability rights activists have been reluctant to embrace people with an intellectual 

disability as part of the social model, the same applies for people with dementia. 

Gilliard et al. (2005) felt that the social model of dementia may be more aptly 

applied to carers, and those providing support, rather than people with dementia 

themselves where they believe that the model has not been fully inclusive.  
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2.6.2 Relevance of the social model of disability for people with 

Down syndrome and dementia  

 

Whilst literature about people with an intellectual disability is inconclusive about the 

relevance of the social model, it is even less convincing for people with Down 

syndrome and dementia. This reinforces Boxall et al.’s (2009) argument that rather 

than lack of relevance, it may be due to a lack of application. Drawing on the basic 

premise of the social model, the following general principles have been applied as a 

recommendation for practice with people with Down syndrome and dementia (Dodd, 

2008): 

 

• people are disabled by the way they are treated by or excluded from society; 

• it is not the fault of the individual; 

• the focus should be on remaining skills rather than losses; 

• the person can be fully understood in terms of their preferences and history; 

• a supportive environment is essential; 

• appropriate communication is essential. 

 

This approach reflects that seen among those with an intellectual disability generally, 

where the emphasis is on the person taking greater control of their own lives. It 

reinforces Blackman et al’s. (2003) claim that applying the social model in its current 

form to people with dementia does not acknowledge the requirement for 

accompanying medical intervention, something not included in the above list. Nor 
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does it recognise the change in cognitive ability associated with dementia and the 

change required in support. People with Down syndrome and dementia have a 

combination of a pre-existing disability plus a progressive medical condition, 

reflecting the World Health Organisation International Classification of Functioning, 

Disability and Health (ICF) which measures health and disability at individual and 

population levels (WHO, 2010).  Health is viewed in relation to physical, emotional 

and mental health rather than just in terms of an absence of disease. The ICF states 

that everyone will experience a degree of ill health, and as such will experience a 

degree of disability. By mainstreaming disability in this way, the ICF recognises 

disability as a human condition and takes social aspects into account, rather than only 

focusing on medical intervention. The World Health Organisation states that 

knowledge of a particular health condition does not predict functional status, as is 

often the reality after a diagnosis of dementia due to the associated stigma. My 

literature review has highlighted this need for both the social and medical model to 

be applied in a way that acknowledges the need for a cultural change through 

challenging current practice, and addresses the stigma associated with a diagnosis of 

dementia and the current lack of understanding of the experience of people with 

Down syndrome and dementia. This is not currently recognised in literature. Other 

gaps identified as part of this review are shown below. 
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2.7 Gaps in research literature  

 

There is a correlation between the gaps identified in research literature about Down 

syndrome and dementia, and factors that have been identified in this section as 

contributing to social and cultural marginalisation.   

 

• Accounts of people with Down syndrome and dementia from their own 

perspective, including how they perceive their sense of Self. 

• Data reflecting the number of people with Down syndrome who are, or may 

in the future be, affected by dementia.  

• The experiences of people with Down syndrome through the progression of 

dementia, if they are not aware of their diagnosis.  

• Research with people with Down syndrome and dementia that includes two-

way communication as verbal and cognitive ability continues to change.  

• Discourse that blends key areas of knowledge from the fields of intellectual 

disability and of dementia, rather than each working in isolation. 

 

It has been shown earlier that, based on available literature, these gaps typically 

differ from literature available about the experiences of people with an intellectual 

disability and people with dementia.  

 

 

 



54 

 

2.8 Summary  

 

This chapter has presented the changes experienced over time by people with an 

intellectual disability, people with dementia and, to a lesser extent, people with 

Down syndrome and dementia. Empirical research has highlighted both the historical 

and social context for each group. This has shown the connection between adapting 

communication, recognition of sense of Self, and how the development of person-

centred approaches over decades means that choice, control and independence are 

increasingly expected as an integral part of the lives of many people with an 

intellectual disability and people with dementia. Despite challenges around service 

delivery, this undoubtedly reflects an increased focus on individual experience.  

 

A significant shift has been seen which means that long established patterns of 

physical exclusion have been challenged, with moves from large institutions to 

community-based provision. Yet, whether consciously or not, society is still willing 

to tolerate discrimination of those who are considered outside of the accepted norm 

(Kabeer, 2000). This particularly applies to those with complex or high support 

needs where many have been positioned as passive receipts of care, with little 

recorded opportunity for self-expression. This shows that we need a greater 

understanding of the combination of Down syndrome and dementia in order to 

address the extent to which people become further marginalised, socially and as part 

of wider cultural attitudes. Not being told of their diagnosis of dementia restricts the 

opportunity of people with Down syndrome to take part in decisions that affect their 

future support or health care needs, or to share their specific experiences of their 
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illness. This suggests that the social model of disability will be limited in application, 

with the lack of ‘top down’ recognition in policy contributing to cultural 

marginalisation, and a subsequent lack of interventions through training and models 

of support or service delivery. Consequently, there is a lack of emphasis on 

supporting an individual to understand and take control of their own situation, 

resulting in further social marginalisation. My thesis aim and Stage Two research 

question reflect this need to understand factors that impact on the experience of 

people with Down syndrome and dementia. 

 

This review of the literature has led me to question some of the rationale for not 

seeking out the perceptions of people with Down syndrome and dementia earlier. It 

is particularly significant as we have known of the link between Down syndrome and 

dementia for a number of decades, and have witnessed the steps taken to reduce 

exclusion, and to adopt more person-centred approaches to support people who have 

either an intellectual disability or dementia. The literature review reaffirmed my aim 

to understand the experience of people with Down syndrome and dementia. This 

voice and experience is not evident in the way that the voice of people with 

intellectual disability or dementia has increasingly been heard. It has resulted in a 

Cinderella service that reflects our limited knowledge of the experience of this group.  

 

The literature review reaffirmed the aims of this thesis a two-staged mixed method 

study. Stage One is presented in the following chapter with the aim of understanding 

the awareness carers had of the early signs of dementia in people with Down 

syndrome and identifying the action taken post-diagnosis. Use of a postal 
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questionnaire enabled me to begin with experiences from a carer’s perspective; to set 

the context and gather information as I started the journey towards developing the 

more substantive second stage. Stage Two focused on people with Down syndrome 

themselves with the aim of identifying factors that impacted on the experience of 

people with Down syndrome and dementia.  

 

Stage Two demonstrates a change from my original research aim, which was to 

understand the individual experience of dementia in people with Down syndrome. 

This subtle difference relied on the participant being aware that they had dementia. 

The reality proved to be different; Stage One highlighted the large number of carers 

who confirmed that the person they cared for was not aware of their diagnosis of 

dementia, or in some cases even that they were ill. All of those who volunteered for 

Stage Two were in this category. As a result I changed the focus of my research from 

‘understanding the experience of people with Down syndrome and dementia’ to 

‘factors that impact on the experience of people with Down syndrome and dementia’. 

This enabled a more flexible approach to data collection and supported my use of 

case studies with an emphasis on observation, informal conversation or non-verbal 

communication and use of field notes. This shift in focus, and the lack of awareness 

of their diagnosis among the participants, raised ethical concerns which I return to in 

my methodology and methods chapters and again in my discussion in Chapter Eight.  

 

 

 



57 

 

CHAPTER THREE 

STAGE 1 - POSTAL QUESTIONNAIRE 

 

3.1 Introduction 

 

This chapter presents Stage One of my research where I take a more objective stance, 

in contrast to my later subjective approach in Stage Two, I firstly discuss positivism 

as my methodological perspective and explain how this enabled me to gain 

understanding from carers. This was from the point of identifying early signs of the 

condition through to real, and potential, changes of accommodation as dementia 

progressed and care needs increased. Secondly, I discuss the rationale for my chosen 

method of a postal questionnaire and the process that I went through to gain access, 

develop content, collect and analyse the data. Thirdly, findings from Stage One are 

presented and discussed with an explanation of how this led to the more substantive 

Stage Two of the research, placing the person with Down syndrome at the centre.  

 

3.2 A positivist approach  

 

Positivism refers to knowledge about the social world that can be gained through 

scientific methodology (Saunders et al. 2007). This paradigm aims to generate 

explanations about how the social world of participants operates, in a way that does 

not interfere with the topic or phenomena under investigation (Levin, 1998). It seeks 

to explain relationships between variables following the collection of quantitative 
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data using pre-set questions. As a term, ‘positivism’ replaced earlier versions of 

positive science and positive philosophy (Crotty, 1998). Instead it refers to science, 

or knowledge, that is grounded in fact rather than assumed. In this way positivists are 

engaged with scientific observation carried out using scientific method. 

Ontologically, positivists see reality as existing independently and as such it can be 

viewed objectively. I was aware that a key element of positivism was that results 

should be repeatable (Burell and Morgan, 1979).  

 

Faced with this definition, I had to question whether this would offer me the 

approach that I was looking for. This was due to positivism not taking account of 

subjective experience or feelings of the participants (Outhwaite, 2010). Carer 

experience was likely to change in the future and may have even changed since the 

person they cared for was diagnosed with dementia. It was possible that at a different 

time participants may have given a different answer, due to the different stages of 

caring for a person with dementia.  This potentially removes a degree of objectivity 

as the research was not devoid of the social and historical context of each participant. 

I was aware of Goodley’s (2001) criticism of positivist research with carers and 

professionals, due to its lack of inclusivity and lack of emphasis on the personal 

experience of people with intellectual disabilities. Similarly, Walmsley and 

Johnson’s (2003) cite positivist research into IQ testing, and more recent research 

into ‘challenging behaviour’, as contributing to exclusion and leading to policies that 

are not based on the needs of people with an intellectual disability. Ward (1997) also 

maintained that inclusion in qualitative, rather than quantitative, research was 

essential to bring about empowering change and reduce marginalisation. However, in 
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such an under-researched area, I sought to firstly uncover a greater understanding of 

the issues affecting carers, a view supported by Alvermann and Mallozzi (2010). 

Whilst later in this thesis I move to the impact on individual experience, in this 

chapter I am more concerned with how carers responded and the actions taken. 

Positivist research is not entirely exclusive of people with an intellectual disability, 

as Griffin (2009) recorded when using quantitative research to measure well-being 

through exercise and weight management. However, I acknowledge that it is 

predominantly exclusive and remain aware of this criticism. I further acknowledge 

this in my thesis by not using the term ‘suffering’ as a key term in my literature 

search; a term stemming from early positivist research, again not based on the 

emotions of experiences of people with an intellectual disability (Oliver, 1998).  

 

To a certain extent, I contaminated the research by having my own personal and 

professional viewpoint on this subject, something that I will discuss further in 

Chapter Four in relation to my decision to include phenomenology in Stage Two. 

Similarly, my viewpoint and knowledge was a crucial part in developing the postal 

questionnaire and whilst true objectivity may have been difficult to achieve, it was 

still possible to maintain a rigorous approach to design, data collection and analysis. 

The following sections explain this process, beginning with how I gained access to 

participants.   
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3.3 Access  

 

This stage of the research began with a short advert in the newsletter of Alba, 

intellectual disability organisation. It invited family carers and paid staff to take part 

in a postal questionnaire to share information about dementia in the person they 

cared for with Down syndrome. An introductory letter (Appendix A) followed, if a 

willingness to take part was indicated, followed by a structured postal questionnaire 

(Appendix B).  

 

The initial access to its membership of over a thousand carers, professionals and 

people with an intellectual disability was authorised by the executive committee of 

Alba.  The article informed members that I wished to investigate the views of formal 

and family carers about dementia. Only members of Alba were able to take part, 

rather than requesting participants from members of other organisations. Whilst this 

reduced the potential range of participants, and may have been something that I 

needed to do had there been no response, it ensured that all respondents would be 

caring for a person with Down syndrome. Ideally, members of Alba who were 

known to be in this situation would have been individually invited, but this 

information was not known. For this reason, a short piece about the research was 

included in the newsletter requesting participants from the membership.  
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3.4 Sample 

 

My intention was to first sample the larger group of carers in Stage One and from 

this group to request access to a smaller sample of people with Down syndrome in 

Stage Two. At this point I was aware of the lack of existing research on which to 

base my choice of method in Stage Two.  This meant that the overall sample was 

multi-clustered with the membership of Alba being the initial cluster (Babbie, 2007). 

This is often used when either a complete list of potential participants is not 

available, or it would not be appropriate to contact the wider group or organisation. It 

was not appropriate to randomly select from the whole membership as many family 

members cared for younger children. This would have been inappropriate in terms of 

giving information about dementia. Those who requested information were advised 

that there was an optional second stage to the research that could involve the person 

they cared for.  

 

The respondents were all family carers or paid staff who read the organisational 

newsletter. The article stated that I was seeking participants who had been caring for 

an individual with Down syndrome and dementia for five years or less. I was aware 

that each carer would be in a different situation, having had knowledge of the 

diagnosis for differing periods of time. Whilst I accept that this may make 

generalisation difficult, I was primarily seeking information on which to base, and 

set the context for, Stage Two of the research and felt confident that such an 

approach would enable this.  No restrictions were put on the age, ethnicity or gender 

of carers.  
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The introductory letter and postal questionnaire were subsequently sent to forty-five 

carers; thirty formal and fifteen family carers. More were sent to formal carers which 

was representative of the membership of Alba where there were a higher number of 

formal carers among the membership. Although more family carers made use of the 

literature, resources and the telephone helpline, less actually took up membership. 

Response to the questionnaire reflected the gendered nature of the caring roles, both 

family and formal. This meant a higher number of female participants with a 1:3 

reply ratio male to female in Stage One. 

 

3.5 Ethical issues 

 

I remained aware of ethical issues relating to the use of a postal questionnaire. As 

access to participants was via Alba, I realised that this may have influenced some 

people’s decision to take part. Some may have preferred not to be involved for fear 

of not remaining anonymous. Others may have chosen to take part for this very 

reason, because they knew me, rather than because they actually wanted to be 

involved. I sought to minimise the risks by offering to maintain confidentiality. One 

aspect of being known to the participants was that they were able to contact me if 

they had any concerns or questions arising as a result of the questionnaire. Had this 

happened, it would be unlikely that I would have been able to include that person as 

part of the overall response. I would have potentially provided information that the 

carer may then take as their own and subsequently include as part of their response. 

In reality, this issue did not arise, therefore was not a concern, although I was 

prepared for the eventuality. By recognising the importance of informed consent, it 
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was also recognised that participants had the autonomy to choose not to take part. 

My ethical stance was based on beneficence, in the form of informed consent, and 

non-malificence with the intention being to not cause harm (Kent, 2000). 

 

3.6 Development of the postal questionnaire  

 

I considered a postal questionnaire to be an appropriate research method that would 

lend itself to data collection without the researcher being present. This was to 

maximise responses from as wide a range of participants across Scotland as possible. 

Other options considered included structured telephone interviewing, computer 

assisted interviews and surveys (Gomm, 2008). However, none of these gave the 

ease of access that I was looking for in this shorter first stage.  

 

A postal questionnaire was an appropriate method of data collection due to the 

potentially large numbers of respondents across a wide geographical area. It was also 

economical and relatively easy to develop and distribute. I had to consider that, as 

there would be no contact between the participant and myself, I may not get the 

required depth of information. I was aware that there would be no opportunity to 

check or substantiate any of the answers and remained aware of the low response rate 

among postal questionnaires, believed to be in the region of forty per cent (May, 

2003). I required some classification questions initially to determine the participant’s 

age, gender and caring situation. Thereafter, closed qualitative questions were 

included, with the option of adding a further response if this was not included in the 

range of options.  
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I wanted to give the option for information to be included that may not have been 

covered by my choice of questions, so I included space for additional comments. 

This is controversial in research, for example Garcia et al. (2004) suggested that the 

questionnaire should not finish by asking if there is anything else that the participant 

would like to add. They referred to this as ‘free text comments’ (Garcia et al., 2004, 

p.113) and believed that there were validity issues in their use as there was no 

guidance for the respondent when they were completing it. The authors maintained 

that a well-designed questionnaire should not need to look for a response such as this 

to determine its information, as the questions should be clear. Free text comments 

may also be lengthy, can lead to problems in analysis or may cover topics chosen by 

the participant that are not relevant to the researcher. Evans et al. (2005) welcomed 

free text comments in their postal survey among doctors, believing that it could help 

in the interpretation of the data and may also influence future questionnaire design. 

Evans et al. concluded that designing a questionnaire in a structured way using 

different topics may have enabled participants to give their views in the relevant 

section, rather than in such a general way at the end. Although realising the potential 

for subjective opinion to be included in the responses, I decided to combine both 

suggestions by including free text comments, but also having a clearly identified 

structure to the questionnaire. At this stage, additional comments may have been 

relevant to the development of the research question in Stage Two.  

 

The content, structure, format and sequence thus all became relevant to my chosen 

approach. As I was seeking initial information from this stage of the research, I did 

not seek to include deviant cases (Lipset, 1963). This would have involved seeking 
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something untypical within the research. My position of determining individual 

perspectives meant that I did not need to look for data that did not fit the pattern. 

Indeed I was not looking for a pattern, only to present carer perspective.  

 

To maximise the response rate I sent out the questionnaires at a time that did not 

cover a major holiday period. To avoid the school summer holiday in Scotland this 

meant distributing the questionnaire in early September 2005. Participants were 

given the option of including contact details, with anonymity assured, in order to 

receive research findings. A stamped addressed envelope was included to enable 

swift return to me and to minimise inconvenience for the participants.  

 

3.6.1 Content of the questionnaire  

 

I used Edwards et al.’s (2002) strategies in an attempt to improve the quality and the 

response rate of the postal questionnaire. This included the participants having 

confidence in me due to my position in the organisation, use of coloured ink to make 

the questionnaire easier to read, including a stamped addressed envelope and using 

first class post. Although the optimum length of a postal questionnaire is said to be 

six pages (Burns, 2000; Edwards et al., 2002) my questionnaire was nine pages long. 

I incorporated four separate parts with two or three questions in each part, with large 

font and tables for ease of reading referred to by Gilham (2002, p.37) as ‘visual 

packaging’.  
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My existing knowledge of the subject of dementia in people with Down syndrome 

was essential when deciding which questions to include in the questionnaire. Due to 

my previous experience of working with, and supporting, people who have Down 

syndrome and dementia, I was aware of areas of concern, issues and the early signs 

of dementia which helped to shape the questions. Additionally, a training guide for 

staff (Kerr and Wilson, 2001) and resource pack for carers and staff (Turk et al., 

2001) provided further information on this topic.   

 

The first section of the questionnaire, Part A, focused on the carer’s situation by 

asking classification questions. This included confirmation of whether the carer was 

a family member or a formal carer, and how long it had been since they had received 

the diagnosis of dementia for the person they cared for. Part B requested information 

about the early signs and symptoms of dementia, and identification of the 

professionals or others that were involved at the point of diagnosis. Part C focused on 

the carers understanding of dementia. Part D considered the accommodation of the 

person with Down syndrome and any subsequent or planned accommodation moves.  

 

It was made clear that some, or all, of Part D may not need to be answered if no 

changes in accommodation had occurred. This explains the longer length of the 

questionnaire and why for some the maximum number of pages may have been 

needed, whilst others completed considerably less. This is the reason for including 

one routing question, despite some resistance to this (Oppenheim, 2004). A routing 

question directs the person completing the questionnaire to move forward to a later 

question, without necessarily answering all of the earlier ones. This enabled me to 
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incorporate questions that covered a range of different circumstances. Routing 

questions are often used in questionnaires, although have been criticised for their 

potential to confuse if the participant is directed in a number of possible different 

ways. I gave clear guidance to the respondent to move forward to a later question 

depending on their response to a specific question. For example, if the person cared 

for had not changed accommodation since diagnosis, carers were instructed to move 

to a later question.  

 

3.6.2 Data collection  

 

I sent information out about the research, on request, to carers on the assumption that 

the person they cared for had a confirmed diagnosis of dementia. As a result, I had to 

be aware that some may not have had a correct diagnosis. Dementia may only be 

suspected due to the difficulty in confirming diagnosis, or even incorrect. I had to 

assume that those who responded to the original article were satisfied that their 

family member had a diagnosis of dementia and this was made clear in the initial 

article. 

 

The questionnaire was piloted with the family and the formal carer who responded 

first, with their permission. Both agreed to be involved and to give feedback 

afterwards. I wanted to pilot the questionnaire, in the knowledge that the first attempt 

can often contain missing data (Addington-Hall et al., 2003). By piloting, and using 

feedback, this helped to ensure that terms included were in common usage and easily 

understood. Questions needed to be clear rather than leaving people to work out the 
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meaning for themselves, albeit possibly incorrectly. This was important as the 

opportunity would not be there to seek immediate clarification. As a result of the 

pilot postal questionnaire, I revised the wording to shorten two of the questions and 

added one further free text question to enable carers to expand on information if they 

wished. Responses to the pilot questionnaires were included in the overall findings. 

Holloway (1997) argued that pilot studies might have limitations in terms of 

contamination if data from the pilot is included in the main results. I took the stance 

that data collection, and subsequent discussion, would benefit from involving the 

same people as valuable information could be gained from the pilot, which would 

improve the subsequent research (Holloway, 1997).  

 

3.6.3 Method of Analysis    

 

Data analysis was carried with the aid of a calculator, and recorded in tabular form, 

as shown later in this chapter, for ease of reading. Measures of central tendency 

(Robson, 2009) were determined which gave a mean (average) single figure, for 

example of the age of the carer and person with Down syndrome. I was able to 

calculate the mode; the most commonly occurring responses. This gave findings 

about how often people with Down syndrome were included in decision making, 

early signs of dementia, who carers first contacted, the number of changes in 

accommodation and how many were told that they had dementia or given an 

explanation using different terms.  Due to the small scale of the response I was able 

to enter data directly from the questionnaire to the tables on my computer where I 

stored the responses. My categories for the tables related directly to the question 
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topics and the subsequent discussion. I noted any comments in the ‘Other’ response 

underneath the relevant table, although these were limited to response to just one 

question: ‘early signs of dementia noted by carers’, suggesting that I had covered the 

main responses in the earlier tick box options. 

 

This process let me determine the signs that carers recognised, or later came to 

recognise as early indicators of dementia, who they first contacted with their 

concerns, how far the diagnosis had been shared with the person with Down 

syndrome and any changes in accommodation that had occurred since diagnosis. In 

doing so I answered my research question for Stage One. 

 

3.7 Limitations of Stage One  

 

Despite offering a reliable method of data collection due to having standardised 

answers, the postal questionnaire as a method of data collection has limitations due 

to the lack of direct contact with participants. The format made it difficult to explore 

complex issues or opinions and it was not possible to know that the questions had 

been fully understood by participants.  

 

The objectivity required in a positivist approach prevented me from understanding 

the individual experience of carers. I did not expect this to be an issue as I was 

seeking a general overview of carers’ opinion and to determine the direction of the 

second stage of the research. This was to give me an evidence base from which to 

develop the research due to the lack of existing literature in this area. With hindsight, 
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had I realised the extent of the lack of awareness of the person with Down syndrome 

post-diagnosis, and the high number who had not received a diagnosis or 

explanation, I could have tailored my questions to find out more about this. With the 

data I gathered, it was not possible to know if the carer had always made decisions 

for the person with Down syndrome or if the person was even aware of having Down 

syndrome, let alone dementia. Nor did I use the postal questionnaire to explore the 

methods of communication already used with the person before and after their 

diagnosis, which may have alerted me sooner to the need for adapted communication 

and the importance of knowing the previously preferred method. However, the 

findings did enable me to develop my approach to Stage Two, by focusing 

specifically on the experiences of people with Down syndrome.  

 

3.8 Findings 

 

This section will present the findings from thirty-five of forty-five questionnaires 

received back by the return date of 4
th

 November 2005 (78% response rate). Twenty-

three were received from formal carers, and twelve were received from family carers. 

Findings are presented in this chapter to evidence how data from Stage One 

influenced the direction of Stage Two of the research. 

 

3.8.1 Part A: Carers and their situation 

 

The average age of those with Down syndrome being cared for was 52.8 years at the 

time of diagnosis. The average age of men was 51.4 years, and of women 53.9 years. 
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The average age of family carers was 79.5 for parents and 51.3 for siblings, with the 

average age of paid carers being 42.5 years. Twenty-five had cared for a person with 

Down syndrome and dementia for four years or less, ten for more than four years.  

 

Question: What gender are you? 

Carer Male         Female 

Paid carer   3              9               

Family carer   6             17 

Total   9              26 
Table 1 Gender of carer. 

 

Twenty-six of the carers who participated were female, nine were family carers, (six 

mothers and two sisters) and seventeen paid support workers. Nine respondents were 

male, three family carers, (two fathers and one brother) with six paid carers in 

supported living projects. 

 

Question: What gender is the person you care for? 

Person with Down syndrome Male Female 

Cared for by paid carer 5 7 

Cared for by family carer 9 14 

Total 14 21 
Table 2 Gender of person cared for. 

Fourteen people with Down syndrome and dementia were male, twenty-one were 

female. 
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3.8.2 Part B: Early signs of dementia noted by carers  

(More than one sign may be noted). 

Question: What early signs of dementia were noted? 

Early sign Noted by 

Family carer 

n=12 

Noted by paid 

carer 

n=23 

Total 

n=35 

Percentage  

of group 

Change in 

Behaviour 

9 19 28 80% 

Change in living 

skills 

7 18 25 71% 

Confusion 6 17 23 66% 

Change in sleep 

pattern 

4 7 11 31% 

Change in 

communication 

5 6 11 31% 

Memory loss 3 7 10 29% 

Change in 

understanding 

environment 

2 3 5 14% 

Other* 1 3 4 11% 

Change in 

physical health 

1 2 3 9% 

Table 3 Early signs of dementia noted by carers. 

*Other: 1 developed seizures, 1 developed noise sensitivity, 1 talking to dead 

relatives, 1 fear of going outside. 

Question: Who was the first person spoken to by the carer about dementia? 

First spoken to                 Family  

carer 

Paid  

carer 

Total 

 

Percentage 

of group 

General practitioner 5 12 17 49% 

Community Learning  

Disability Nurse 

1 4 5 14% 

Family member 2 1 3 9% 

Day Care staff 1 2 3 8% 

Colleague 0 2 2 6% 

Voluntary organisation 2 0 2 6% 

Psychiatrist 0 1 1 3% 

Social Worker 1 0 1 3% 

Psychologist 0 1 1 3% 

Occupational therapist 0 0 0 0% 

Speech and Language 0 0 0 0% 
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Therapist 

Person with Down 

Syndrome 

0 0 0 0% 

Advocate 0 0 0 0% 
Table 4 The first person spoken to by carers. 

 

Whilst perhaps not surprising that the family GP was the first point of contact, the 

number of times the person with Down syndrome was firstly spoken too is striking, 

as are the findings below in relation to the potential for awareness and understanding 

of the changes being experienced.  

 

3.8.3 Part C: Carer perception of the understanding of dementia in 

the person with Down syndrome 

 

Question: Does the person know they have/had dementia? 

Given 

Diagnosis 

Supported by 

Family carer 

Supported  by 

Paid carer 

Total Percentage 

of group 

Yes 1 3 4 11% 

No 11 20 31  89% 
Table 5 Person with Down syndrome aware that they had dementia. 

 

Question: Does the person know that they have/had memory problems, confusion, 

forgetfulness or similar? 

Told of 

Changes 

Supported by  

Family carer 

Supported by  

Paid carer 

Total Percentage 

of group 

Yes 4 0 4 11% 

No 7 16 23 66% 

Already told had 

dementia 

0 4 4 11% 

Not answered 0 4 4 11% 
Table 6 Person with Down syndrome aware of memory problems. 
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Four people with Down syndrome were aware that they had memory problems, 

confusion or similar. Twenty-seven carers had not discussed this at all with the 

person that they care for. The questionnaire did not probe this further, so the reasons 

given to the person with Down syndrome to explain the changes that they were 

experiencing, if any, are not known. 

 

3.8.4 Part D: Accommodation 

 

Question: Where did the person with Down syndrome live when diagnosis was 

made? 

Accommodation 

when diagnosed 

Number  

of people 

Same 

Accommodation/ 

provider 

Moved 

elsewhere 

With parents 11 8 3 

With sibling 3 3 0 

Single tenancy 

supported living 

8 7 1 

Shared tenancy, 

supported living 

13 10 3 

Total 35 28 7 
Table 7 Accommodation at time of diagnosis. 

 

Eight people lived in single tenancy supported accommodation, thirteen lived in a 

group home (intellectual disability), three lived with a sibling and eleven with 

parents. 

 

Twenty-eight of thirty-five people with Down syndrome had not changed 

accommodation since their diagnosis of dementia had been made between one and 

five years earlier. Five of these had between one and five periods of respite for up to 



75 

 

one week. A total of twenty-five carers did not know if a change in accommodation 

may be a possibility in the future. The following figures show where each move was 

to, based on the persons accommodation at the time of diagnosis.  

 

Originally lived in single person tenancy: 

 

Figure 1 Living in own tenancy at diagnosis. 

 

Eight people with Down syndrome lived in intellectual disability specific supported 

accommodation in a single tenancy at the time of their diagnosis. Four of these eight 

had not since moved and did not have any additional supports in place. Three had 

moved within the same complex, either to another single tenancy physically nearer to 

staff support or to a single person ground floor apartment. The reasons given were 

due to higher support needs being identified or to ease problems with mobility. One 

had a further short-term (three weeks) move to a general hospital ward to be treated 

for pneumonia.  

 

8 - in their own 

accommodation with 

support at time of 

diagnosis 

4 - Remained in same 

accommodation 

1 - Moved to generic 

nursing home 

3 - Moved within same 

complex with same 

service provider 
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One of the eight moved to a generic nursing home. Carers identified greater care and 

nursing needs than they felt able to provide. Two carers noted that it was their 

intention for the person to remain in the same accommodation for the duration of 

their illness. Six of the eight carers were unsure if the person would move in the 

future. 

 

Originally lived in shared tenancy: 

 
Figure 2 Living in shared group home at diagnosis. 

 

Thirteen of the thirty-five people with Down syndrome lived in intellectual disability 

specific supported accommodation in a shared group home with between two and 

four other tenants. Nine had not moved from their original accommodation since the 

time of their diagnosis. Three had permanent moves: two to a generic nursing home, 

one to a general hospital for short term treatment and then onto a generic nursing 

home. One of the ten remained in the same complex but moved to ground floor 

single-tenancy accommodation.  

 

13 - In a shared group 

home before 

diagnosis 

9 - Remained in same 

accommodation 

3 - Moved to nursing 

home 

1 - Moved within the 

same complex with 

the same service 
provider 
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The reason given in all cases was the disruption that was experienced by other 

tenants living in the same accommodation, rather than the individual needs or 

requirements of the person with Down syndrome. Eight carers were unsure if a move 

would take place in the future. 

 

Three of the thirty-five lived with a sibling, two with a sister and one with a brother. 

None had moved since their diagnosis of dementia. All of the siblings were unsure if 

a move would take place in the future. 

 

Originally lived with parents: 

 
Figure 3 Living in parental home at diagnosis. 

 

Eleven of the thirty-five lived with their parents at the time of their diagnosis. Eight 

continued to do so although five had short term moves for either respite (four people) 

or illness (one to a general hospital), and then moved back to the parental home. 

 

Three had moved permanently away from their parents’ home, one to live with a 

sister and two to a generic care home. The reason given for a move to their siblings 

11 - Living with 

parents at time of 

diagnosis 

8 - Remained in 

same 

accommodation 

with parents 

1 - Moved to live 

with sister 

2 - Moved to generic 

care home 
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was the poor health of their parents. Short-term moves to respite were cited as 

providing respite for parents and in one case a hospital stay was for pneumonia.  

 

Nine of the eleven carers in this group were unsure if the person they cared for would 

change accommodation in the future. Throughout the sample, no one had 

experienced more than one permanent move since their diagnosis. 

 

Question: Who was involved in discussions to change accommodation? (More than 

one person could be identified) 

Who was involved? Number of 

times involved 

(Total number 

of moves: 11) 

Family member 7 

Social worker 7 

Community nurse 7 

Psychiatrist 6 

GP 4 

Person with Down 

Syndrome 

3 

Colleague 0 

Advocate 0 

Table 8 Those involved in decision to move. 

 

From a total of eleven moves, the person with Down syndrome was included in 

discussions prior to their move on three occasions. In all cases, the reason for non-

inclusion was given as the person’s inability to communicate. This can be compared 

with professional involvement in all moves, with a minimum of three professionals 

involved in each change in accommodation; family members were involved in nine 
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moves. Not all of the people with Down syndrome had contact with family members 

and only one had an advocate. 

 

3.9 Summary of findings 

 

• The average age of those with Down syndrome was 52.8 years at the time of 

diagnosis. The average age of men was 51.4 years and women 53.9 years.  

• The average age of family carers was 79.5 for parents and 51.3 for siblings 

with the average age of paid carers being 42.5 years.  

• Twenty-six of the carers were female, nine were family carers, (six mothers 

and two sisters) and seventeen paid support workers. Nine were male, three 

family carers, (two fathers and one brother) and six paid carers in supported 

living projects. 

• Fourteen people being cared for with Down syndrome and dementia were 

male, twenty-one were female. 

• The most common early signs of dementia noted by both family and paid 

carers were (in order of the number of times mentioned): 

 

o change in behaviour;  

o change in living skills; 

o confusion;  

o change in sleep pattern; 

o change in communication; 

o memory loss; 
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o difficulty in understanding their environment.  

 

• Four people with Down syndrome were told that they had dementia; thirty-

one were not told anything using the word dementia. 

• Four others were told that they had memory problems, confusion or similar, 

the remaining twenty-seven were not told anything at all about the changes 

that they were experiencing. 

• The family GP was the first person consulted when a carer had concerns, the 

response of the GP is not known, nor where a further referral was made to. 

• Eight people lived in single tenancy supported accommodation when the 

diagnosis was made, thirteen lived in a group home (intellectual disability), 

three lived with a sibling and eleven with parents. 

• Twenty-eight of thirty-five people with Down syndrome had not changed 

accommodation since their diagnosis of dementia had been made between 

one and five years earlier.   

• Those who changed accommodation moved to a generic nursing or care home 

for older people. 

• A total of twenty-five carers did not know if a change in accommodation 

would happen in the future.  

• Three people with Down syndrome were included in discussions about a 

potential future change in accommodation. This means that the majority of 

people with Down syndrome being cared for had not been involved in any 

conversation about their future care or long term planning. 
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3.10 Discussion 

 

3.10.1 Introduction  

 

There was a high response rate to the questionnaires; twenty-four from thirty formal 

carers and eleven from fifteen family carers, 78% in each group. Although this is 

higher than average it may be due to the participants all being members of Alba 

organisation and being familiar with contacting, and responding to, its staff. 

Emerging themes are now discussed, linked to published literature. 

  

3.10.2 Gender and age of carers  

 

Twenty-six of the carers who participated were female, nine were male. The average 

age of parents was seventy-nine. This supports research findings by Fortinsky et al. 

(2002) that more formal carers in paid posts and family carers are women.  

 

3.10.3 Gender and age of people with Down syndrome 

 

Tyrell et al. (2001) found that the age of people when dementia is diagnosed is 54.7 

which is older than the average age found in the postal questionnaire of fifty-three at 

the time of diagnosis. The questionnaire did not ask the type of dementia. 
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3.10.4 Early indicators of dementia noted by carers 

 

The lack of significance of memory loss not being the first indicator of dementia in 

people with Down syndrome echoes findings from elsewhere (Ball et al, 2006; 

Kittler et al, 2006). A significant issue that this raises is that if the dominant early 

signs of change in behaviour, confusion and change in living skills are not 

recognised as early indicators, then diagnosis may not be suspected until much later. 

Implications of a late diagnosis can include losing the opportunity to prescribe 

medication that may delay progression, if appropriate, and an increased opportunity 

for the person to be included in future planning.  

 

3.10.5 First person spoken to by carers 

 

Unsurprisingly, with easy access to primary care services, the most common first 

contact for carers was the GP of the person with Down syndrome. What the GP does 

subsequently, and who else becomes involved in future planning, is vital to ensure 

that social and environmental issues are considered, in addition to physical health. 

This is especially relevant as environmental and social changes were detected first, 

rather than changes in physical health. Bond et al. (2002) referred to the 

medicalisation of dementia, with GPs being viewed as experts who make a diagnosis 

and recommend treatment, yet do not always refer to community based or non-

medical professionals who may be able to offer different supports or interventions. 

Despite the strong emphasis placed on GPs by carers, there is a lack of training 

available for them about Down syndrome and dementia (Kerr et al, 2006). In 
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Scotland, a GP is likely to have no more than five people with an intellectual 

disability registered at any time on their practice list, making this group a low 

priority compared with dominant health issues (NHS Scotland, 2004). 

 

9% of carers first contacted staff at the day service used by their family members to 

discuss specific concerns. In all cases this was an intellectual disability specific 

environment. Day care facilities for people with dementia in the general population 

are recorded as valuable and supportive environments (Downs et al, 2002), yet for 

people with Down syndrome it is often one of the first parts of their daily routine that 

changes. This is due to perceived difficulties anticipated by staff, inappropriate noisy 

environments, activities no longer enjoyed by the person or difficulties with travel 

(Whitehouse et al, 2000). This means that a familiar service is no longer available 

with the added consequence that older family carers, who previously had this period 

of respite, are left with additional daytime responsibilities. 

 

3.10.6 Sharing the diagnosis of dementia with the person with 

Down syndrome. 

 

This was a recurring theme among participants despite research findings suggesting 

that non-disclosure of diagnosis in the general population without an intellectual 

disability can have a negative impact on the person and their family (Fearnley et al, 

1997). The postal questionnaire showed that 77% of the population were not given 

any information about the changes that they were experiencing. This would 

potentially lead to confusion, distress and agitation as has been noted in older people 
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generally (Bamford et al, 2004). An early diagnosis gives valuable time in the early 

stages for the person with dementia to make decisions about their future and to allow 

for carers to access support and information for both themselves and the person that 

they care for. This is not an option for people with Down syndrome if they are not 

told either of the diagnosis or of the implications of the changes being experienced.  

 

3.10.7 Accommodation changes 

 

Twenty-eight of thirty-five people with Down syndrome had not changed 

accommodation, although it is not known if appropriate support, environmental 

adaptations, specific skills and training for carers were in place. Whilst it appeared 

that staying at home, the ‘ageing in place’ option, was the most common this may be 

due to carers having access to respite care facilities, and having a strong desire for 

the person to remain where they were.  Hatzidimitriadou and Milne (2005) found that 

parents wanted to continue as the main carers for as long as possible but needed 

support and information from services to enable them to do so. 

 

Remaining in the same accommodation with additional supports actually occurred in 

just four cases, with formal and family carers noting that this was only possible if a 

bedroom was available on the ground floor to allow adaptation, and if staffing levels 

could be resourced or increased to enable a move within the same intellectual 

disability specific environment. 
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Seven people moved elsewhere. This involved a permanent move to a generic 

nursing or care home, despite research considering this an unsatisfactory option 

(Zimmerman et al., 2005). Findings support Thompson and Wright’s (2001) research 

that people with an intellectual disability are often moved to care homes for older 

people at a younger age than specified in the homes’ admission criteria.  

 

3.10.8 Future moves 

 

Twenty five carers chose ‘don’t know’ as the option for future accommodation 

suggesting that although moves are not common in the early stages, there is a high 

level of uncertainty over longer term planning. It is often in the later stages that crisis 

moves take place. This suggests that the Edinburgh Principles (Wilkinson and 

Janicki, 2000) relating to the importance of planning to maximise the opportunity for 

a person with Down syndrome to stay in their own home are not being met. 

Uncertainty over future accommodation is consistent with findings from the Joseph 

Rowntree Foundation research (Wilkinson et al, 2004) which highlighted the lack of 

firm plans over future accommodation.  

 

3.10.9 Involvement of the person with Down syndrome 

 

I had to conclude that the lack of a shared diagnosis, or explanation of the changes 

being experienced, was a contributory factor in the lack of future planning involving 

of people with Down syndrome. The involvement of professionals and carers, rather 

than the person with Down syndrome, in any decisions is not a new finding in the 
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field of intellectual disability (Stalker et al, 1999: Goodley, 1996). Yet, research 

consistently promotes a person-centred approach, with the wishes of the person with 

an intellectual disability central to any discussions, for example McConkey and 

McConachie (2001) recommended that greater consideration be given to preferences 

over choice of home.  Person-centred work has an impact on the general population 

who have dementia, with an increasing number of people having more of an input to 

their future care and provision (Kitwood, 1997).  The same impact and choice does 

not appear to be as obvious when people with Down syndrome have dementia, with 

the potential created for isolation or marginalisation, from both intellectual disability 

and dementia services, if neither have clear policies and guidance for supporting this 

group.  

 

3.11 Summary and recommendations 

  

The postal questionnaire was used to gather data about the awareness that carers had 

of the early signs of dementia in people with Down syndrome and to record action 

taken post-diagnosis. The use of this method within a positivist methodology enabled 

me to develop quantitative findings that indicated the early signs of dementia, action 

taken by carers and the extent of any changes in accommodation. A key finding was 

the lack of awareness among people with Down syndrome of why changes were 

happening to them. Most carers said that the person they cared for had not been 

given any explanation at all of their condition, or the changes experienced, and 

certainly had not been given a diagnosis.  
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Findings from this stage were consistent with my earlier literature review. People 

with Down syndrome were being defined by their situation, their diagnosis and what 

this meant for carers, rather than having their individual experiences understood. The 

potential for marginalisation was clear with the lack of the ability of the person with 

Down syndrome to communicate given as the reason for lack of inclusion in 

decisions or plans. Even at this relatively early stage in diagnosis, social exclusion 

was evident in interactions with others and, in terms of wider cultural awareness, 

through lack of access to a diagnosis of dementia. It reflects the need for the 

experience of people with Down syndrome and dementia to be sought from their 

perspective, as part of addressing the lack of existing research literature in this area. 

 

Having this awareness about the lack of inclusion and the uncertainly of carers over 

the provision and location of future care led me to focus Stage Two on the person 

with Down syndrome, as explained in the following chapter. The foundations on 

which to build research that is inclusive of people with Down syndrome and 

dementia are not currently available in published research, creating an opportunity 

for me to foreground research methods with this group. As will be explored in the 

following chapters, my research was ultimately with a small number of people with 

Down syndrome and dementia over a three-year period of data collection. The 

longitudinal nature of the research meant that I was able to observe experience as 

dementia progressed. It also provided a detailed investigation of individual behaviour 

(Menard, 2002). Data collection ultimately gave me one hundred and one hours of 

recorded visits, plus copious amounts of field notes and the research experience of 
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developing methods to include participants from an under-researched group.  Chapter 

Four outlines my methodological process for Stage Two. 
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CHAPTER FOUR 

STAGE TWO - RESEARCH METHODOLOGY 

 

4.1 Introduction  

 

This chapter discusses my chosen methodological approach and considers the 

rationale for my synthesised approach.  As I sought to capture factors impacting on 

the experience of individuals with Down syndrome and dementia, I drew on 

phenomenology when collecting, analysing and interpreting my findings.  This 

chapter will expand on this decision, explaining how it enabled me to develop three 

non-chronological case studies.  The literature review and findings presented in 

Stage One highlighted the need for research that: 

 

• seeks to understand the experiences of people with Down syndrome and 

dementia; 

• maintains a flexible approach as a result of the pre-existing intellectual 

disability of participants and their progressive cognitive decline associated 

with dementia; 

• incorporates non-verbal communication;  

• includes participants with Down syndrome and dementia, whilst respecting 

the absence of a shared diagnosis of dementia; 

•  maintains academic rigour. 
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In this chapter, I firstly rationalise my decision to adopt phenomenology as an 

approach, with discussion of the opportunities and limitations that this created.  

Secondly, I introduce my theoretical perspective; social construction, making links 

between this and the need for adapted communication.  Thirdly, I consider my role in 

the process, and how my chosen approach enabled the inclusion of people with 

Down syndrome, in the knowledge that each would become increasingly non-verbal. 

The final part of this chapter explains my methods of data collection and analysis. 

Throughout, I reinforce the belief that experience is created by social and 

interpersonal influences (Gergen, 2009) and as such can be co-produced by 

interactions.  

 

I had originally expected to have a higher number of participants in Stage Two, as 

will be explained in Chapter Five. When this proved unrealistic I had to compromise, 

which led me to embrace a longitudinal position with fewer participants. Taking this 

revised approach gave me different opportunities in relation to the longer period of 

time I was able to spend with each participant, and the opportunity to develop 

relationships. I reflect on my own thought process as I grappled with the complexity 

of changing my research aim from ‘lived’ experience to the impact of observed 

experience and assessing factors that enabled me to understand this from the 

perspective of participants with Down syndrome and dementia.  Firstly, I give an 

overview of phenomenology with rationale for this approach.   
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4.2 Overview of phenomenology  

 

Phenomenology identifies specific phenomena by looking at how it is perceived by 

participants in a given situation. This involves gathering information through 

indicative, qualitative research methods and presenting it through the perspective of 

the participant. Phenomenology emerged from the work of European philosopher 

Husserl (1999) in the early 1900s. Since then it has seen a number of transformations 

with the development of different schools of thought. Descriptions have ranged from 

a substantive philosophy following Husserl, Heidegger and Merleau-Ponty to a 

distinctive approach encompassing a range of disciplines (Embree, 2010). Confusion 

over meaning has no doubt stemmed from the widely different interpretation of its 

scholars. This ranges from an ‘overarching principle’ (Maykut and Morehouse, 1994, 

pg. 3) that includes quantitative research, to the view of Merriam and Simpson 

(2000) that situates it firmly in quantitative research.  Phenomenology in different 

guises has been embedded in a range of disciplines, for example education, 

feminism, anthropology and health, leading to Willis’s (2002) statement that the 

movement had mutated to meet the differing needs of groups in all aspects of society.  

 

It is Husserl’s (1999) approach that I turn to as my starting point, with 

phenomenology stating that a scientific explanation has to be grounded in the 

meaning of those being studied. This means that both the participant and researcher 

are central to the research process from the beginning through to analysis. Husserl’s 

belief was that access to the material world was through the consciousness. As a 

result, all knowledge comes from experience, with the notion of experience 
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encompassing anything from a physical object to an emotional state. Husserl 

developed his approach to phenomenology as a means of understanding this 

consciousness and dealing directly with reality.  He took a descriptive approach 

where individuals are the means through which the structure, or essence, of 

phenomena may be understood. A phenomenon refers to an event or incident that is 

considered worthy of enquiry or investigation, especially if they offer unusual or 

distinctive information (Markey, 1925). 

 

Empirical phenomenology is distinct from the three other variations: individual, 

hermeneutic and dialogical. Although no account is absolutely fixed, hermeneutic 

phenomenology generally focuses more on accounts of the phenomenon obtained 

from literature or poetry (Laverty, 2003). It has different methods of data collection 

with less emphasis on clarity of method and analysis. Dialogical phenomenology 

involves the participant in the analysis and decoding themes in more of a counselling 

approach (Stawarska, 2009), whereas individual phenomenology involves an 

understanding of the researcher’s experience to a greater extent than that of the 

participant (Bradfield, 2007). This section will continue by presenting the 

underpinnings of phenomenology, firstly using a philosophical stance, followed by 

my development of an individualised methodological approach.  

 

4.3 Philosophical underpinnings of phenomenology 

 

For clarity of explanation, and to relay my thought process, I will first present the 

philosophical underpinnings of phenomenology, before going on to identifying the 
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methodological issues and questions that I was left with in my research. I then 

explain how this process led me to develop my own approach. The 

phenomenological method is said to embrace four key characteristics: description, 

essence, intentionality and reduction (Husserl, 1999) as a means of understanding 

phenomena. Each is presented to give an overview before considering their relevance 

to my work. 

 

Description refers to the aim of phenomenology to describe experience rather than 

offer explanations (Husserl, 1971). This places the person’s experience at the centre. 

Essence is the inherent meaning that makes a phenomenon what it is. The search for 

essence comes from intuition and reflection. It involves consideration of what is 

essential and necessary and what has happened by accident or coincidence. Essence 

exists whether it is uncovered or not. Crotty (1998) notes that phenomenology must 

be informed by either constructionism or objectivism. Constructionists assume that 

the researcher creates a sense of what is real by interacting with real life data. 

Objectivists maintain that there are actual objects of knowledge, which exist 

independently, whether or not the researcher discovers or interacts with them, thus 

objectivity and subjectivity are incorporated, a stance that fits with my approach. 

Husserl’s (1999) focus was also on individual experience rather than how other 

people experienced the same phenomenon. This has led to criticism of whether a 

range of individual experiences can be described as an ‘essence’ (Paley, 1997). A 

counter argument to this from Griffin (1983) is that some aspects of individuality 

may be hidden by familiarity in groups with others; therefore it is necessary to 

explore experience individually rather than collectively. 



94 

 

Intentionality refers to the view that individuals are always conscious of something 

(Chamberlain, 1974). It is a process whereby the mind consciously focuses thoughts 

on a particular object or phenomenon encompassing the total meaning of an object, 

person or idea. Husserl (1999) wrote of noesis and noema in relation to 

intentionality. Noema is an objective statement of experience, whilst noesis is a 

subjective reflection (Sanders 1982). The task of phenomenology is to distinguish 

between common sense beliefs or assumptions and conscious ideas of objects 

(Holloway and Wheeler, 2002).  

 

Reduction is the process of making this distinction. It is a means of suspending or 

‘bracketing’ any taken for granted assumptions (van Manen, 1982). It is similar to 

the mathematical process of bracketing that sees a natural attitude put in brackets to 

place it temporarily out of the question. By doing so any presuppositions are 

temporarily suspended so that theoretical prejudice does not influence the description 

of experience. Patton (2002) refers to this as having a fresh viewpoint so that only 

the experience is seen.  Hein and Austin (2001) note that this is followed by 

extraction of key themes to seek commonality across participants, referred to as 

imaginative variation. Although Heideggarian phenomenology (Dreyfus, 1991) 

would allow for brackets to be removed, I decided that its focus on how people made 

sense of what was happening to them was too far removed from my intention to 

observe everyday experience. This was particularly important as participants were 

not aware of their diagnosis. Had I followed my original plan, of conducting research 

with people about their experience of dementia, this would have been a more 
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relevant approach. As a result, I followed Husserl’s philosophy with the exception of 

bracketing as will be explained further.  

 

Taking these broad descriptions, I now expand further on the rationale for this 

approach. In the process of my literature review I regularly came across research 

articles which claimed to be phenomenological if their primary aim was to research 

lived experience, indeed I described my own work in this way at the outset. The 

challenge to using a phenomenological approach, when communication would not 

always be verbal, is clear in my work. I was aware of the need to look for reasons 

behind what I observed, in order to contribute to the lack of knowledge base in this 

area. Although some aspects of phenomenology fitted my research criteria: 

description, essence and intentionality; reduction appeared less applicable. For 

example, I intended to place individual experience as central and to understand 

essence, or phenomena.  Phenomenology requires the researcher to bracket their own 

suppositions before beginning the description of observed experience.  Yet, I knew 

that each individual was not always conscious, or aware, of the full reality of their 

situation which led me to consider whether I should bracket, or set aside, their 

intellectual disability or their dementia; I wanted to study individual experience to 

develop case studies, but I also wanted to compare these experiences and look for 

emerging themes.   

 

Bracketing is contentious; it is very difficult for a researcher to say that they have put 

aside assumptions or prejudice. In my research I would also need to bracket any 

existing knowledge of intellectual disability and dementia; that is put it to one side, 
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in order to remain neutral with respect of beliefs about a phenomenon. I knew that 

this would not be possible as without my existing knowledge of both areas of work, 

it would not have been able to plan or conduct this research, including the content of 

the postal questionnaire in Stage One. Specifically, I required pre-existing 

knowledge of both Down syndrome and of dementia, and of the importance of 

adapting communication as dementia progressed. Consequently, I adopted a reflexive 

approach by incorporating my own subjectivity and experience (Finlay, 2009). 

Although I struggled with how far the research could be phenomenological when I 

held this existing knowledge, I was reassured by Giorgi’s (1983) work that neutrality 

at the point of analysis may be more important than when gathering data.  

 

Just as I recognised the importance of bringing my own knowledge, I was equally 

aware that the participants would be bringing their own suppositions which I wanted 

to recognise; they would have their own ideas about the direction and content of 

discussion. There was potential for my visits to become associated with their social 

value rather than for research purposes. As I was not seeking the absolute truth in 

responses, I factored into the process that participants were unlikely to recall 

accurately due to the effects of dementia. Nor was I seeking the opinions or 

interpretations of others, such as staff or family, although I came to recognise the 

importance of the interactions I observed for each participant. In this way, findings 

were the truth at that point in time according to each participant and this was how I 

constructed my knowledge. It allowed for reflexivity, acknowledging the impact that 

I had on the research and enabling me to give the lead to the participants in terms of 

the direction of my visits. I was further reassured by literature that unintended 
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consequences formed a key part of the phenomenological approach. This would 

accommodate any observations or interactions that the participant may not recognise 

as relevant or interesting, but that offered much in terms of my understanding of their 

experience.  The importance of researcher reflexivity and my intention to study 

people in their own environments led me to initially consider ethnography as an 

approach.   I remained aware of the need for flexibility as the research progressed in 

order to maintain the inclusion of all participants. As a result, I looked to 

ethnography and narrative research for elements that may be incorporated. In an 

under-researched area this offered me a flexible approach as I was initially unsure 

how successful my attempts at interaction and communication would be.   

 

4.4 Ethnography 

 

Ethnographic work, a description of people or cultures, uses observation as a key 

method of data collection with findings often presented as a case study (Gomm, 

2008). I initially considered that my main focus may be an ethnographic approach as 

I expected to be observing people in their own environments.  However, I intended to 

collect data from the participant only, rather than incorporating data from their role 

in a group or social setting as is often seen in ethnographic research (Hammersley 

and Atkinson, 1993). Different forms of ethnography are described in research 

(Gold, 1969). To have used the complete participant approach, and become 

immersed in the environment of the participants, would have meant that there was no 

awareness of my role as a researcher. I did not consider this to be appropriate; my 

role was clearly negotiated in advance and my contact was only with the person with 
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Down syndrome rather than with a service provider to gain access to the wider staff 

group within the care setting. More relevant was Gold’s definition of the observer, as 

I made my presence known to the individuals and their carers in advance.  

 

Ultimately the key difference between my work and traditional ethnography is that I 

did not try to discover what people did, or their reasons, as I observed their actions. 

An area identified as problematic in ethnography is the lack of control of the 

researcher over the field setting (LeCompte and Schensul, 1999). This was not an 

issue in my research as I expected, and embraced, differences between participants 

and changes over the research period as dementia progressed. As a result, although 

elements of my research met ethnographic research criteria, such as the reflexivity 

required, emphasis on observation and learning about experience in everyday 

contexts, this approach was not my primary focus.  

 

4.5 Adapting narrative research methods  

 

Narrative research is a two-way process through interviews of conversation (Holstein 

and Gubrium, 1995). This does not necessarily offer ‘experience’; rather it may be 

that narratives tell of activities (Silverman, 1993). However, due to the anticipated 

non-verbal nature of a large part of the research, I wanted to maintain flexibility with 

my communication methods. Adopting some techniques from narrative research 

gave me the flexibility to do so. This was in keeping with a phenomenological 

approach where non-verbal communication is evident, such as Gilbert’s (2004) 

research incorporating visual methods with people who have profound intellectual 
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disabilities. I introduced a range of pictures with one of the participants, as will be 

shown later in Chapter Five. These were used for ‘elicitation’; a springboard for 

discussion (Bryman, 2008, p.19). After trying different directions to determine which 

style of pictures was preferred, I was able to base communication on this as the 

participant became increasingly non-verbal. This does not follow the same format as 

Pink’s (2004) work using photographs in research; she advocated that participants 

were involved in deciding which photographs should be taken. It does, however, 

follow a similar process as the participant determined which, if any, of the pictures 

were ultimately used.  

 

In phenomenology, the description comes from the subjects; it is their experience 

under investigation. Giorgi (1983) criticises this as he maintained that 

phenomenology, strictly interpreted, depends more on the self and the self-evidence 

that is shared. This concerned me initially as I was aware of the likelihood of 

participants being, or becoming, non-verbal.  However, I was reassured by van 

Manen’s (1982, pg. 294) interpretation of ‘the art of being sensitive’ as part of the 

phenomenological method. His stance was that a researcher should listen to the 

subtle undertones of a conversation, which he referred to as a literal silence, when no 

one speaks at all. Although not conducting research with people who had dementia, 

or an intellectual disability, he believed that it was more important to remain silent 

rather than intentionally try to fill a silence for the sake of saying something. Hugo 

(2006) recommended that ‘plain statements’ were listened to even if at first they 

appeared to have little relevance to the phenomena under investigation. I felt that it 

would be appropriate to take this approach as it enabled me to avoid asking repeated 
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questions if I did not get a response. The majority of existing phenomenological 

research has been conducted with participants who were able to contribute verbally 

to the process. My intention was to highlight that non-verbal ‘conversations’ can be 

valid research material and although I was reassured by both Hugo and van Manen's 

approaches, the reality of not filling silences proved uncomfortable initially, as will 

be explored later.  

 

I needed to build listening time into the research so that this rhetoric of silence could 

also be included (Wolvin and Purdy, 2010). Bond (1992) favoured filling gaps in 

stories, even fictionalising what was said, rather than work with fragmented 

narratives. Instead, I took an approach adopted by Roets and Goedgeluck, (2007) 

who rejected this notion of fictionalising. They preferred to work with only the 

information given, even if this proved to be lacking in some detail. I placed less 

emphasis on chronological sequencing in terms of past activities and memories that 

is often seen in the development of case studies. This was not identified or 

recognised as important by the participants, as their current sense of reality was more 

important. When someone has dementia their current sense of reality is unlikely to be 

the same as ours; this had to be acknowledged in terms of any stories that were told. 

As a result, I was able to incorporate elements of narrative research whilst still 

adapting my approach to each individual, thus taking account of verbal capacity and 

motivation on the day. Booth and Booth (1994) encouraged this use of a self-

developing process when carrying out research with people with an intellectual 

disability, although it is not an approach that has been recorded in literature with 

people who also have dementia.  
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Williams and Keady’s (2006, p.166) approach to narratives was that the researcher 

needed to ‘tune in’ to what was being said. I intended to tune in by taking time at the 

start of the research period to get to know each individual. This would take into 

account what each person was able to say and how they said it, with observations of 

how they reacted and interacted with their environment. This supports work by Biggs 

et al. (2000) as it promoted narrative research as a means of creating a sense of well-

being in the participant and may have contributed to their willingness to meet me. 

After determining that a verbal, structured interview was not a viable option for 

people with dementia, Bamberg (2004, p.368) offered an alternative approach. He 

maintained that for stories to be identified they need to be ‘situated in chat’, thus 

supporting Mishler’s (1986) recommendation for unstructured interviews. Cortazzi 

and Jin (2006) also favoured a conversational style of interviewing rather than formal 

questioning; this was the style that I adopted in keeping with a phenomenological 

approach. 

 

My intention was to observe, and spend time with, individuals who had Down 

syndrome and dementia. Our time together was based on what each person wanted to 

discuss or do; how they chose to construct their situation, rather than being 

constrained by narrowly defined categories or questions. This was in order to 

determine how their individual experiences were constructed in relation to what was 

happening locally for each person. This socially constructed stance is not new in 

research with people who have an intellectual disability (Dudley-Marling, 2004) and 

will now be explored further. 
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4.6 Social construction 

 

Social construction theory is built on the concept that everyday experiences are 

learned from implicit social relations rather than explicit or objective reality (Berger 

and Luckmann, 1967). Although not a unified school of thought, social construction 

explores these realities. The approach seeks to examine how meanings are formed 

and how this reflects on the individual in terms of understanding their world 

(Harding and Palfrey, 1997).  

 

To say that something is socially constructed is to suggest a form of dependency on 

an aspect of our social selves. For example, something would not exist if we had not 

built it in that particular form; we may have not built it at all or may have done so in 

a different way. Assumptions within approaches taken by writers such as Guba 

(1990) and Jost et al. (2010) maintain that individuals seek an understanding of the 

world they live in and that they develop subjective meanings of their experience. I 

followed Hacking’s (1999) approach that what is constructed does not only have to 

be material or physical, it can be a belief or an observation. Research taking a social 

constructionist approach relies as far as possible on the participant’s view of the 

situation under investigation. It allows for creative and interpretive approaches rather 

than focusing on specific models or approaches. At a micro level Burr (2003) sees 

social construction as the interaction between people that takes place as part of 

everyday discourse. This may be viewed differently by a range of observers; it is the 

interpretation of each that is important. At a macro level, the importance of language, 

relations and practices are relevant to show how the notion of ‘the individual’ has 
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been constructed. I took the stance that I would be making sense of the data based on 

its essence, stemming from reflexivity. This included an awareness of what I 

observed in the lives of participants that was intended, and what happened by 

accident, or as an unintended outcome. As a result, a socially constructed approach 

was relevant due to my intention of interacting with the participant to uncover this, 

rather than seeking factually objective knowledge.  

 

The work of Kitwood (1989) and Sabat (2002) was introduced in the earlier literature 

review as offering social constructionist perspectives of dementia; Kitwood building 

on the concept of personhood and offering an alternative way of understanding 

experience of dementia, Sabat looking at how a sense of Self is recognised in people 

as dementia progresses. In selecting my methodology, I locate myself within both of 

these assumptions. I consider the social world to be shaped by cultural and social 

interactions and experiences, constructed by people’s actions, and also constructing, 

or at times constraining, their own lives. My understanding of dementia is as a 

construction which brings different understandings of, and attitudes towards, those 

with the condition.  

 

4.6.1 Language as socially constructed 

 

Communication is a recurring theme throughout my research. Burr (2003) identified 

the importance of language in a socially constructed position. Communication is not 

required to be verbal; indeed this has not been my interpretation, as I have focused 

largely on non-verbal communication. What proved important was that I identified 
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and understood themes at that particular time and place using the most appropriate 

means to do so. This was referred to by Burr (2003, p.13) as ‘determined by 

communication in force at that time’. I used this stance to adapt my communication 

methods to needs identified at that point in time for each person. This proved a key 

issue in maintaining inclusion and the individuality of the participants throughout the 

research. I adapted non-verbal communication with the intent of empowering 

participants; an approach recommended when working with marginalised groups 

(Balit, 2004).  

 

I was aware initially that the responsibility for successful communication lay with 

me (Thurman et al., 2005), as I tried to match what I knew about each person with a 

potential means of communication. I knew that this would take time, therefore the 

option of a longitudinal study was appealing as it would enable this process to 

develop naturally (Klotz, 2004). Davis cautioned that reflecting on a person’s world 

does not necessarily equate to understanding it; instead the researcher must remain 

open to learning about themselves and it is only through this self-awareness that they 

can interpret other experiences or cultures. As a non-disabled, married woman with 

children I could not equate my experiences to those of a single person with Down 

syndrome. Instead, I remained aware of my own positioning as one who negotiated 

and continually learned, particularly about communicating, and of my own position 

in our relationship, as will now be discussed.  
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4.7 The role of the researcher 

 

The combination required of a researcher to have specific knowledge of Down 

syndrome and of dementia is unrealistic for many. This may offer an explanation as 

to why there is little published work in this field. I needed to develop ways of 

overcoming this to develop my methods of data collection. Although specific issues 

are raised in research when research participants are non-verbal and cannot directly 

convey their experiences, this does not make such research impossible. Instead, I 

sought to understand how the researcher can have cognisance of different and 

preferred methods of communication. Keady et al. (2003) developed strategies that 

included the researcher developing relationships over a prolonged period of contact 

with the participants, and recording non-verbal interactions.  

 

Research methods most frequently used with people in the early stages of dementia 

are individual semi-structured or structured interviews and focus groups (Wilkinson, 

2002). Practical interventions include reminiscence work, life story, music, singing, 

dance and art (Clare et al., 2008). Increasingly research is recognising the validity of 

incorporating such interventions in research (Moos and Bjorn, 2006). This supports 

the general consensus that people in the early stages of dementia can contribute to 

research about their own experiences with some clarity, provided that consideration 

is given to the methods, with  flexibility incorporated (van Baalen et al., 2011). Over 

time this has become even more focused with Petryk and Hopper (2009) breaking 

down the questions into open-ended episodic (sporadic and intermittent) and open-

ended semantic (relating to the difference between meanings of word and symbols) 
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questions to find out which specifically was more productive in terms of a response. 

The semantic questions were found to be more successful in people with dementia. I 

built up this awareness of previous research with people who had an intellectual 

disability and people who had dementia in order to identify my own strategies for 

inclusion of a group who had both Down syndrome and dementia. Using this 

awareness and my existing knowledge of both areas of work, gave me confidence in 

including people in research who would become increasingly non-verbal.  

 

It is not often acknowledged that researchers need knowledge and skill to understand 

the nuances that people with dementia may use. Killick’s (2004, p.97) example is of 

the person who used metaphors unintentionally, ‘it takes the wrinkles out of your 

bones’, when referring to the benefit of exercise. Consequently, this relied on me 

adding my own interpretation to what was said to a greater extent than may have 

been required if the participant did not have dementia, or a progressive condition 

which would affect communication.   

 

This difficulty with communication is often cited as a reason for the lack of inclusion 

of people with an intellectual disability in research, as identified in the literature 

review and in Stage One of my study. Sigelman et al. (1981) felt that participants 

would be unable to compare themselves with others in a similar situation due to their 

limited life experience, whilst Cambridge and Forrester-Jones (2001) found that 

people were unfamiliar with expressing their opinion. Nota et al. (2006) suggested 

proxy respondents as a way of overcoming this. However, research literature has also 

shown that there may be an under-estimation of the perceived status of a person with 
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an intellectual disability, and a lack of awareness of their personal experience and 

preferences (Jenkinson et al., 1992).  

 

Brown et al. (2010) highlighted that participants in their research did not attach 

labels to themselves such as ‘old’ or ‘Down syndrome’. Instead they referred to 

themselves as ‘male’ or ‘beautiful’ suggesting a clear sense of identity in terms of 

their gender and social roles. This is a different identity to that given by formal carers 

who focus on physical ability or a medical condition, although this may differ 

depending on how long the carer has known the individual. It reflects the notion that 

there is more to the lack of inclusion in research than poorly developed research 

methods. Attitude and low expectations are key factors, including the belief that 

people with profound disabilities have little to offer in research terms (Klotz, 2004). 

Based on this my role involved observation of how each person viewed themselves, 

rather than looking at what they said in relation to what I knew about dementia or 

Down syndrome. This involved a ‘see the person’ approach and taking their lead 

about what they wanted to do or discuss, or just to sit quietly if that was their 

preference.  

 

This supports Goodley (1996) who maintained that the question of whether a 

participant is telling the truth or not is not as important as why they are telling their 

story in that particular way, thus reflecting a phenomenological stance with its 

emphasis on description, and the social constructionist principle of gaining 

understanding from the snapshot of experience observed at that point in time for each 

individual.   I intentionally did not seek to fill gaps with carer perspectives, as this 
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would change the focus of the research and shift the emphasis from the experience of 

person with Down syndrome and dementia. Stalker et al. (1999) were also wary of 

filling gaps but acknowledged the importance of checking the information that was 

given by carers, although with an awareness that it may not be possible to validate all 

data. Despite not filling gaps with information from carers, I observed a small 

number of naturally occurring interactions with staff that I included in my field 

notes. This was as a result of the interaction being part of the participants experience 

and was therefore key to my understanding.  

 

Highlighting the barriers created by communicating difficulties and planning a 

strategy for overcoming this was not enough, as the issue still remained of how I 

could develop research strategies and methods that also enabled communication with 

participants as dementia progresses, rather than only in the early stages (Zarit and 

Femia, 2008).  

 

4.8 Adapting communication to support inclusion in research  

 

This section considers the evidence base for adapting methods of communication in 

research including the rationale for my chosen approach.  Exclusion from the 

research process can perpetuate the sense of ‘Othering’ (Fine, 1994) by reinforcing a 

particular group as different, or in need of too much additional support. This lack of 

understanding of communication issues in research is not new. Lubinski (1995, p.66) 

focused on a ‘learned helplessness’ where a point is reached that further action is 

considered impossible as the person is believed to be unable to communicate. When 
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this happens in practice, others stop expecting or seeking a response or feedback and 

instead see only the difference; a key factor identified earlier in increasing 

marginalisation. Lubinski argues that this does not mean that the person lacks 

responsiveness just because they have a delay in responding. Goffman (1990) wrote 

of a ‘spoiled identity’ if someone is labelled in a negative way. This was important to 

me as I already knew from Stage One that low expectations had been placed on those 

cared for with Down syndrome. Goldsmith (1998) agreed that the more we expect 

from a person with dementia, the more we will get. I saw this as something that I 

could apply in a research context, where seemingly small choices such as where to sit 

and when to meet can empower the individual. This confirmed to me that my time 

with participants would be led by them rather than me.   

 

Although signs and symbols are a recognised form of communication, not everyone 

with an intellectual disability, nor all researchers, will have learned to use 

alternatives to verbal methods of communication. Thurman et al. (2005) maintained 

that it was the responsibility of the researcher to identify, learn and try to replicate 

individual signals and cues. Without doing so, the research may not continue and 

knowledge in that particular area may not be furthered. Research acknowledges the 

need to take time when communicating with people who have dementia and that it 

should be a mutual activity (Goldsmith, 1998; Killick and Allan, 2001). Most 

examples of how to do this effectively include body language and eye contact. 

However, correct interpretation of facial expressions may be missing, leading to a 

lack of awareness among others of the emotion being experienced. Encouragement is 

given to look for ‘windows of expression’ (Killick and Allan, 2001, p.45) which 
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often relies on the skill and awareness of the researcher. A person with dementia may 

take longer to speak although this does not mean that they are unable to do so. I 

knew that I would need to be aware of the pace of the conversation and remain aware 

that a response may come much later although may still be a meaningful part of a 

conversation or interaction. For example, verbal interaction has been recorded in care 

homes as lasting just a few seconds in many cases, with conversation being one sided 

and not perceived as having depth or meaning. Yet, observers were able to note 

appropriate responses that came much later in the interaction and were missed by 

staff (MacDonald, 2005). Communication difficulties highlighted in research include 

difficulty in word finding, repetition, frequent changes of subject, and reduced 

understanding (Whitehouse, 1999).  

 

Direct questioning is not the most appropriate form of communication in research 

with people who have dementia. Innes and Capstick (2001) suggested that if a person 

does not have the answer, this may undermine their sense of Self. Killick (2004) 

maintained that asking a person with dementia to repeat what they had said may not 

be effective, as they might not hear the question due to focusing on what they were 

about to say next. In such cases it would be insensitive to ask a person to repeat their 

statement. This proved to be the reality in my research, as one participant in 

particular became increasingly non-verbal and difficult to understand. Keeping 

Killick’s research in mind enabled me to not keep asking him to repeat but instead to 

record in my transcription that the comment was ‘unintelligible’. 
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Research suggests that staff believe people with dementia pick up on the mood of 

their carers and responded similarly (Ward et al., 2008). Ward et al. gave the 

example of a resident speaking the same two words every day, but it was how she 

said them that indicated her emotional state. Most participants in this research did not 

use verbal communication but were shown to increase their movement to certain 

music and familiar visitors. This was noticed by the researchers but not by staff, who 

were not supported to develop their communication skills when there appeared to be 

an assumption that the person could not communicate verbally. Dementia was seen 

as an end to communication rather than the opportunity to embrace new and 

potentially innovative ways of interacting. I remained open to the possibility of using 

music as part of my interaction with participants, something that again proved 

relevant with one participant who was able to sing for longer than she was able to 

speak.   

 

Communication difficulties recorded with people with dementia typically focus on 

the use of language, with an associated increase in isolation as skills decreased. A 

further area of difficulty is that automatic responses can occur even when the 

condition is advanced, such as ‘I’m fine’ when asked how a person is. Innes and 

Capstick (2001) recorded that this form of social speech may be maintained for 

longer, such as greetings or generalities in conversation. I was unaware at the start of 

Stage Two if the participants were able to communicate verbally or not, although my 

priority was to ensure that their involvement was maintained as communication 

changed. I also needed to remain open to some, or all, maintaining a level of verbal 

communication, as dementia progressed. This can lead to an assumption that the 
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person is more cognitively aware than they actually are (Sabat, 2002) and was 

something that I remained aware of.  

 

Touch as a means of communication has been included in research with people who 

have dementia (Snyder et al., 1995). I was also prepared for this to be important to 

the participants. This has been found to be successful in research if it was appropriate 

to the individual and something that they had previously enjoyed. Killick and Allan 

(2001) wrote of researchers mirroring the actions of the person with dementia as part 

of the process of interviewing, including copying movement and gestures. It also 

meant not speaking if the person does not speak, which was acknowledged as 

difficult for researchers new to this approach. I understood that body language and 

visual cues would be important especially if there was no verbal communication. I 

knew that I had to do more than listen as my interpretation of non-verbal 

communication would be equally, if not more, important.  

 

An example of this was given by Ward et al. (2008) who showed that residents with 

dementia in care homes spent most of their time in communal areas with staff. 

Communication with staff followed the clearly defined process of a beginning, sign 

of intent, confirmation of task completion and closing remark. Not all of these stages 

were verbal, with some including touch. If the resident was thought to be aware of 

what was happening next, then there was usually less verbal interaction. In some 

instances, speech only took place if a resident did not comply as the staff member 

expected. Even then this was a narrative on the part of the carer, rather than a 

conversation, described by Ward et al. (2008, p.638) as ‘care speak’ and was usually 
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rhetorical. The researchers concluded that without communication there were 

sustained periods of no contact, leading to a lack of attachment in the care 

relationship. This increases the segregation and sense of isolation felt by the person 

with dementia.  

 

The combination of an intellectual disability plus a cognitive condition with a rapid 

progression, leading to increased and changing care needs has been a step too far, in 

terms of communication, for most researchers. This section has evidenced some of 

the reasons for this and has rationalised my decisions in my role as a researcher to: 

 

• allow periods of silence; 

• accept the potential for therapeutic interventions to be introduced into 

methods of communication, such as music; 

• avoid closed or direct questions; 

• recognise that metaphors or alternative words may be used, due to difficulty 

in word finding; 

• maintain the expectation that participants would be able to take part in the 

research and that it was my role to facilitate this as dementia increased;  

• not fill in gaps, or seek additional information, from staff; 

• be prepared to use non-verbal methods of communication and of the potential 

importance of touch; 

• not ask for a response to be repeated if this may cause distress or annoyance;  

• look for expressions of emotion, even if non-verbal. 
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I continue this chapter by discussing my selected methods of data collection and 

analysis with rationale for each, and for approaches that were adapted or excluded. 

This approach enabled me to include non-verbal participants as case study 

participants, even though not all of the typical case study data collection methods 

were appropriate. Rather than interviews, commonly used in case study research, I 

have included informal conversation, pictorial documentation and field notes along 

with the more traditional method of observation as will be discussed. 

 

4.9 Methods of data collection  

 

4.9.1 Observation  

 

Observation proved invaluable in developing the case studies, as I witnessed this in 

‘naturally occurring situations’ typical of a phenomenological approach (Denzin and 

Lincoln, 2011, p.83). The research in Stage Two took place in the home environment 

of the three participants where I was able to build up patterns of behaviour or 

explanations, based on my observations. This was preferred to an approach that 

tested a hypothesis (May, 2003), although I also expected to collect objective data, 

for example related to the physical environment. I remained aware that observation 

would be recorded and interpreted from my perspective, which is accepted in 

phenomenology, although with an emphasis on turning or redirecting these 

observations into areas of the research worthy of further investigation (Vallack, 

2010). The first turn within my research came after realising that the participants 

were not aware of their diagnosis. A further turn was after noting aspects of care that 
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were neglectful and required a more practical input into my visits, particularly at 

mealtimes, as will be reflected on further in Chapter Seven.  

 

4.9.2 Field notes 

 

A traditional approach to observation and fieldwork, originating from anthropology 

(Hendry, 2008), includes copious field notes. I selected field notes as preferable to 

video recording, although later came to recognise how valuable the use of video may 

have been. My rationale was based on a desire not to appear intrusive to participants 

combined with concern over the technical requirements of operating a video camera 

at the same time as conducting research (Volandes et al., 2007). My early reading 

suggested that participants who were aware of obtrusive researchers and recording 

devices ‘may well talk more, or talk less, or just talk differently’ (Edward and 

Westgate, 1987). Instead, I selected the less intrusive digital voice recorder, 

something that I was already familiar with. However, I later considered that as the 

participants became increasingly non-verbal this would have accurately captured, 

and ensured a permanent record of, our interaction. I also became aware of 

successful research using video with people who had dementia (Cook, 2003). 

Additionally, the overtness of the video camera may have served to remind the 

participants of the nature of my visit for research rather than social purposes; the 

counter-argument being that we may not have developed a relationship to the extent 

that we did. My observation and field notes were transcribed and analysed, as is 

discussed later in this chapter, to develop three case studies.  
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4.9.3 Case study  

 

The term case study refers to a specific form of social enquiry that is distinct from 

other forms, such as surveys or interviews. Usually the latter collects a range of 

information that can be limited in depth, whereas the case study can be focused on an 

individual or an event in more detail (Gomm et al. 2000). This may be an 

organisation, a family, a community or an individual. My selected methods of 

research lent themselves to incorporating case studies, something made possible by 

having a small number of participants and a long period of time to conduct the 

research. The cases in a case study are often selected on the basis of their suitability 

(Denscombe, 2003) because they represent the wider group with findings that can be 

generalised. Cases may also be selected on a pragmatic, or practical, basis, due to 

time or resource restrictions with the sample chosen for convenience reasons for 

example, ease of access or geographical location. Chapter Four will discuss how my 

research in Stage Two was developed pragmatically, due to time restrictions and also 

on the basis of the participants being part of the wider group in question. It will also 

explain why, although representative as part of the wider group, the small number of 

participants meant that those involved were not representative of all accommodation 

or care settings.  

 

4.10 Methods of analysis  

 

Using Yin’s (2009) approach I incorporated two layers to my analysis, firstly 

thematic analysis of the transcribed data. Identifying themes from the data 
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determined the content for each individual case study as presented in Chapter Six. 

Secondly, I used cross case comparison (Yin, 2009) by identifying commonality in 

factors that impacted on the experience of the three participants. This was developed 

thematically from the three individual case studies. The rational for both layers of 

analysis will now be considered in more detail, with the actual process explained, 

and examples given, in Chapter Five.  

 

4.10.1 Analysing case studies 

 

My approach was consistent with that of Cohen (1987). He described the process of 

analysis in phenomenology as being immersion in the data by reading the transcripts 

several times, identifying common themes and describing the experience of the 

participant through individual structural social descriptions, or case studies.  

Although the most common data source is the verbatim transcript, I remained aware 

of the importance of not overlooking non-verbal observations such as body language 

and gaps in the conversation, including extended periods of silence (Giorgi, 1983). 

Common features in phenomenological analysis are dividing data into units, 

transforming these units into meaning and tying together the meaning as a general 

description of experience (Polkinghorne, 1995). As I had over one hundred hours of 

transcribed data, plus field notes, I needed to keep this manageable. My analytic 

strategy was to develop a ‘case description’ (Yin, 2009), recommended when faced 

with large amounts of data.  
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To identify individual topics and themes from the transcribed notes I developed a 

table for each participant, as part of building up the content of the case studies. I was 

looking for individual experiences at this stage, rather than commonality. As is 

reflected in the case studies in Chapter Six, this led to some differences in emerging 

themes, for example mealtimes were an issue for Hannah and (later in the research 

process) for Andrew, but less so for Lucy. The example below shows an extract from 

the table I used to build up content for each case study, based on emerging issues 

from the transcribed data for each individual. Three themes are shown here as an 

example; this was added to, and developed, for each participant. An extract from a 

completed table is shown in Chapter Five. 

 

Andrew 

 

Theme 

Presenting issue or incident 

Communication   

Observed 

interaction with 

environment  

 

Observation of 

expression or 

emotion 

 

Table 9 Developing case studies. 

 

I followed Yin’s four key criteria for analysis when developing the individual case 

studies. 

• I initially transcribed all of the evidence: I began with all of my transcribed 

data and field notes, rather than only transcribing data that I believed may be 

relevant.  
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• Although starting with all of the data, I included only the most significant 

aspects as I developed each case study. This was by looking for emerging 

criteria that conveyed individual experience.  

• I addressed rival interpretations: as I developed each case study I was able to 

refer back to the literature to determine if my interpretation had been viewed 

differently by another researcher in similar circumstances. Although the lack 

of existing literature reduced the number of potential other interpretations, 

this is incorporated into my discussion in Chapter Seven. For example, I 

noted that my understanding of Lucy’s decision to stop attending her day 

centre was consistent with research findings elsewhere, rather than research 

offering a rival or different interpretation.  

• I used my prior expert knowledge: awareness of the subject matter is 

recommended in case study analysis, and reinforced my decision to include 

this as part of my methodological approach. 

 

In taking this approach, I rejected aspects of phenomenological analysis 

recommended by other authors such as Priest (2002), who returned her accounts back 

to the participants for checking, amendment and feedback. This was not possible due 

to each not knowing that they had dementia; it would be inappropriate for the 

participants to read this information. I was also aware that not everyone who 

participated may be able to read, which proved to be the reality. Although I could 

have read out my notes, as short-term memory is affected by dementia I did not 

consider this to be acting in the best interests of the participants as they would be 
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unlikely to remember. I acknowledge that, in different circumstances, this may have 

increased validity and reduced any potential for inaccurate reporting. 

 

4.10.2 Cross case comparison  

 

The next stage of my analysis was to incorporate Yin’s (2009) procedure for 

comparing care studies to look for commonality. To do so, I again used a table as 

shown below, with examples of some of the common emerging issues. Further 

themes were added as I compared cases. Again, a sample of a completed table is 

shown in Chapter Five.  

 

Whilst themes from the transcribed data led to the development of individual case 

studies presented in Chapter Six, the emerging themes from cross case comparison 

enabled me to highlight key conceptual and practice issues that were observed to 

impact on experience, as will be discussed in Chapter Seven. 

 

Themes Andrew Lucy Hannah  

Self 1    

Self 2    

Self 3    

Verbal communication     

Non-verbal communication     

 Table 10 Cross case comparison. 
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This goes beyond the single features of a case study and enabled me to note where 

the most consistency in experience was observed. Taking single factors from case 

studies, and only looking at them individually, can unduly simplified the phenomena 

under investigation, particularly when reducing a large volume of data. By adding 

this additional layer I sought to add more depth to my findings and highlight areas 

that impacted on the shared experiences of the participants.  

 

4.10.3 Alternative methods of analysis 

 

In deciding which methods of analysis to incorporate, I also remained aware of 

alternative methods that I discounted. One such approach was discourse analysis 

which initially appeared to lend itself to my research, despite my concern over its 

emphasis on use of language and the spoken word. Discourse analysis sits well with 

subjective research and is often seen in phenomenology where the essence is a 

product of social interaction (Cresswell, 2003). Whilst discourse analysis would have 

guided me to focus on what was left unsaid in addition to the spoken word or gesture, 

this was not something that I pursued further due to the changing capacity of 

participants. Nor was I intentionally looking at the interaction of participants with 

others. Instead, my selected approach to analysis offered me the opportunity to 

remain focused on individuals, before looking at the cases together in cross case 

comparison.  

 

Similarly, I initially considered using interpretive phenomenological analysis (IPA) 

as I used purposeful sampling, a small sample size, and was seeking an interpretative 
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approach. IPA is a systematic and practical approach to analysing phenomenological 

data developed by Smith et al. (1997). It has been widely used in determining 

experiences, often of health or illness in symptom research. I quickly became aware, 

as I transcribed, that the limited amount of verbal conversation I was recording and 

observing may restrict the grouping of different layers of themes usually seen in IPA. 

The crucial link between phenomenological description and interpretation is the 

accounts of the participants themselves. This is usually derived from semi-structured 

questionnaires along with commentary on the data, extensive use of quotes and the 

emphasis placed on the role of the person as an expert in their own condition or 

situation (Plummer, 1983). Most IPA research rules out non-verbal behaviour and 

instead uses only that which is recorded and transcribed (Smith and Osborn, 2008). 

The role of the researcher is often in probing initial answers as part of data 

collection. Instead, I decided to focus on how people communicated about a 

phenomenon in a more general way, rather than relying on a level of cognition and 

understanding that was framed through language and verbal communication.  

 

4.11 Summary 

 

My intention was to understand the experience of participants, despite each person 

not knowing of their diagnosis or being able to reflect on its impact. In grappling 

with the methodological approach it has become apparent why the most commonly 

used research frameworks rely on verbal communication. Recognition of the 

marginalised status of people with Down syndrome and dementia is reflected in my 

approach to understanding how participants constructed their everyday experience. I 
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have adopted a phenomenological approach using verbal and non-verbal methods. 

Crucial to the development of my approach was how far I could include an already 

marginalised group, in the knowledge that further change in cognition and 

communication would be experienced, due to the progressive nature of dementia.   

 

In order to address these issues, I have explained my rationale for taking a 

phenomenological stance to understand and describe experience, although without 

the bracketing of my existing knowledge usually seen in Husserl’s approach. This is 

due to its relevance in research with a marginalised group, previously excluded from 

the research process, and the specific knowledge required of non-verbal 

communication.   

 

As part of my approach, I have included a strong emphasis on observation and 

reflexivity, something more often seen in ethnography, and have also incorporated 

elements of narrative research, but in a way that gives greater prominence to non-

verbal methods whilst ensuring that the direction of our ‘conversation’ was led, and 

constructed, by each participant. My methods of data collection have been presented 

to explain why I incorporated observation and field notes and rejected the use of 

interviews, typically used in case studies. Analysis was in two parts, firstly 

developing case studies based on themes identified in my transcribed data. This was 

followed by cross case comparison to highlight areas of commonality and emerging 

issues from the case studies that gave insight into the factors that impacted on, and 

affected the experience of, people with Down syndrome and dementia.  
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In order to overcome the complexity of ensuring that the experience of the person 

with Down syndrome and dementia is the primary focus, I employed a series of 

approaches as shown below. 

 

• Recognising the importance of an individualised method of communication to 

produce individual descriptions of experience. 

• Using non-verbal conversation as a means of engaging with participants, 

rather than a typically verbal narrative. 

• Not looking for chronological information. 

• Recognising the importance of the person’s home environment in 

contributing to their overall experience. 

• Understanding the importance of silence. 

 

Building on a social constructionist approach this meant that I would:  

 

• not make any assumptions about ways of understanding experiences;  

• remain open to individual circumstances and accept our interaction as 

relevant to that time and place for each individual; 

• develop a co-construction approach with each participant. 

 

Having explained and rationalised my flexible approach to the methodology I now 

present the methods of data collection. 
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CHAPTER FIVE 

METHODS FOR CONDUCTING THE RESEARCH 

 

5.1 Introduction  

 

This chapter describes the methods used to collect and analyse data. The synthesised 

approach that I took suggested an exploratory focus from the start. This proved to be 

the reality as the methods continued to develop and be adapted throughout the 

process as dementia became more advanced for each participant. This chapter is 

presented in two sections. Firstly, a description of ethical issues, access, sample and 

consent. Secondly, I explain my procedure for collecting the data and my analytical 

process.   

 

Throughout, I reflect on how far I was able to maintain an approach that enabled 

each individual’s inclusion for the duration of the research period, which for one 

participant, Lucy, was through to the end of her life. Lucy became increasingly non-

verbal and reliant on non-verbal communication within a year. Another participant, 

Andrew, maintained verbal communication throughout the research period, despite 

becoming increasingly difficult to understand. The third, Hannah, had limited verbal 

capacity at the start, just a few words and short sentences, although this was lost 

within the first year of my visits. I will begin by considering the ethical issues that 

arose as part of the process. 
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5.2 Ethical issues  

 

I have previously highlighted the ethical dilemma created by the nondisclosure of 

diagnosis to the participants. For this reason, the information sheet for participants 

(Appendix C) and consent form (Appendix D) in Stage Two did not contain the word 

‘dementia’. Instead, the title of both was ‘The care experience of people with Down 

syndrome’.  

 

In retrospect, it may have been more appropriate to use ‘Observation of, and 

interaction with, people with Down syndrome’ although, at such an early stage, I did 

not realise that the impact of individualising communication methods would be as 

significant as it proved to be. Using ‘experience’ made it possible for the same 

wording to be used on information sheets for people with Down syndrome and for 

carers, whereas the longer title may have been difficult to understand. An early 

assumption I made was that each person would have an opinion on their care, support 

and environment, whereas the focus in reality was more subjective, based on my 

observations.  

 

The questionnaire in Stage One was developed for carers of people with Down 

syndrome and dementia, so I was as sure as I could be that my sample group in Stage 

Two already met the required criteria of having a diagnosis of dementia. I was told 

by each person’s main carer before beginning Stage Two what their understanding 

was and what they had been told, if anything, about their condition. In retrospect, had 

I revisited the larger sample and specifically invited those whom I knew to have been 
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given an explanation or diagnosis, this may have resulted in a different research 

project, or a comparative study between the two groups.  

 

The Ethics Committee who authorised the research did not raise the potential for the 

lack of shared diagnosis as an issue. An application was approved by the Multi 

Research Ethics Committee (MREC) Scotland A Committee in 2006 after 

application under the Adults with Incapacity (Scotland) Act 2000. The Committee 

specified that consent must be given by the person with Down syndrome themselves 

at the start of the research, but that contact may continue if the participant 

subsequently became incapacitated. Repeated or regular consent was not requested. 

With hindsight, I would have questioned this. At that time such a Committee was 

relatively new in Scotland. The framework from which the Committee was 

developed was intended to support the role of service users in research. Clegg (2002) 

acknowledged that an increasingly legalistic culture has led to people wanting more 

from an ethics committee than it can deliver in reality. However, the Committee were 

satisfied that although consent was essential, it needed only to be given only at the 

start of the process. Despite this, for reasons of good practice, I sought ongoing 

consent throughout the data collection period and I ensured that a session did not 

continue if the participant appeared too tired. My method of communication for 

affirming consent varied; at times this was verbal but it also took into account non-

verbal body language. I did not rely only on my own judgement if a participant could 

not consent verbally, as I also asked a staff member to confirm that, in their view, the 

person was willing for me to visit. I maintained the stance that whilst having a 

responsibility to behave in an ethical manner and record my observations accurately I 
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also, professionally and personally, was unable to stand back if I witnessed 

potentially dangerous or harmful situations arising as will be highlighted in Chapter 

Six.  

 

5.3 Access 

 

I used the postal questionnaire in Stage One to ask if the person with Down 

syndrome being cared for would be willing to take part in Stage Two of the research. 

This was a tick box for the family carers or paid staff to indicate if they would be 

willing to discuss, with the person they cared for, the possibility of them 

participating. By doing so, the carer was the gatekeeper for Stage Two. Carer 

perception of the ability of the person with Down syndrome to take part in research 

was likely to influence their decision about whether or not to tick the box. Findings 

from Stage One had already showed that carers were likely to have low expectations. 

Six carers ticked this box and were contacted prior to Stage Two by letter (Appendix 

E) to advise what this involved, with an accompanying information sheet and reply 

slip (Appendix F) and a stamped addressed envelope. 

 

Although consent was sought from the person with Down syndrome, carers were also 

informed of the process via the same information sheet. This was because I 

anticipated that carers may need to give additional support should the participant 

have become distressed at any point, or ask questions before or after my visit, 

although in reality this did not happen. As a courtesy, I wanted staff to be aware of 

when my future visits were, especially in the shared residential establishments when 
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different staff would be working on shift during my visits.  At this stage in the 

process, I expected my interaction to be predominantly with the person with Down 

syndrome only, and for this reason I did not seek consent from individual carers for 

Stage Two. I had not anticipated the extent to which my occasional observation of 

interactions would have an impact on each person’s experience, as will be explained 

in Chapter Six and discussed further in Chapter Seven. 

 

There was no stipulation that the participants should be able to communicate 

verbally. As this has been shown to be a common reason for non-inclusion, I 

specifically did not use this as an exclusion criterion. Instead, I was prepared to adopt 

alternate methods of communication to ensure that inclusion was possible. As an 

ethical requirement was that the participant was able to give consent to take part at 

the start of the research process, I asked for a period of two years or less from a 

diagnosis being given. This was very much an estimate based on literature suggesting 

that dementia progresses more rapidly in people with Down syndrome (Ball et al., 

2006). This made a two-year cut off difficult, but it served as a guide for carers to 

help determine if the person they cared for may be able to take part. I was trying to 

ensure that the person was more likely, in the early stages, to have the capacity to 

consent and more likely to retain capacity for longer during the research period.  

 

5.4 Sample 

 

The response rate using this approach was far lower than in Stage One. Of the six 

carers who came forward for further information after discussing this with the person 
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they cared for, four were formal carers and two were family carers. Subsequently, 

after receiving more details, one of the formal carers informed me that although the 

person she supported had expressed an interest in taking part, her sister, also her 

legal guardian, did not wish this to progress as she did not feel it to be in her sister’s 

best interest. Two of the formal carers felt that the person they cared for would not be 

able to understand the research process.  

 

The three remaining people with Down syndrome, whose carers had discussed this 

with them, lived in three different accommodation settings. All subsequently agreed 

to take part, which enabled me to observe participants in different care settings. 

Although unintentional, this gave representation from three locations of care: an 

intellectual disability group home, own tenancy with outreach support and a generic 

care home for older people. The main care setting not included was living with 

family, either parents or a sibling.  

 

My sample was therefore selected practically based on access through gatekeepers. It 

was purposive (Silverman, 2004) as the potential sample group contained only 

people who had Down syndrome and dementia and as my intention was to observe in 

depth, a small number over a prolonged period of time was sufficient for the depth 

required.  Geographically all three participants were from the same area in Scotland. 

This was practical due to the time factor in visiting over a long period of time, whilst 

also working full-time.  
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I was aware from the start of the possible attrition rate if any of the participants 

progressed through to the end stages of dementia and death during the research 

period. This proved a reality as one of the participants died two and a half years into 

Stage Two. The insight gained through her eyes during her end of life care was 

invaluable to the research as a whole. As a result, her observed experiences have 

been included and I also write about her end of life care and funeral.  

 

5.5 Consent 

  

The consent form was developed in the style of a question and answer sheet to enable 

people to easily understand the information that they were being given. It has been 

recorded (Kent, 2000) that people will remember more if they read brief questions 

rather than a large amount of information at one time. To ease understanding pictures 

were used for consistency on both the consent form and information sheet. I included 

a photograph of myself at the bottom of both. One participant, Lucy, whom I had not 

previously met, recognised me when I went to see her and pointed excitedly to the 

photograph on the consent form that she had received before my arrival.  

 

Consent was sought to publish the findings, with confirmation that names and 

photographs (of communication boards or similar, if used) would not be included 

other than for the purpose of this thesis. Photographs were not taken of the 

participants.  
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Although my research aimed at including only people with Down syndrome, it would 

have been detrimental to exclude naturally occurring interactions that I observed 

during the process of data collection. Such occurrences added to the depth of the 

data, and it emerged as part of analysis that I was able to understand some impact 

based on my observations of interactions with others. I ensured that staff and family 

members in this situation were aware of my presence and of my role, although I did 

not formally seek consent from them. I remained consistent in my approach 

throughout this stage of the research by turning off the voice recorder when someone 

else was present, and instead writing field notes.   

 

After a few weeks, I realised that participants were agreeing to see me very readily 

and greeting me affectionately. I had to consider that they might be consenting to our 

meetings for regular companionship rather from a desire to take part in the research. 

This highlighted the lack of social contact or stimulation that may otherwise have 

been received. Despite this, the overarching principles of avoidance of harm 

remained. I tried to balance non-malificence, or no harm, with beneficence, potential 

benefits, which may have been social benefits (McLachlan and McHarg, 2005). My 

intention was to give as much control as possible to the participants as they 

determined the time of day, day of the week and frequency of my visits.  

 

5.6 Data collection  

 

In this section I will explain the process of data collection using: observation, field 

notes, recorded conversation and interaction using adapted communication. By 
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giving the lead role to the participant during our interactions, I was attempting to 

empower each to direct our conversation and time together. Participants determined 

whether or not we met, when the session would end, what the topic of conversation 

was or whether we would sit quietly, hold hands, look at pictures or objects or sing. 

This is presented further in the following chapter when I present the three individual 

case studies.  

 

I was reassured from developing my methodological framework that evidence 

collected in phenomenological research and for case studies did not have to be 

verbal. I expected to, and did, use pictures, photographs and a kinaesthetic approach 

(communication, tactile and body language). I agreed with Simons (2009) that 

comparing a number of cases within the same setting, or organisation, was not 

always valuable as each would still have different experiences as individuals. 

Instead, I studied each participant based on their observed experiences, plus I 

recorded informal conversation and documented field notes. This included detail of 

the person’s physical environment and, on occasions, how the participant responded 

to staff. I became fully immersed in the process, whether our time together was 

minutes or an hour. My field notes tell of concern as I left Andrew alone in his flat 

and anxiety when leaving Hannah. Trying to understand the world of each participant 

gave me insight into how they perceived themselves, even without being aware of 

their diagnosis. This is explored later in Chapter Seven as part of emerging data from 

cross case comparison.  
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The length of each visit was between five minutes and one hour fifty-five minutes. 

Using an approach developed from narrative research methods I let each participant 

discuss, look at pictures or photographs, or sit quietly if they preferred. I did not have 

a series of questions, instead adopted an informal conversational style. The pictures 

used to stimulate conversation or engagement with Lucy are shown below with 

explanations of their use later in this chapter, and further detail included in the case 

studies in Chapter Six.  

 

                                              

Image 1 Pictorial methods of communication  

 

With permission, visits were digitally voice recorded to ensure accuracy and for ease 

of analysis. When transcribing I noticed the length of silences between speech, and 

used spoken observations as a way of recording non-verbal communication. This was 

the point at which, with hindsight, video recording would have also been a relevant 

method of gathering data, especially to check non-verbal interaction and show the 

range of emotion. Despite my initial reluctance to introduce this, due to concerns at 

intruding more obtrusively on the participants or creating a less relaxing environment 

by having the video camera present, it may have been a valuable tool.  

 

Giving control to each participant had the advantage of being the most natural for 

each individual; it was relaxed, informal and in their home environment. I used 
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communication familiar to, and adapted for, each individual adopting Brewster’s 

approach that people respond best in the ‘real world in which they live’ (2004, p.35). 

Allowing conversation and not asking structured questions meant that I listened and 

observed in order to make sense of the series of events presented. With those who 

communicated verbally, I listened to what they wanted to talk about and joined in 

with their conversation.  These methods of data collection are now considered in 

more detail. 

 

5.6.1 Observation 

 

This section considers in more detail how I collected data from the three participants. 

By observing each person individually, and through the use of verbal and non-verbal 

cues, I was able to see what happened in their daily lives. This, plus observations of 

naturally occurring interactions with staff and a family member, proved invaluable 

when understanding factors that impacted on their experience. 

 

Observation enabled me to record instantly what I saw and any interactions that I 

witnessed. I took copious amounts of notes and voice recordings during this data 

collection period, leading to lengthy transcripts and notes for analysis. It was 

important to transcribe soon after my visits to avoid a back log of transcripts. It also 

meant that I was able to listen again to the recordings to ensure the equipment had 

worked correctly and also to remind myself of what was spoken or observed. The 

length of visits varied, even for the same participant there was no consistency in the 

time we spent together, although I calculated that the total amount of time with all 
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three participants was 101 hours. Although some were much longer than others this 

varied, and at times I spent lengthy periods with all three whilst on other occasions a 

very short amount of time, often recorded in field notes. It has been suggested 

(Myers, 2000) that although observation shows behaviour (what) it does not give 

reasons (why). I saw the ‘what’ as being relevant and I picked up on what the 

participant said or did.  

 

5.6.2 Field notes 

 

The areas that I observed and recorded during each visit match many of Angrosino’s 

checklists for field notes (2004). Some involved interactions with others and 

included: 

 

• a description of the physical setting: the room where we met was usually the 

person’s private space, even within a care home;  

• a description of behaviour and interactions; 

• a record of conversation, or interaction, that took place with participants 

when the voice recorder was turned off, for example when I was entering or 

leaving the building. 

 

I carried my notepad with me and kept it on my knee when conversing with 

participants to ensure that my recordings were not covert. It was important that my 

notes remained structured and in a consistent format. I recorded events in the 

sequence that they took place and recorded any silences, or lengthy pauses, that were 
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not included on the voice recorder. It was only later, when transcribing, that I noticed 

the significance of this. For example, when a participant answered appropriately after 

a lengthy gap or returned to an earlier subject that they preferred to talk about.  

 

Field notes recorded a thick description of what I saw and heard at the time (Geertz, 

1973) and my own thoughts, feelings and non-verbal interactions (Mulhall, 2002). 

This included activities and observations that would have been missed had I just used 

verbal interaction. As part of my observations of individual experiences, I recorded 

environmental issues, such as body language, décor and room contents. These points 

are expanded upon in the case reports in Chapter Six and give strong indicators as to 

the individual experiences of living in three different care settings. Whilst I recorded 

copious field notes detailing my observations, the actual spoken interventions were 

brief with extended periods of silence. This led me to reflect later about why I had 

recorded some of the interactions in the way that I did and if I had been influenced 

by anything at the time, particularly in the care home where the care was observed to 

be less than adequate for all residents. Whilst I acknowledge that I was personally 

affected by some of the situations I observed, I believe that the rigorous manner in 

which I recorded my field notes, and at times the corresponding audio that conveys a 

similar emotive tone for corroborating evidence and adds validity as part of the 

process of identifying commonality in themes (Cresswell and Miller, 2000).  
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5.6.3 Digital voice recordings 

 

Digital recordings were made during our time together, at other times I spoke my 

reflections as soon as I returned to my car. Additionally, I noted some of my 

observations aloud, such as to comment on the room temperature or on the increasing 

number of unopened DVDs in Andrew’s flat. This enabled me to look at how words, 

pictures or actions were used in the context of the situation (Gomm et al., 2000). 

When beginning to analyse, I transcribed all words verbatim including expressions 

such as ‘erm’, ‘yeah’ and ‘oh dear’.   

 

I downloaded the recordings onto my computer after each visit and in preparation for 

transcribing. At times this required repeated listening to parts of conversation that 

were difficult to understand, although if I was aware of this at the time I would repeat 

what I thought had been spoken to seek clarity. I did not ask anyone to repeat 

themselves to avoid causing frustration to the participants, although this meant that 

some parts remained unclear. I included these sections in the case reports if that 

interaction, or expression, was considered relevant in giving insight into the person’s 

experience.  

 

5.6.4 Adapted communication  

 

I was aware before commencing Stage Two that not all of the participants may 

communicate verbally and I remained flexible, making sure that I got to know each 

person first. I was prepared to use Makaton (Walker, 2000) a signing vocabulary 
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development project for people with intellectual disabilities, or Talking Mats 

(Murphy et al., 2007) a speech and language therapy tool used to aid communication, 

or Boardmaker (Communications, 2002) colour communication symbols. I had 

previous experience and training in all of these areas. By adapting my approach, I 

was acknowledging differences in each person’s ability, preference and individuality. 

I continued to work with them at the point they were at, rather than expecting them to 

only engage in verbal dialogue. Although I was aware of the importance of 

developing a relationship with each participant (McKillop and Wilkinson, 2004) I 

had not anticipated this process to differ so widely between each person.  

 

Communication with Andrew, living on his own one-person flat, was verbal and 

relatively easy to understand especially in the early period of data collection. I did 

increasingly repeat his words at times to reassure myself that I had heard correctly, 

consistent with Sabat’s (2002) notion of ‘indirect repair’ to check meaning although 

did not ask him to repeat if something was unintelligible.  

 

Communication with Lucy, in the intellectual disability group home, began as verbal 

interaction and quickly moved to the use of the pictures shown earlier in this chapter. 

I became aware of her enthusiasm when looking at photographs and chose to build 

on this by introducing pictures, initially with little success until the ‘right’ style of 

picture was used for Lucy. Even whilst Lucy was incorrect in her initial recognition 

of my pictures as family members, I did not correct this. Instead, I changed the style 

of picture rather than cause any distress by imposing my view on what she believed 
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were her, happily shared, pictures of family members. It also served to remind me of 

the contested notion of ‘truth’ and altered sense of reality in dementia care.  

 

Communication with Hannah, in a care home for older people, quickly became non-

verbal and was developed as a result of her tactile approach towards me and her 

evident enjoyment of handbags. By incorporating Hannah’s non-verbal 

communication into the process I increased the amount of field notes and recorded 

my own speech to articulate what I saw. It was contact with Hannah that caused me 

most concern and I was often found in the car park, quite distressed, after my visits 

writing additional field-notes, for example about the disabling effect of her 

environment. On two occasions I was unable to leave the care home, once because of 

poor signage to the exit and on another visit finding myself stuck in a corridor 

between two locked doors without knowing the exit code, which was changed on a 

regular basis. On other occasions, I witnessed visiting family members in the same 

predicament.  

 

5.7 Transcription  

 

As fieldwork progressed, the recorded conversations were transcribed on an ongoing 

basis. This enabled me to identify themes from the data. I remained aware that we 

were still forming relationships during the early meetings and that the participants 

became more open and relaxed after our first few sessions together. I listened, in 

addition to observing, and I used Gee’s (2010) method of including pauses in, or 

between, sentences when transcribing, this meant that I counted the seconds and 
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included this in my transcription. I also added field notes recorded at each visit to the 

transcribed data. The case reports shown in Chapter Six are shorter versions of the 

full transcripts. The transcribing process can code pauses generally such as: 

 

(.) short pause less than five seconds 

(..) pause between 5-30 seconds 

(…) pause longer than thirty seconds 

 

However, I replaced each code with the exact number to show the seconds before a 

response, if one was given. This allowed me to note any changes over time, for 

example Lucy initially had pauses of less than 7 seconds but after eighteen months 

this changed to regularly between 25 – 60 seconds. In Andrew’s case, the periods of 

silence extended from 5 seconds to an average of 30. These changes would not have 

been highlighted had I used traditional coding.  

 

Although aware that being able to check my understanding with the participants can 

add validity, I was unable to do this due to the nature of dementia and did not revisit 

the response of participants on any given topic or conversation (McLeod, 2010). 

Denscombe (2003) agreed that to do so might sensitise the participants to some of 

the questions or discussion, although he was not referring to research with people 

with dementia, intellectual disability or communication difficulties. I felt that the 

important information given was the first response or information that was 

volunteered.  
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5.8 Analytical process 

 

Having introduced the method of analysis in Chapter Four: to develop case studies 

based on emerging issues for each individual, followed by cross case comparison, I 

will now explain the process.   

 

5.8.1 Developing case studies  

 

Although Silverman (2004) suggested constant comparison as a means of beginning 

to analyse large amounts of data I was not looking for commonality between cases at 

the first stage of my analysis, instead to highlight individual experience by looking 

for themes. Referred to by Mason (2002, pg. 18) as an ‘intellectual puzzle’ I began 

the process of sifting through the transcriptions and field notes. I firstly produced full 

verbatim transcripts which are not included in this thesis. Taking each case 

individually, and constantly returning to my transcript for each visit, I developed 

themes for all participants developed from verbal and non-verbal communication: 

expression of emotion, social interaction and the importance of relationships, 

experience in their home environment. Other issues were specific to individuals such 

as end of life care for Lucy. 

 

I considered use of NVivo to import all of the data, and as an effective storage 

system, but decided on a longhand colour coding method. Steadily moving between 

data and concepts, although time consuming, gave me confidence that I had included 

all aspects of the person’s experience. I took the areas I had highlighted and imported 
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data manually into the table introduced in the previous chapter. Using this protocol, I 

built up the content of the case studies. A sample of this process is shown below with 

one of the tables and two of the emerging themes, based on my observation of 

Andrew’s experiences. I noted for my own purposes where the information was 

stored on my computer (such as A1, A2 to link to the name of the document storing 

details of each visit) and if it was an observation taken from field notes (FN), rather 

than spoken data. 

 

Theme Presenting issue or incident 

Interaction with home environment  

 

A1 Voluntarily shows me photographs of his family  

       that are on display. 

       Large piles of unopened DVDs in the hallway 

      (FN). 

A4  DVDs have been sorted into piles, A shows me 

       Them. 

A12 Room very dark, curtains closed, bulb very dim  

        Heating on full – summer (FN). 

A15 New medication dispenser that A shows me.  

 

Non-verbal communication A6  Falls asleep, says has been watching DVD during 

       Night. 

       Tapping quickly on his leg as tries to remember . 

A14 No staff timetable on notice board this week 

       (FN). 

A17 Keeps removing hearing aid and pulling at ear  

        (FN). 
Table 11 Developing case study content.  

 

Typically with case studies the balance of description over analysis sees a 60:40, or 

even 70:30, split (Polkinghorne, 1995). A rich description of each case is presented 

in my case studies including details of actions, interactions and my perception of 

experiences. Miles and Huberman (1994) suggested that to put together lengthy case 

studies could be problematic as there was no set formula for doing so. Consequently, 

official documents or paperwork are often included in case study research. This was 

not something that I used, as this would not help to convey individual experience at 
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that point in time, nor would it be the participants’ own views. Over reliance on 

documents has been criticised in case studies (Simons, 2009) and I did not keep a 

database of additional material as Yin (2009) recommends, such as care plans.  

 

5.8.2 Cross case comparison 

 

After writing the case studies, which are included in the following chapter, the next 

layer of analysis was to look for any commonality between the three participants and 

identify factors that impacted on experience. Taking the broad themes used to 

develop the case studies, I then went back to the data to look in more depth at areas 

of commonality. This gradually built up to become the series of conceptual and 

practical emerging issues that are presented in Chapter Seven: the lack of a shared 

diagnosis, the extent of evidence of sense of Self, the importance of relationship-

centred care, my observations of the role of staff and the role of adapted 

communication. An extract from the table that helped me in this process, as 

recommended by Yin (2009), is shown here to demonstrate the process.  

Commonality Andrew Lucy Hannah  

Self 2 (positive or negative 

emotional characteristics, 

evidencing can/can’t do) 

 

Physically smart in 

appearance. 

Visibly pleased 

remembering details of 

football matches. 

Expressed dislike of 

college and preference 

for resource centre. 

Visibly distressed 

talking about dad’s 

illness. 

Liked watching mice in 

his room. 

 

Took pride in showing 

me possessions in room. 

Does not like attending 

day centre. 

Held arms out smiling 

when I arrived. 

Touched hair when I 

admired it. 

Expressed choice over 

use of pictures. 

Chose to look at family 

photographs. 

Liked ‘getting it right’ 

when we looked at 

pictures. 

Ill fitting clothes that 

H kept pulling at as if 

annoyed – not sure if 

they were hers. 

Likes handbags, 

enjoys looking at 

contents and carrying 

around with her. 

Held out her hand on 

my arrival. 

Body language 

disorientated when 

staff moved her 

quickly to another 

room. 

 
 Table 12 Commonality in cross case findings. 
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The example I have used above is Self 2: where I have evidenced just some of each 

person’s ability to express positive or negative emotions in relation to themselves. In 

this way manual analysis enabled me to develop a multi-dimensional account of 

individual experiences that incorporated more subtle changes over time, in addition 

to those more apparent such as communication changes. I actively constructed and 

reconstructed meaning in the experiences that I observed.  

 

5.9 Leaving the field 

 

It became apparent that, despite the range of literature on longitudinal research 

(Menard, 2002; Holland et al., 2006) the longer the amount of time spent in the field, 

the less guidance in literature there is for withdrawing. As a result, some of my 

actions were based on instinct and what felt the right thing to do. This included 

leaving my contact details with the person and with a staff member. I bought each 

person a card and gift at my last visit in the hope that this would symbolise an 

ending.  

 

Due to some of the less than satisfactory care that I observed, especially within the 

care home, I had concerns when I knew I would no longer be visiting. This was an 

issue that I raised in supervision where I discussed my options as a student and a 

researcher. It proved to be a dilemma often seen in research where the boundaries 

become blurred between staying in my role as researcher, whilst at the same time 

being aware of a neglectful situation. After discussion, and after reading the most 

recent Care Inspectorate report for that particular care home, I realised that the areas 
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I had concerns over, such as mealtimes, had been noted in the recent inspection. This 

was not specific to the resident with Down syndrome and was seen across all 

residents. Additionally, I spoke to staff on two occasions and asked that time be 

spent with the participant at mealtimes, rather than assuming that she did not want to 

eat.   

 

Separate to the research, but before the end of the research period, I arranged to 

facilitate a training session on intellectual disability and dementia for speech and 

language therapists in the health board area of the care home. Whilst this was a 

general training session, with no mention of my research, I endeavoured to make sure 

that those attending understood more about dementia in people with an intellectual 

disability and knew what to look for among their clients in different locations of care.  

 

5.10 Summary  

 

In this chapter, I have presented an account of how flexible and reflexive methods of 

data collection were introduced to develop and analyse case studies. A flexible 

approach was essential in order to take account of changing needs, and verbal 

capacity, as dementia became more advanced. This reaffirms the lack of an existing 

evidence base on conducting research with people who have Down syndrome and 

dementia, and the subsequent importance of adapting methods to enable inclusion in 

research. In my research new, or unexpected, situations were seen as opportunities 

not threats. For example, the decrease in verbal communication was accepted and 

prepared for as part of determining my research methods to understand individual 



147 

 

experiences. This allowed me to view and interpret people’s everyday lives in a way 

that was meaningful for them despite this shift in ability to communicate verbally. I 

have evidenced awareness of my own role in the process, whilst ensuring that the 

three participants remained at the centre of the research.  

 

It will be reinforced in the following chapter that meaningful communication was 

possible even into the end stages of dementia and, in two cases, long after verbal 

capacity had ceased. Despite their diverse situation, different accommodation 

settings and different communication methods, evidence of social and cultural 

marginalisation was evident in all settings to varying degrees, with the process of 

continuing exclusion remaining unquestioned. I explore the impact of this in 

Chapters Seven and Eight, but firstly present the individual case studies. 
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CHAPTER SIX 

CASE STUDIES 

 

6.1 Introduction  

 

This chapter presents the experiences of the three participants based on three years of 

fieldwork from 2006-2009. Firstly, I present some context for each participant to 

explain their situation. I then focus on the themes identified from my data to present 

an overview of their experiences. In doing so, I have recorded the experiences 

thematically rather than chronologically. Some incidents or exchanges were noted 

repeatedly over the three years of data collection although are included once in the 

case study, such as conversation with Andrew about football and DVDs and poor 

support for Hannah at mealtimes in the care home.  

 

Andrew’s experiences are presented first. He experienced increasing isolation, not 

necessarily as a result of living alone, but due to an apparent lack of interventions 

that may have assisted him in the lifestyle he wished to maintain. Lucy’s experiences 

are then presented, giving insight into living with dementia in an intellectual 

disability group home. Hannah’s experiences conclude this chapter by highlighting 

the difficulties she had in the alien environment (to her) of a care home.  
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The concepts of narratives and communication are integral to this chapter and I 

acknowledge that the logical and clear way in which the following case studies are 

presented belies the ‘frayed stories’ (Taylor, 2010) of people with dementia, where 

there is an increased inability to relay stories in a conventional manner. The accounts 

of each individual are, by necessity, my own subjective views. Although enabling 

interaction, I was primarily an observer and listener in the research process, 

something noted by Taylor (2010) as inevitably affecting my emotions.  

 

I have focused on creating opportunities for engagement within constraints that 

usually make such participation impossible. The stories are not mine; by offering a 

structure that incorporates shifts in time as dementia progressed I am offering insight 

and interaction into specific individuals in different locations set against lengthy 

periods of silence. Although the extent of the periods of silence cannot be fully 

conveyed in each case study, it should be remembered that, in the context of 

developing a relationship with each participant, we spent much of our time sitting in, 

what felt like, a companionable silence with Lucy and Hannah often holding my 

hand.  

 

6.2 Case report A: Andrew  

 

6.2.1 Background 

 

Andrew is a tenant at G Housing Association, a registered provider of care for people 

with intellectual disabilities in Scotland. His accommodation is a ground floor, single 
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bedroomed flat in a city centre block. Other tenants with an intellectual disability live 

in single or shared flats in the same three-storey block, alongside privately let and 

council rented flats. Staff provided support on weekdays from their office base in the 

same block. 

 

Andrew and I met on thirty-six occasions in his own flat between October 2006 and 

January 2010. The average length of each visit was fifty minutes. Prior to the first 

visit I had known Andrew for approximately eight years. He had been a regular 

visitor to the office of Alba to attend groups, or to call in if he was passing. He had 

not visited voluntarily for around three years. Andrew was forty-three when I started 

visiting him. He was five feet tall and dressed casually, always taking care over his 

appearance. He was diagnosed with dementia, believed by his father to be 

Alzheimer’s disease due to a family history of the disease, at the age of forty-one. 

This information was provided in the Stage One postal questionnaire. At forty-one he 

was younger than others with Down syndrome who were diagnosed at an average 

age of 54.4 (Tyrell et al., 2001). Andrew grew up in his family home with both 

parents and his older siblings. It was always his, and his parent’s, intention that as an 

adult he would move to his own accommodation and live as independently as 

possible. This became a reality at the age of thirty when he moved into his flat. He 

had remained in the same accommodation for thirteen years when I started visiting 

him.  
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6.2.2 Communication 

 

Our primary method of communication was verbal, based on Andrew’s ability and 

willingness to engage in conversation. Despite this, Andrew’s clarity of speech was 

poor. His stammer increased over the three-year research period and his speech 

deteriorated. This made it difficult to understand all that he said, even when I had 

become very familiar with his speech pattern. There were regular pauses in our 

conversation lasting between three and thirty-nine seconds. Andrew only answered a 

question or continued a line of conversation if he wanted to. If not, or if he felt 

unable to answer, he would change the subject. This would often be after some long 

pauses.  

 

Researcher: What did you see in New York? 

eleven seconds 

Andrew: Eastenders isn’t on tonight.  

 

Body language was an indicator of how Andrew was feeling. He showed increasing 

frustration at not being able to find the right words as the visits progressed. 

‘Think…think…’ was often spoken during the first year. After nine months this 

changed to tapping fingers gently on his leg. It progressed after fourteen months to 

tapping firmly on his leg and chewing hard on the fingers of his other hand at the 

same time. 
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Andrew was visibly more alert, and there were shorter gaps in the conversation, 

when he spoke about his interests of football and movies. In 2006, when we were 

speaking about his favourite football team, Andrew looked away from me and 

whispered as if speaking to himself or thinking out loud. He recited results of 

matches from 1985 to the late 1990s concentrating hard, speaking slowly, often 

stammering over some words and mostly unintelligible. This continued for eight 

minutes, four seconds while I sat silently. After this time he appeared to become 

aware of me again and turned back to face me smiling. Andrew appeared to be 

pleased that he had remembered so much. Whilst to the casual observer this may 

appear to be inappropriate behaviour or self-talking, it was in context of our previous 

conversation. It was also a topic Andrew had always been very familiar with and he 

was referring to a time recalled from his longer-term memory.  

 

He maintained a good long-term memory for facts and figures if they related to 

topics of interest to him, such as football. He asked me how old I was when I got 

married, how old I was at that time and instantly worked out the number of years that 

I had been married. He was also able to work out the days that birthdays would fall 

on after a leap year. The same behaviour occurred in 2008, when he began reciting a 

children’s rhyme ‘Remember, remember the fifth of November’ although Andrew 

recalled it using the words ‘Remember remember the first of September’.  The same 

body language was displayed as the football example with Andrew looking away 

from me and concentrating on what he was saying despite this being a much shorter 

recital lasting for just nine seconds. Andrew was pleased with his recollection, which 

was again in the context of the conversation as this particular date in September had 
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just been referred to during the previous exchange when he asked me the date of my 

son’s birthday.  

 

For most of the research period Andrew spoke in short sentences of two or three 

words, although demonstrated a good use of grammar and spoke with eloquence 

even within his shorter sentences, a trait that he had before he had dementia. 

Deterioration in his functioning and health towards the end of the research period 

resulted in a corresponding deterioration in his speech. I then became aware of an 

increased emphasis on his body language as a result of spending a lot of time with 

him and being able to recognise subtle differences. I grew to realise that it was 

important to allow thinking time as a natural part of the conversation. Had I tried to 

fill the sometimes long gaps in conversation, there is a possibility that Andrew would 

have stopped talking to me if he was not allowed enough time to respond.   

 

Andrew’s speech was harder to understand when he told me about his father’s failing 

health. Similar to when he was tired, it became difficult to understand and his 

stammer increased. Andrew did not associate the lack of mobility on one side of his 

father’s body with a stroke. During the period of his father’s illness, visits to Andrew 

produced the most spontaneous questioning of the research period. He looked for 

explanations of what it meant to have a stroke, why his Dad couldn’t move on one 

side of his body, why he was unable to speak and why Andrew could no longer visit 

him every weekend.  
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Andrew: One of his arms [pause] one of his arms is not [holds up his left arm], one 

of his legs is not [holds up his left leg]. 

 

Having this conversation, with my explanation of why his father was experiencing 

these changes, made a difference to Andrew’s visibly high level of distress.  

 

Andrew: Is that it? Is that why? [Surprised expression then visibly relaxed] 

 

Andrew understood after I explained to him that his father’s change in appearance 

and functioning was linked to the stroke he had just experienced. He then changed 

the subject and his body language appeared much more relaxed. Other occasions 

when speech became inaudible were linked to tiredness, with longer pauses 

becoming increasingly common although responses were still given eventually. I 

asked him to repeat something if it was inaudible, which he always did. On seven 

occasions, Andrew fell asleep during my visit. He admitted to often watching DVDs 

during the night. 

 

6.2.3 Experiences within care setting  

 

Andrew lived independently and took pride in maintaining his own tenancy. His 

choice was to remain in this flat long-term and during the research period there was 

no suggestion that this would change. It is likely that Andrew’s family would have a 

large say in any future accommodation and it was his family who, with Andrew’s 

agreement, had secured his position with G Housing Association.  
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Andrew’s personal preferences in the flat were evident. Although the décor and 

furniture was standard issue of the Housing Association, he had football posters and 

family photographs on the walls and doors. His choice of entertainment was evident 

with a large television set, DVD player and many hundreds of DVDs visible all 

around the flat. Andrew regularly bought DVDs that remained unopened for months 

in their seal wrap. This may have been out of habit, if a trip to the shops became 

associated with buying more, or it may have been an area where he was able to 

exercise his own choice, not dictated by anyone else.  

 

Staff provided support on four weekdays from a nearby office base, a system that had 

been in place since Andrew moved in. The emphasis remained on minimal staff 

intervention and promoting independence. Examples after a while, such as the 

overwhelming heat of the radiators turned up high all summer and his curtains closed 

all day leading to poor lighting in the flat, suggests that more appropriate support 

could have been provided as dementia progressed.  

 

Andrew: It [radiators] goes off at night, it cools down then. 

 

Attempts appeared to have been made by staff at non-technological environmental 

adaptations to Andrew’s accommodation setting. This may have supported the 

principle of ageing in place but was not reinforced or monitored for effectiveness or 

flaws. Tools used to aid Andrew’s memory and improve communication included a 

wall calendar hanging up in his kitchen. With Andrew’s permission, I always wrote 

on this to show when I would next be visiting. Despite this, Andrew did not always 
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remember when our visits were and often forgot that I was going to see him. His 

calendar for 2007, bought by his father, was too large to fit in the space on his wall 

and was not used for a number of weeks at the start of the year until staff put extra 

holes in to enable it to be hung. The calendar for 2008 and 2009 continued to be too 

large and consequently often fell off the wall.  

 

A large telephone with easy to read numbers was in Andrew’s living room, although 

he seemed unclear of how it should be used. 

 

Researcher: I think you have a message [message light is flashing]. 

[Field notes: Andrew picks up receiver, presses a few buttons and shrugs his 

shoulders. Puts the phone down again]. 

 

A similar situation was seen with Andrews’s mobile phone. He was very keen to 

show me this and for me to put my telephone number into his phone. He knew how 

to work the mobile phone using the names put into his contact list by family or staff. 

I called Andrew on his phone before I went to see him, to check if it was still 

convenient, but he did not answer his mobile number. Although Andrew liked the 

idea of having a mobile phone, he did not remember to charge it so was unable to use 

it. 

 

Researcher: Do you still use your mobile phone? 

Andrew: No, it doesn’t work. 

Researcher: Oh what happened? 
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Andrew: Dunno. [He went to get it and showed me] 

Researcher: Do you have a charger? 

Andrew: Dunno. 

 

There were a number of framed photographs around the living room. After a family 

occasion or holiday, Andrew would show me photographs that one of his siblings 

had sent to him. Sometimes the name of the person, or people, would be written on 

the back which Andrew would look at when he showed me. Names of places or 

excursions were not labelled in the same way, leading to a frustrating time when 

Andrew was showing photographs from his holiday to New York and could not 

recall, when looking at photographs, the names of places he visited, such as Ground 

Zero and the Statue of Liberty. Photographs of large groups of people at family 

gatherings were not labelled either and were subsequently quickly passed over to 

look at the next photograph, without any discussion.  

 

Further efforts at pictorial adaptation to the environment were noted in early 2008 

when a staff rota was displayed in the kitchen showing the name and photograph of 

the staff member working on a particular day. This was changed on a weekly basis. 

A month later, I noticed a number of changes on this weekly rota with names or 

photographs crossed out. There were frequent staff changes that did not find their 

way onto the pictorial timetable. The timetable was consistently wrong showing 

discrepancies between staff photographs and the actual staff member who was on 

duty.  
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Andrew: Sometimes face and different name or the name but different face [laughs] 

Researcher: so you don’t know who is going to walk in the door? 

[Field notes: Andrew shakes head no]. 

 

In mid-2008 the office printer at the Housing Association was not working and 

although the staff rota had been put on the wall for that week, the pictures and text 

could barely be seen. A checklist was displayed on the fridge door later that year. 

This was for Andrew to tick for ‘shower, teeth and feet’ on three days of the week. 

Andrew was not sure why there were only three days in the week. The list was text 

with no graphics. Although Andrew did not ever complete it, the same checklist 

remained on the fridge unused for the duration of the research. 

 

Andrew: I tick that myself, I don’t know why.  

 

Andrew’s flat was usually quite cluttered as a result of his ever-increasing DVD 

collection, newspapers that he bought daily and sometimes dishes on the floor or 

table in the living room. The exception to this was after mice had been discovered in 

Andrew’s flat.  

 

Although he confirmed that traps had been bought by staff, Andrew did not seem to 

understand why he should not feed the mice, although he was clear that he had been 

told they were ‘not the kind of mice you can keep’. He repeated this more than once 

as if it was something that has been told to him. 
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Andrew: What do you call them? The kind you can’t keep? 

 

Andrew was not concerned by the mice, quite the opposite, as he suggested that he 

enjoyed them being there and was aware of their presence before staff and 

neighbours noticed, and acted to remove them. 

 

Researcher: Did you get a fright when you saw one? 

Andrew: No. 

Researcher: Do they come through the night or day? 

Andrew: Err night I think. 

Researcher: Did you see them? 

Andrew: Yeh, when they are in my bedroom. 

Researcher: Don’t you mind? 

Andrew: No, I watched them in my room. 

 

After the discovery of mice, the flat was at its tidiest with nothing on the floor, very 

little on the lounge table and only one plate in the sink. Andrew acknowledged that 

staff had cleaned and tidied the flat for this reason, although said that he usually did 

this himself.  

 

Andrew: I do it all, can’t stop. 

eight seconds 

Andrew: If I stopped housework. 

four seconds 
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Andrew: No use at all, how? [Why]. 

Researcher: I don’t know. 

Andrew: [Laughs] I’d get evicted. 

 

6.2.4 Relationships and observed interactions 

 

Andrew’s contact with his peers was less straightforward. He spent time, and 

possibly identified more, with others who had an intellectual disability. A further 

indication of Andrew’s loneliness was witnessed in May 2008. On my arrival, the 

chair I usually sat in was occupied by an enormous teddy bear with two ties around 

its neck. Andrew had bought this at a charity shop. 

 

Researcher: What made you buy a teddy? 

Andrew: Company. 

Researcher: Is that ties round his neck? 

Andrew: My ties (Looks proud). 

Researcher: Did you put them on him? 

Andrew: Yeh. 

Researcher: That was nice of you. 

[Field notes: Andrew smiles, looks pleased, moves teddy to the floor so I can sit 

down]. 

 

The teddy bear remained a permanent fixture and was seated in the chair on every 

visit thereafter, sometimes wearing different ties or scarves. Andrew made it clear 
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that he was aware the bear was not real and could not communicate back to him, but 

he enjoyed the feeling of having something that he could talk to.  

 

Andrew: Sometimes I talk to myself so I talk to him instead. 

Researcher: And he won’t argue will he? 

Andrew: [Laughs] No. 

six seconds 

Andrew: I don’t argue with him. 

seven seconds 

Andrew: Doesn’t tell me what to do [Laughs]. 

 

To anyone not aware of this, it may have appeared evidence of psychotic behaviour 

or even hallucinations. It may have been attributed to either having dementia, or to 

having an intellectual disability, rather than seeing it for what it was - loneliness. 

 

The issue of meal planning is connected to independent living and staff support, 

where the emphasis is on Andrew developing and maintaining skills. Whilst this is 

laudable, and fits many of the guiding principles of the social model of disability, it 

must be remembered that Andrew had diminishing capacity, despite his willingness 

to maintain long-held activities such as his weekly shopping. I usually arrived at 

Andrew’s flat in the early evening at his request. He often said that he had not had 

his tea although on occasions a plate was in the room with cutlery and a smell of 

food. In April 2009, I asked Andrew what he was having for tea and he opened the 

door of his small freezer. There were six boxes of ready meals, all chicken curry. He 
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did his own shopping, but it was unclear if there was support for dietary and 

nutritional needs. By only buying the same ready meal for every day of the week this 

suggested that Andrew was becoming confused when shopping and only buying one 

thing that he recognised, or liked. It also suggested that his relationship with staff, 

and the support provided, had not changed as his ability to shop for himself 

decreased.  

 

Andrew became agitated and frustrated at his own lack of memory, which increased 

over time. By year two there was a noticeable deterioration in his ability to remember 

individual words such as ‘day’, when talking about an open day at the bowling club, 

and ‘Alzheimer’s, when talking about his mum. As a result, I suggested shorter 

sessions that stopped when Andrew became tired even if this was after just fifteen or 

twenty minutes. It was not evident that staff intervention changed as dementia 

progressed, as the same pictures and signs were on display although not used by 

Andrew.  

 

There was a marked improvement in his speech in 2008 when Andrew started taking 

Aricept (medication for Alzheimer’s disease) and Levothyroxine (medication for 

thyroid) every day at the same time, using an automatic pill dispenser. However, the 

benefits noted were time limited and a further decline was noticed within ten months.  

It was not clear if the improvements were as a result of regular Aricept or regular 

Levothyroxine, or both. 
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6.2.5 Reflections 

 

The first time I visited Andrew in his own flat I felt nervous even though I had 

known him for a few years and I expected him to remember me, which he did, 

although out of context he was not initially sure where this was from. Andrew was 

the first person I visited during the research. I worried that the reality of my chosen 

method, allowing people to talk (or not) about whatever they wanted, may not work 

in practice and what I might do if the ‘or not’ scenario proved to be the reality. I 

wondered if a more formal structure using fixed questions may have provided a 

safety-net that I could have fallen back on. By the end of the session I felt reassured 

and pleased at the opportunity that I saw opening up before me to observe and really 

understand some of the day-to-day support issues faced by Andrew and, in time, the 

other participants. It became clear that in his familiar setting he was relaxed and at 

ease with me being there.  

 

Andrew did not see his health as part of his everyday life; his identity was not framed 

by it. He did not voluntarily mention it, or any difficulties with his memory, during 

our meetings. When talking about his family, Andrew was content to talk about 

positive experiences such as holidays or anniversaries. Having dementia or memory 

problems was not at any point the main focus of his day-to-day life or activities. 

 

The time spent with Andrew required intense concentration on my part as his speech 

was difficult to understand. My visits came to an end when I started gathering up my 

papers and made arrangements to visit on another date, which we wrote on Andrew's 
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calendar. I was conscious that he would have been happy for me to stay longer. This 

was when I realised that Andrew may be blurring the boundary between what I saw 

as research and he saw as companionship.   

 

Transcribing took far longer than the visits; I quickly realised that whilst working full 

time I would need to try and restrict my meetings with participants to one person a 

week. This meant visiting each person every three to four weeks which I tried to 

maintain over the three-year period, with exceptions over holiday periods when the 

gap was slightly longer. Carrying out research on this level was far more time-

consuming than I had anticipated. 

 

When considering what I learned from my time with Andrew, I know that I learned 

to respect the silence when sitting with a person who has dementia and that this can 

often bring about an appropriate response, albeit some time later. I observed the 

potential for a considerable gap between staff, who are trained to support 

independent living, having some basic knowledge about dementia care and their 

ability to individualise it in a person-centred way. The result was that any attempts at 

adaptation to Andrew’s accommodation or daily living activities were virtually 

meaningless as they did not appear to be individualised enough, something that I 

found frustrating as there was potential to increase his quality of life with more 

appropriate support.  
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6.3 Case report B: Lucy 

 

6.3.1 Background 

 

Lucy was less than five feet tall with very short dark hair and big brown eyes. She 

smiled often which lit up her face, and was usually seen with her glasses half-way 

down her nose. She was visibly relaxed in the company of staff, although I did not 

witness her engaging with any of the other six residents, all of whom had an 

intellectual disability.  

 

Lucy had lived in B House, a supported living group home for people with 

intellectual disabilities, for six months when I began visiting her. Her diagnosis of 

dementia had been made eighteen months earlier at the age of fifty. The manager of 

B House had completed the questionnaire in Stage One of the research. B House was 

a church-run establishment situated on the outskirts of a small town. Each of the 

seven tenants had their own room, with a shared living and dining area and shared 

bathrooms. Originally living in a long-stay hospital since she was a young girl, Lucy 

left this institution when it closed in 1999. This led to a move after twenty-one years 

to accommodation with the same service provider as at present, but in a group home 

with an upstairs bedroom. She subsequently moved to her current setting when her 

mobility deteriorated and prevented her from climbing stairs. Lucy’s family 

remained in contact with her although lived in a different part of Scotland. Cards and 

gifts were on display in her room, at Easter and Christmas for example, and some of 

the family photographs we looked at were dated within the previous year. Lucy was 
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the only resident with Down syndrome and was the youngest in the all female house. 

No one else had dementia at that time and, when I started visiting her, I was told by 

staff that Lucy was taking medication for dementia and epilepsy.  

 

6.3.2 Accommodation setting 

 

Lucy’s bedroom contained personal items such as toys, videos, photographs and a 

jewellery box, displayed on shelves. Lucy did not show any interest in the soft toys 

or an awareness of what they were during any of my visits, although she often was 

often watching musical videos when I arrived.  

 

Lucy’s television was on a chest of drawers at the same height as the bed and faced 

towards the bed so could be easily viewed if she chose. It was possible to get a feel 

for Lucy’s personality from her choice of décor. This was very pink and chosen by 

her before she moved in, rather than her moving into someone else’s room and 

inheriting the surroundings.  

 

The small, supported living group home was well staffed with a presence in the 

living area at all times during my visits; sometimes up to four staff visible at any one 

time. There was a small office at the end of the main corridor, where only the 

manager appeared to spend any length of time. The laundry and kitchen were 

situated off the living area, so when staff were busy with other tasks they remained 

visible to residents and could talk to them at the same time. On each visit, there was 

noise of conversation or singing between staff and residents. This did not appear 
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problematic although potentially could be if Lucy, or any other resident, felt unable 

to ask for quiet time or space.  

 

Lucy was visited on thirty-one occasions in her home between April 2006 and 

January 2008 with visits lasting an average of thirty minutes. When I started to visit 

Lucy in 2006 she was 53 years old with a diagnosis of dementia (type not specified). 

As Lucy and I had not previously met, the first visit was very much an introduction, 

confirmation that she was happy to meet with me and a chance for me to determine 

her method and level of communication.  

 

When Lucy moved into B House she was able to walk slowly, but within months 

became dependent on the use of a wheelchair. Staff voiced concern that such a 

sudden loss of mobility may have been a reaction to another move in quite a short 

period of time.  During my visits over the first year she appeared uncomfortable at 

times in the wheelchair, often slumped forward or sideways. After one year of 

visiting Lucy she was seated in a new wheelchair with padded seat, back and sides 

and an attached tray.  

 

6.3.3 Experiences in care setting 

 

In late 2006 and early 2007 Lucy was accompanied by two members of staff who 

supported her at all times at the nearby day centre, in an attempt to maintain her 

previous activity. This was a change from earlier years when she was more mobile 

and participated independently in a greater number of activities. Increasingly, this 
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became difficult to facilitate which, combined with Lucy’s reluctance to keep 

attending, resulted in her ceasing to go out at all during most of 2007. 

 

Researcher: Do you like it? [Day centre]. 

Lucy: No. [Pulls face]. 

Researcher: Oh dear. 

Lucy: Loud. 

Researcher: Oh dear is it noisy? 

Lucy: Yes. 

 

During my first few visits Lucy appeared quiet and shy and did not talk very much. 

Mostly I asked questions and I was unclear initially of her understanding. Most of the 

answers were ‘yes’ or ‘no’ until we started looking at family photographs. 

 

Lucy: My family [Points to photographs]. 

Researcher:  Your family? Tell me. 

Lucy: Christine. 

Researcher: Is Christine your sister? 

Lucy: Yes. 

 

 6.3.4 Communication 

 

Staff informed me when I arrived for my first visit that Lucy liked the pictorial style 

of the information sheet I had sent to her and that she had been showing it to other 
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people. Staff had talked through this with Lucy before I arrived for the first visit and 

I also looked at it with her. 

 

Lucy: That’s you [Pointing to the picture, looking excited and laughing]. 

Researcher: Yes, is it okay for you to cross the paper to say that you are happy to 

talk to me? 

Lucy: Yes [Crosses with pen in box]. 

 

Although Lucy initially communicated verbally, her speech was limited and declined 

as dementia progressed. Lucy’s body language was very clear and showed 

enthusiasm when we started meeting. She sat forward in her wheelchair and was 

animated in her speech and arm movement. 

 

Based on the success of the pictorial consent and information forms, I considered 

that this would be to be an appropriate way of planning for subsequent visits, 

particularly as Lucy’s verbal capacity was limited. Pictures as a means of 

communicating were introduced on visit two. I prepared, and took, three different 

styles of pictures to determine if a different response was given to each. The pictures 

were printed from a computer and laminated. During the early visits they were 

placed on the bed, I also sat on the bed which Lucy sat next to in her wheelchair as 

there were no other chairs in the room. 

 

The first group of picture shown were emoticons, (image 2 below), which were all 

coloured yellow with different facial expressions. Lucy recognised these only by 
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their colour and did not respond to any of the expression, for example happy or sad. 

Lucy looked briefly and slumped back in her chair losing interest.  

 

Image 2 Use of emoticons. 

 

Researcher: I have some pictures here [Putting them in front of Lucy]. 

Lucy: Yellow [Looking at pictures]. 

Researcher: Would you like your glasses pushed back up? 

[Field notes: Lucy pushes her glasses further up her nose]. 

Lucy: Yellow. 

Researcher: This one is sad [Pointing to picture of crying]. 

Lucy: Yellow. 

Researcher: Yellow, that’s right. 

Lucy: More yellow. 

 

The second group of pictures, (image 3 below), were in the form of real life and still 

photographs. Lucy immediately pointed to the baby and also a dark haired woman 

who she identified as Christine (sister). Lucy recognised these pictures as real 

photographs and appeared to be trying to identify who they were, rather than 

selecting any other material from the content. Lucy did not react to any of the other 
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pictures apart from the woman and baby and appeared to lose interest, sitting back in 

her chair again. 

 

 

Image 3 Use of photograph style images. 

 

The third set of pictures (image 4 below) below were graphics taken from Clip Art. 

Lucy identified household objects and some parts of the body such as teeth and feet. 

She also kept going back to the pictures of a baby and a child. Through body 

language Lucy was engaging with the pictures, sitting forward in her chair and 

appearing visibly alert. 

 

 

Image 4 Use of pictures. 

 

Lucy: Happy smiles [Picture of false teeth]. 

Researcher: Yes a big smile. 
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Lucy: [Points to picture of baby] Baby baby baby boy at Christmas. [Getting quite 

excited as she spoke]. 

Researcher: It is a baby boy yes. 

Lucy: Cup [Points to different picture]. 

Researcher: A cup of tea, do you like cups of tea? 

Lucy: Yes. 

Lucy: I know what that is [Pointing]. 

Researcher: Do you know what it is? 

Lucy: Teeth [Laughs]. 

Researcher: False teeth, [laughs] they come out, have you seen people who that? 

Lucy: Yes fork and plate [Different picture]. 

Lucy: Asleep, I got it [Points to picture of someone in bed]. 

 

There were gaps in the conversation of between three and twenty-five seconds. From 

the first month of visiting onwards Lucy associated my arrival with looking at 

pictures and photographs. During the second month, she looked for a picture of 

flowers which I did not have, but I arranged to include some the next time and did so. 

When looking at pictures, Lucy became very excited when she recognised and 

identified something, 

 

Lucy: I got it, I got it, I got it. 

 

During the fourth month of visits I noticed that some small photo albums had 

appeared on the shelf in Lucy’s room. After asking if she would like to look at them, 
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Lucy enjoyed identifying some of the people in them. In particular, she was again 

drawn to photographs of babies and children. Lucy liked to give an answer and she 

especially wanted it to be the right one.  

 

Lucy: Baby, I got it. 

 

On one occasion she identified a photograph of Daniel O’Donnell (singer) as her 

brother, possibly as a result of wanting to ‘get it’ rather than being sure of her 

answer. Lucy was at her most animated when looking at the pictures I took with me 

and the photographs in this album, although she needed to hold the photographs 

close to identify them. After five months, this particular album was not visible and 

Lucy did not know where it was. Another small album was found next to Lucy’s 

television although this did not hold her attention. The photographs were smaller and 

often showed a large group of people. Names were hand-written on the bottom of the 

page but it was not possible to identify their relationship to Lucy.  

 

Lucy: That’s me [Excited and sitting upright looking at photograph]. 

 

Lucy quickly lost interest if she could not identify those in the photograph and sat 

back in her chair before moving back to look at the pictures I had brought instead. 

Here she correctly identified the image, taking more pleasure from the failure-free 

recognition of objects rather than looking at photographs and trying to remembering 

names. After a while I increased the size of the pictures as Lucy was holding them 

noticeably closer to her eyes.  
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Image 5 Enlarged pictures. 

 

Lucy: Flower, I got it [Smiling broadly]. 

 

Although Lucy’s sentences were very short, often one or two words with a delay in 

responding, I was aware that this did not mean that she had not understood. Anyone 

visiting the setting and speaking to Lucy, perhaps at a routine appointment or 

unannounced visit may not detect this due to her often very short answers. Lucy 

mostly communicated verbally during the first six months, late 2006 and during the 

first part of 2007, although non-verbal signals were still present. In July 2007, Lucy 

was slumped into her chair leaning towards one side. 

 

Researcher: Are you okay? Do you need help to get up? 

Lucy [Grins and pulls herself up]. 

Researcher: Does it get sore? 

Lucy: Sometimes. 

 

This interaction suggests that Lucy had been in pain or discomfort although had not 

verbalised this. In April 2007, when Lucy was in her new chair, I noticed that she 
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appeared much more comfortable. The wheelchair was padded at the back and had 

arms in addition to the seat. 

 

After eight months, in late 2007, I noticed deterioration in Lucy’s verbal 

communication with longer gaps in the conversation. Lucy seemed aware of this and 

she tried to fill the gaps much more with her more familiar and sympathetically 

spoken ‘I know’. 

 

[Field notes: Lucy was slumped in her chair today and not moving about as much as 

usual. She tried to maintain our previous communication].  

Lucy: I know. 

twenty seconds 

[Field notes: Lucy sighs and yawns, falls asleep, wakes up after twenty-five seconds 

and smiles at me]. 

Researcher: That’s okay, you have a wee sleep. 

[Field notes: Lucy smiles]. 

seventeen seconds 

Lucy: Car [Points to pictures that were on the table]. 

Lucy: Blue. 

Researcher: It is a blue car, well done.  

[Field notes: Lucy smiles]. 

[Field notes: at first I was concerned that Lucy was answering ‘yes’ quite quickly to 

everything that I said. Every now and again she would expand on this and answer in 

the correct context such as ‘yes it is’ or ‘yes it does’].  
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This reassured me that she was understanding the question or comment. Other 

measures of validity included affirmative non-verbal responses 

 

Researcher: Have you had your hair cut? 

Lucy: Yes. 

Researcher: Lovely. 

[Field notes: Lucy smiles and touches her hair]. 

 

A further example was seen in early 2007 after I had said that I was leaving 

 

Lucy: I’ll go there [Pointing to lounge area]. 

 

Over the next six months Lucy continued to recognise me and respond appropriately. 

 

Researcher: Are you awake now; you were asleep last time I was here? 

[Field notes: Lucy covers face and looks embarrassed, laughs]. 

 

On this occasion as I went to leave, Lucy leaned over towards me and pulled me 

towards her for a kiss goodbye. 

 

Lucy: Come again. 

Researcher: Yes I will if that’s alright. 

Lucy: I did it. 

Researcher: Yes you did, you’re a star. 
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Lucy: I’m a star, I’m a star, I’m a star. 

 

In August 2007, Lucy fell asleep within a few minutes despite smiling and holding 

out her hand in recognition, which I took. Lucy was very drowsy and slept for five 

minutes, waking only as I moved my hand to go as she was so tired.  

 

Lucy: I know. 

Lucy: Pictures. 

Researcher: Yes I have pictures. Maybe you are too tired. 

Lucy: Baby (sleeps again). 

[Field notes: after a few more minutes I leave the room quietly and alert staff that 

Lucy is sleeping. The manager said that they are asking the doctor to visit and she 

gave examples of Lucy sleeping both day and night, unable to feed herself or 

remember how to use a knife and fork].  

 

The verbal interactions that I witnessed between Lucy and staff were often one-sided 

with staff chatting pleasantly and in a friendly manner, although asking rhetorical 

questions, not waiting or allowing her time to answer. 

 

Staff member: Oh you like this don’t you? 

Staff member: Are you ready to go to your room? [Whilst pushing Lucy’s chair 

towards the room]. 

Staff member: Lucy has been very sleepy today, haven’t you? [Looking at, and 

speaking to, me rather than Lucy]. 
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6.3.5 End of life support 

 

When I visited Lucy in December 2007, her room was lit with low lamps and a fibre 

optic Christmas tree; it was warm and felt relaxing. A DVD was playing Christmas 

carols. There was a list in Lucy’s room of family members and Christmas gifts to be 

bought for them. Lucy was in bed for the first time on my arrival, propped up with 

four pillows. She was jerky in her body movements and had no control of this. Lucy 

was not wearing her glasses. She wheezed a lot and had obvious difficulty in 

breathing. Lucy held out her hand to me when I entered her room although it was 

twenty-three minutes before she spoke, during which time I held and stroked her 

hand. 

 

Lucy: Baby. [Smiled as if pleased with herself]. 

[Field notes: Although Lucy did not speak for a long time I felt that she knew who I 

was and she was aware of our previous interactions. She mentioned the content of 

the pictures I took with me even if I had not put them in front of me or her]. 

 

Lucy spoke again after this exchange although it was often inaudible and she did not 

seem to be looking for a response. 

 

Researcher: where are your teeth? 

[Field notes: unintelligible]. 

[Field notes: Lucy laughs]. 

Lucy: Oh dear. [Both laugh]. 
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Although Lucy did not interact very much with me she seemed keen for me to 

remain with her. I was very aware of not wanting to stay if she did not want me to be 

there. Based on her body language, and positive manner towards me, I felt 

encouraged to stay.  

 

Researcher: Will I go now? 

[Field notes: Lucy pulls face, pushes her hand towards me reaching out her fingers, 

although I was already holding it and appears distressed]. 

Researcher: No? Are you sure? 

[Field notes: as I left I spoke to a staff member who said that Lucy was mostly 

‘talking rubbish’ now although I ‘might get a yes or no from her’. She offered to 

phone me if Lucy was too unwell for our next visit]. 

 

That next visit took place in January 2008, when Lucy was again in bed. This time 

she made no attempt to speak and her jerky and twitching body movements were 

very pronounced and uncontrollable. She made sucking noises as if thirsty and was 

trying to clear her throat, although was not wheezing as much. She was able to smile 

at me, but not move. At no time did I see Lucy communicating with other residents 

although on this visit a fellow tenant wheeled herself into Lucy’s room in her 

wheelchair. 

 

X: Hello. 

Researcher: Hello, how are you? 

Researcher: What’s your name? 
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X: Dinnae ken (I don’t know). 

Researcher: Are you a friend of Lucy? 

X: Tired, sleepy that’s what’s wrong with her [Wheels herself out of the room]. 

 

Lucy tried to speak although I could not understand what she was saying. 

 

[Field notes: Lucy inaudible]. 

Researcher: What was that? 

[Field notes: Lucy inaudible]. 

two minutes, five seconds 

[Field notes: Lucy inaudible]. 

Researcher: are you sore, are you in pain? 

[Field notes: Lucy inaudible]. 

[Field notes: Lucy looks to be lying in an uncomfortable position in her bed, remains 

very twitchy and jerky in her arms and legs which she cannot control]. 

 

As I let go of her hand to leave, her facial expression looked worried, I stroked her 

hand and she relaxed again. Five days later Lucy died.  

 

I was unsure what to expect as I approached the church where Lucy’s funeral and 

requiem mass was being held. I had attended other funerals of people with an 

intellectual disability where there were barely a dozen people there and the service 

was rather impersonal. On this occasion, the church was almost full of family, staff, 

fellow residents and professionals who had contact with Lucy. As I entered, I was 
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given an order of service by a young man with an intellectual disability who told me 

that he lived in the group home that Lucy had lived in prior to her last move. There 

was a picture of Lucy as a younger woman on the front, and of her as a child with her 

parents on the back. The inside pages detailed the songs, hymns and readings that 

were to follow, with a statement that all were chosen by Lucy. 

 

At the front of the church were personal items belonging to Lucy. These included her 

glasses that were forever falling off her nose, the red shoe musical box from the 

Wizard of Oz and her photograph album with family pictures. The service was 

personal and emotional, with stories from family members about Lucy’s sense of 

humour, affection, smiles and her love of children and pink; a ‘girly girl’ as was 

quoted at her funeral. This was affirmation for me that the person I had got to know 

with very limited verbal communication, and at the end of her life, was the same lady 

that everyone else in the church knew, including people who had known her for 

much longer.  

 

6.3.6 Reflections 

 

I felt a little guilty going to Lucy’s funeral. I had only known her for a relatively 

short period of time, so was not sure whether it was appropriate or not. I felt slightly 

uncomfortable that I may have been going for myself as I felt upset at her death. This 

proved unfounded as I was welcomed by staff and other residents who recognised me 

and introduced me to Lucy’s family. Reflecting afterwards, this probably was 
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confirmation that Lucy welcomed me as her visitor in a social capacity rather than as 

an academic researcher.  

 

When writing Lucy’s case report, I found it emotional listening again to transcripts 

of our meetings. Her voice and infectious excitement as she looked at photographs 

reminded me of how clear she was about her likes and dislikes. Perhaps it is because 

I was able to share some of her last months and weeks with her that her death had 

such an impact on me. Or perhaps it was genuinely getting to know, and like, her. 

Maybe I too was blurring the boundaries between social visits and research, although 

I am confident that I was always meticulous in my data collection; recording, 

observing and transcribing in addition to ensuring that Lucy was happy for me to be 

there.  

 

6.4 Case report C: Hannah 

 

6.4.1 Background 

 

Hannah was sixty years old when I started visiting her in D care home, a small, 

sturdy lady who was not shy in sharing her opinions. I had known her, and her sister, 

for seven years when they lived near the offices of Alba. Hannah was taken to 

hospital with an infection in early 2006 and remained there for seven weeks as her 

sister was too ill for her to return home. It was here that dementia was diagnosed. 

After the intervention of her intellectual disability clinical psychiatrist, she was 

placed in D care home at the other side of the city. D was a large, privately owned 
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care home facility of six units, each with fourteen beds. It was a purpose-built 

premises situated on the outskirts of the city centre. Units were on the ground and 

first floor with three units (similar to wards) on each level. During the research 

period staffing appeared consistent with little turnover evident. The day-to-day 

running of the unit is the responsibility of a nurse manager with care assistants also 

on duty. In Hannah’s unit, a minimum of two assistants were on duty at any time 

during my visits, both male and female. Hannah and I met thirty-three times between 

2006 and 2009 with visits lasting between thirty and a hundred and ten minutes. 

 

Hannah lived in an en suite room on the first floor. Her unit, as with the others, was 

accessed via a locked door from the central landing. On entry for my first visit, I was 

taken though a staffed entrance upstairs to the unit where Hannah was living. This 

was termed the unit for ‘challenging behaviour and intellectual disabilities’ and was 

accessed through a locked door with a key pad. I was taken to the nurses’ station to 

introduce myself. I passed along a dining area on the left hand side of a long corridor 

with a lounge area opposite on the right hand side. The long corridor leading to the 

nurses’ station contained the residents’ rooms on either side. Two doors displayed 

handwritten names on pieces of paper. One had a photograph stuck to it, although it 

seemed to be a photograph of the lady at that time rather than the recommended 

younger photograph that a person with dementia may more readily recognise. Small 

framed prints were positioned quite high on the wall along the corridor, with pictures 

of flowers and country scenes. The notice board in the corridor had staff names on it, 

all in writing with no photographs.  
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6.4.2 Accommodation setting 

 

On my first visit the nurse took me to Hannah’s room while she went to collect her 

from the lounge area. Her single room had three soft toys on the bed, the room was 

very tidy with few personal effects and the décor was the same as the corridor. There 

were small ornaments on the window ledge and a musical box on the bedside table. 

A single chair was placed underneath the television; this was very high on the wall in 

a corner of the room. It was not positioned so that it could be seen from either the 

chair or bed. Hannah walked into the room herself, although was helped by a nursing 

assistant who told me that Hannah had gained weight since she had moved from the 

hospital.   

 

Before and after each visit Hannah was always seated in the lounge area. This was a 

large room with seats around the outside. After a few visits I noticed that residents 

appeared to have their own seats and were always in the same place, some became 

distressed if another person sat in ‘their’ chair. The television was always on in a 

corner although was rarely watched and at times had something on top that covered 

part of the screen. For example, at Christmas a reindeer soft toy whose legs dangled 

down obscuring the view, although despite this it was always turned on. No activities 

were present, although one resident had a doll that she always carried and spoke to. 

 

In July 2008 and January 2009, when I was shown to Hannah’s room to wait for her, 

the radio was playing loud, modern dance music. I assumed that this had been left on 

by care or domestic staff. When staff bought Hannah to her room they left the radio 
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on, appearing not to notice it, which suggested that this may be a common 

occurrence. Hannah’s room was the first in the corridor, the furthest away from the 

nurses’ station and almost opposite the lounge so the noise from here was heard very 

clearly. Equally loud was the noise from the dining room through the wall and the 

corridor outside, where I was frequently able to overhear dialogue. 

 

May 2007 

Staff member:  [Shouting] Stop that. 

Resident: No I’m not. 

Staff: Yes you need to sit down. 

 

February 2008  

Staff to Resident A: [Shouting] Stop walking up and down the corridor, go and sit 

down and watch telly.  

 

October 2008  

Staff: Have a seat M until everyone finishes their meal [Considerable noise heard 

after this as M was made to stay in the dining room]. 

 

May 2009 

Resident C: Where’s John, when is he coming, where’s John, when is he coming, 

where’s John, when is he coming [Distressed]. 

Staff: [Loudly] I have told you C, he died three years ago. 
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Hannah’s eyes and skin caused me concern, her eyes were ‘sticky’ and she had very 

dry skin. Between January 2007 and July 2009, Hannah did not leave the unit or the 

care home, she did not go outside or benefit from direct sunlight or fresh air.  

 

6.4.3 Experiences in care setting 

 

Hannah’s relationships with staff were noted as being functional. In December 2008, 

I sat with Hannah in the lounge whilst nursing assistants brought in mugs of tea 

which were placed on low tables for some residents, including Hannah. The nursing 

assistant put plates down with slices of melon; some residents were given a fork, 

some were not. 

 

Researcher: Cup of tea time I think, would you like a drink? 

[Field notes: Hannah looks at the mug but does not attempt to reach it]. 

twenty seconds 

[Field notes: Hannah smiles and lifts her fingers to her lips as if trying to eat but has 

no food in her hand. She appears confused and licks her fingers, putting her fingers 

in her mouth and sucking them]. 

Researcher: Would you like some help? 

[Field notes: Researcher picks up mug and slowly takes it to Hannah’s mouth where 

she opens her mouth for it and takes a small drink. Hannah looks at melon and 

makes pincer movement with her fingers whilst hand is in her lap then puts fingers in 

her mouth again]. 

Staff to Researcher: Would you like a cup of tea? 
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Researcher: No thanks. 

 

The care assistant continued to give out slices of melon, no one is given any help to 

eat and only one of the thirteen residents in the room picks up the melon and eats 

with their hands. Hannah continues to make pincer movements and makes the action 

of eating from her hand but does not pick any food up. 

 

Researcher: Can I help? 

[Field notes; Hannah smiled at researcher and held out her hand. Researcher broke 

melon into smaller, bite size pieces and offers this to Hannah on a fork. She opens 

her mouth and accepts it, sucks and chews the melon then looks for more by opening 

and closing her mouth and putting her fingers in and sucking them again]. 

 

I continued to feed Hannah for twenty-five minutes during which time she ate two 

slices of melon after it was broken up and took a few sips of tea. Throughout this she 

held my hand very tightly. The care assistant re-entered the room and started to clear 

away dishes. 

 

Staff: Have you finished? [To another resident who has not started eating, her plate 

and mug was removed]. 

 

The resident who had eaten was offered more but the plates were taken away from 

those who had not. One resident tried to pick up the melon but kept dropping it. The 



188 

 

care assistant asks if she wants her ‘pineapple’ (it was melon) and the response was 

‘I can’t’. 

 

Staff: Oh well never mind. [Takes plate away]. 

 

The care assistant came to Hannah and picked up the mug to help her drink. Hannah 

is expecting food, not liquid, and she spills the drink from her mouth, startled. The 

staff member wiped it roughly with a tissue and took the mug away, although it is not 

finished and I was clearly helping Hannah.  

 

Staff: Do you want some more Hannah? [No answer so her plate is taken away] 

 

Hannah and I sat in silence among the noise of the lounge with the TV loud and 

dishes being clattered onto a trolley as it was wheeled around.  

 

Researcher: Was that good? 

[Field notes: Hannah smiled and kept a tight hold of my hand. Even when I made a 

move to leave after another twenty minutes, Hannah was keen for me to stay. A 

different staff member came around to wipe everyone’s mouth whether they had 

eaten or not, she would not be sure of this as she had not seen]. 

 

One of the nurses spoke in an overly loud voice which caused some residents to pull 

back in alarm. The care assistants spoke more quietly, but to each other and often not 
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in English. They delivered the mugs of tea and soft drinks and cleared up again 

afterwards. No preference was requested and no cups were available. 

 

6.4.4 Communication 

 

Hannah did not speak although looked at me curiously when I entered the room for 

our first meeting in March 2007. I was unclear if she remembered me from her 

previous visits to Alba.  

 

Researcher: Is it alright if I sit and talk to you? 

Hannah: Show me [Reaches to my handbag on the floor beside me]. 

[Field notes: I passed my handbag to Hannah and she tried to open it, Hannah 

laughed and sang to herself, humming rather than using words. She passes the bag 

back to me]. 

Hannah: What’s that? [Looking at my notepad]. 

Researcher: Paper [Holding it towards Hannah]. 

 

Hannah continued to sing and tap her hands and feet to her own tune, leaning 

forward in her chair and appearing interested in what I might say or do. She was very 

tactile, stroking and touching my arm and hands. She then became interested in the 

bag, which she initially thought was a dog before recognising it when she moved 

closer to it. 

 

Hannah: Woof woof, that’s a quiet one. 
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Hannah: That one. [Points at my bag and beckons it to go closer to her]. 

[Field notes: I move the bag closer and she laughs]. 

Hannah: It’s a man’s [Laughs]. 

[Field notes: Hannah picks up my bag which has short handles unlike her own bag 

which is over the back of her chair].  

Hannah: I cannae (cannot) get it open [She fiddles with decorative studs as if trying 

to turn them. I show her how to open it]. 

Hannah: Ooh ooh [looks excited, sits forward in her seat and looks in bag]. 

Hannah: Smashing.  

[Field notes: Hannah carefully removes everything from the bag, inspects and 

strokes it and puts everything back again, then leans forward and pats my knee]. 

 

The bag became the focus of our meetings for over a year, with Hannah always 

asking for it by holding out her arms and pointing, she would then put it over her arm 

proudly and look inside. During the first six months, Hannah also had her own bag 

which she took with her back to the lounge when I left. In November 2007, I noticed 

that this was missing; staff did not know where it was. Later that month I returned 

and left her a bag, this had also gone by my next visit and was not seen again.  

 

On one visit when I entered Hannah’s room it was very cold, it was a windy day and 

the window was open. 

 

Researcher: Are you cold Hannah? 
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[Field notes: Hannah held out her hand to me, she didn’t speak but had ‘goose 

bumps’ on her arms. I closed the window]. 

 

Hannah was not able to communicate her feelings such as warmth or cold and I came 

to realise that she was not able to verbalise pain either. In July 2007, Hannah was 

sleeping in the lounge when I arrived. I told the nursing assistant that I would return 

another day but he woke her up. Another staff member was called; they took an arm 

each and lifted her to her feet, then pulled her to her room. Staff spoke to each other 

in Polish while they did this. Hannah looked confused and disorientated when she 

was placed in the chair in her room. She held her hand out to me which I took and we 

sat silently for one minute two seconds until Hannah’s breathing became quieter and 

less flustered. 

 

Researcher: Is it okay if I stay a while? 

[Field notes: Hannah holds my hand tight and laughs, a deep, loud laugh]. 

[Field notes: Hannah sighs] 

Hannah: Right [Laughs and taps her leg singing a song] da da da dai dai da. 

[Field notes: Hannah holds her stomach, yawns and looks around the room]. 

Researcher: Does your tummy hurt? 

[Field notes: Hannah yawns and pulls down cardigan over stomach]. 

ten seconds 

[Field notes: Hannah unintelligible]. 

Researcher: What did you say Hannah? 

[Field notes: Hannah taps the chair arm and hums a tune, hand still on stomach]. 
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This was not the only time that Hannah appeared to be in pain although did not 

verbalise it.  

 

By summer 2008, Hannah was increasingly difficult to understand verbally and made 

noises rather than speaking words. She continued to laugh and smile, but equally 

clearly made it very obvious if she did not like or want to do something by pulling 

away and saying the one word that she still used ‘noooooooooo’ in her deep, loud 

voice. 

 

Staff: Could she talk when she was a wee (young) girl? 

Researcher: [Surprised] Yes, she could talk when she moved in. 

[Field notes: Care assistant looked at me, didn’t say anything]. 

 

The usual procedure for visits was for staff to tell me to go to Hannah’s room and for 

them to bring her to me.  

 

Researcher: Hannah, how are you? 

Staff: She’s fine, she’s fine. 

 

From February 2009, Hannah was in a wheelchair, on one occasion she appeared 

distressed when she was wheeled to her room to see me.  

 

[Field notes: Hannah inaudible, high pitched noise]. 

Researcher: Hello Hannah, it’s Karen. 
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[Field notes: Hannah peers towards me, doesn’t seem able to focus well, squints, not 

wearing glasses. Slumped on one side in chair, doesn’t look comfortable].  

 

Hannah looked uncomfortable in her chair, but did not like it if I reached towards her 

to help her, as she always flinched. We sat quietly after the first few minutes when 

Hannah was initially quite noisy. My concern was that she may not have understood 

that I was there, especially in terms of consent. Although she was visibly relaxed in 

my presence and held my hand, it was the response to other questions or statements 

that affirmed her awareness of me. 

 

Researcher: How are your teeth? 

[Field notes: Hannah opened her mouth and leant towards me]. 

 

As time passed, and Hannah’s dementia progressed, I was unsure if she would 

remember or maintain her interest in bags although this proved unfounded.  

 

Researcher: Hannah would you like the bag? 

[Field notes: Hannah inaudible - high pitched but not distressed, calm and smiles 

then screeches loudly, takes bag, strokes it]. 

Researcher: [Calming voice] That’s okay. 

[Field notes: I held out my hand to Hannah which initially caused her to flinch and 

pull backwards in her chair, starts shrieking when noise is heard from the corridor. 

She then reaches out to me and takes my hand]. 
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Hannah remained interested in the bag for the duration of the visits, finding it 

relaxing and she appeared to enjoy touching it as she stroked the outside. For the last 

four months of my visits she stopped trying to open it and look inside, or remove 

contents, and appeared satisfied to just hold it.  

 

Researcher: Are you okay? 

[Field notes: Hannah looks at researcher]. 

Researcher: Do you want your glasses?  

[Field notes: I cleaned and passed glasses, Hannah moves them towards her nose 

then stopped; I help guide to put them on, Hannah smiles then laughs. Hannah holds 

bag with two hands now tightly to her body, shrieks but not loud or distressed].  

seven seconds 

[Field notes: Hannah inaudible speech, laughs loud]. 

Researcher: Is it funny? 

Hannah: Aye (yes). 

[Field notes: Laughs and shrieks at same time, continues laughing and holding bag]. 

Researcher: That’s better isn’t it? 

[Field notes: Hannah laughs, inaudible speech, tries to speak but can’t form words, 

makes noises, not all shrieks but the tone and pitch is of a sentence without words as 

if trying to speak or sing. While she does this she pushes very hard on my hand and 

looks directly at me as if imploring me to understand].  

 

It was apparent that the shrieking reduced, and then stopped altogether, after I had 

been there a while sitting quietly with her. Singing proved calming to Hannah and we 
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often sang together. She continued to join in although often with noises rather than 

words, not something that would have been identifiable to the casual listener. She 

held my hand during this time and at times hummed her own tune although very 

briefly.  

 

6.4.5 Relationships and observed interactions 

 

Although I did not seek to include staff or family as part of this research, I noted 

interactions that occurred naturally. One example was in January 2008 when I went 

to see Hannah as her sister was visiting at the same time. Both were in the day room 

and scones were being put in front of residents with a small amount of jam next to 

them. Hannah’s sister knew me from their regular visits to Alba and had completed a 

questionnaire in Stage One. 

 

Sister: I looked at a magazine you (the researcher) gave me once, one of the things 

said no white food on white plates because you can’t see it. 

Sister: Do you want it? [To Hannah pointing to the plate]. 

Sister: A bite, take a bite. 

Researcher: Maybe she needs a bit of help. 

Sister: What do you mean, she doesn’t need help, she can do it if she wants. 

Sister: She won’t want it if she doesn’t take it herself, try and you’ll see [Points to 

scone]. 

Field notes: I broke a small piece of scone and took it to Hannah’s mouth, which she 

opened and moved towards the food. 
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Sister: Well I never, you can do it for her, I never knew to do that. I just thought she 

would feed herself if she was hungry. You carry on hen (Scottish term of 

endearment). 

 

I continued to offer food, which Hannah accepted, and tea, which she did not want, 

without speaking. Her sister tried to chat to Hannah at the same time, keen to tell her 

about, and show her, the Christmas cards they had been sent.  

 

Sister: Look at the wee (small) snowmen, where is the envelope from this one 

Hannah, can you see it? 

 

Hannah focuses only on the food, after she has eaten enough she reaches over for my 

bag which she cannot reach on the floor. I pass it up to her; she laughs and holds it 

tight. Hannah leans forward towards me and makes unintelligible noises, smiles and 

laughs out loud. 

 

Sister: Oh what’s she saying? 

Researcher: I’m not sure. 

Sister: Oh jings, well you seem to be getting on with her. 

[Field notes: Hannah leans to me again and laughs out loud. Hannah’s body 

language is as if we are having a conversation, but without words]. 

Sister: Oh she does this a lot with you, it’s the most I’ve heard her come from her 

mouth. She is trying to chat with you. 
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[Field notes: Staff member takes the scone away although it is not finished and she is 

still being helped to eat. Hannah lets go of the bag and leans toward researcher 

(inaudible)]. 

Sister: Well I never get that much from her (appears a bit resentful), well she’s doing 

it again, why doesn’t she do it for me? I’m only her sister after all. 

 

I said my goodbyes and left at this point to allow them time together. This 

highlighted for me the importance of meeting basic needs such as eating and drinking 

and of meaningful activity, which for Hannah was the bag. This seemed more 

important than family news for Hannah at that stage in her illness, something that her 

sister had not been prepared for. Her sister still wanted to chat generally in the way 

that she would have done previously. 

 

When I arrived in early 2009, I was later than my usual afternoon visit and the 

evening meal was about to be served. I said I would return later, but was invited to 

go to Hannah’s room and help her to eat. 

 

Nurse: You can wait or you take her to her room if you want. 

Researcher (to Hannah): Is that okay? 

Nurse: If she needs help. 

Researcher: That’s okay I can help her but only if Hannah is okay with having her 

dinner in her room. 

Nurse: Yes it is okay but you will have to feed her if she needs help. 

Researcher: Hello Hannah, is it okay to eat in your room? 
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[Field notes: Hannah smiled at me and held out her hand]. 

 

Hannah noticeably lost weight since I first started visiting her and looked frailer 

towards the end of the research period; at times she was escorted in by two staff and 

was unsteady on her feet, at other times she was pushed in a wheelchair. On this 

occasion, an apron was put on her and the food was brought through, macaroni 

(white) on a white plate with a spoon. Hannah made no attempt to touch the food or 

make a pincer movement. I noticed that Hannah had dried food on her face from 

earlier in the day. I touched her hand when she was looking in the other direction and 

she flinched and pulled away startled. The nurse told me that after recent speech and 

language therapy input Hannah now had her food thickened; the consistency helped 

her to swallow rather than choke.  

 

Hannah put her finger in the food and then in her mouth, when I offered food on the 

spoon she opened her mouth for it. In between portions she continued to put her 

finger in the food and then in her mouth.  

 

Researcher: Good girl. 

[Field notes: Hannah inaudible, chews slowly, she only has a few teeth]. 

 

I continued to feed Hannah or help her to drink on every visit. The staff appeared to 

associate me with this and assumed that I would help her. This time, which could last 

up to eighty-five minutes, enabled us to continue interacting over the meal or snack 

time. I learned to anticipate, and understand, Hannah’s reactions to food and drink to 
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know when she wanted more, or wanted to change from one to the other. It was also 

a time when Hannah relaxed and tried to chat.  

 

[Field notes: Hannah making noise although in a ‘singsong’ way as if speaking a 

sentence but without words, relaxed and not looking for an answer]. 

Researcher: Are you having a blether? (chat). 

[Field notes: Hannah laughed loudly]. 

 

Staff regularly called into the room to remove dishes before we were finished. On 

one visit in April 2009, the communal mealtime had ended in the dining room forty-

five minutes before Hannah had finished eating with me in her room. My visits 

regularly lasted more than one hour. During the last seven months each visit began 

with Hannah initially continuing to shriek a lot when staff brought her into her room; 

she gradually became quieter and calmer until she made attempts at conversation, 

albeit without words. Equally, she was content to sit quietly holding my bag or 

holding hands. Her body language and quieter conversational tone, with noises rather 

than words, also reassured me that she was happy for me to be there.  

 

6.4.6 Reflections 

 

The loud, shrill noises that Hannah used may have disturbed other residents or been 

seen as inappropriate by others. I came to realise that they were always during 

attempts at communication or conversations; they were accompanied by facial 
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expression and in a tone that conveyed her emotions. I was not initially aware of this 

until I transcribed the recordings and combined this with field notes. 

 

Despite Hannah being the least verbal of the three participants, she was the one that 

caused me the most extreme emotional reaction. For example, when I first witnessed 

food being removed with no attempt to help her to eat I tried to keep my emotions in 

check. I was very mindful of my role as a researcher and I felt unsure of what to do. 

Gradually, I gained confidence in my role in the knowledge that trust and 

communication between Hannah and me had become an integral part of our 

interaction. This was beneficial to Hannah as a research participant, although never 

was the isolation experienced by one of the participants more evident than in my 

observations in D care home, ironically the setting with the most support in terms of 

numbers of staff. 

 

Hannah remained placid and calm when sitting with me, and I smiled and held her 

hand gently despite inwardly being angry and upset at the care she was receiving. 

The lady who loved carrying her handbag, enjoyed singing and had a deep, raucous 

laugh was being overlooked, and frankly ignored, by her carers in terms of her 

individual needs for communication, social contact and activities. I found this 

equally distressing when transcribing the sessions and reading my field notes. This 

was in the uncomfortable knowledge that this was Hannah’s reality on a daily basis.  
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6.5 Summary of findings 

 

As highlighted in Chapters Four and Five, the exploratory nature of my research led 

to flexibility and synthesis in my methods of collecting the data.   The reports of my 

observations of three individuals who had Down syndrome and dementia give insight 

into their experiences after their diagnosis of dementia. The case studies reflect each 

person’s struggle to make sense of what was happening to, and around, them. 

Despite the differences in method of communication and location of care, the ability 

of the participants to share their experiences and give insight into their feelings was 

clear.  

 

A key contribution of the individual case studies within this thesis has been to further 

understanding of the extent of unrecognised need among people with Down 

syndrome and dementia. Each participant was interacting with me, and those around 

them, from the perspective of a person with Down syndrome, not a person with 

dementia. This was alongside significant health and cognitive changes, but without 

an awareness of why these changes were being experienced. Attempts to ‘fit in’ or 

communicate as a person with Down syndrome would be meaningless, as the wider 

discourse around dementia, known by others, had already contributed to the process 

of marginalisation and exclusion.  

 

This chapter has starkly highlighted experiences both contextually in different care 

locations, and temporally, to highlight the individual experiences of participants. In 
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the following chapter, I discuss commonality in these experiences based on cross 

case comparison of emerging issues.     
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CHAPTER SEVEN 

DISCUSSION 

7.1 Introduction 

 

Based on my analysis of cross case experiences, this chapter discusses five 

conceptual and practice emerging themes from the case study reports. These themes 

are the lack of a shared diagnosis, the extent of evidence of sense of Self, the 

importance of relationship-centred care, my observations of the role of staff and the 

role of adapted communication.  The impact of each has been to contribute to the 

overall experience of the participants as being one of further marginalisation. Firstly, 

I discuss each theme in relation to the three participants and to my earlier literature 

review. I then consider how, in the context of my findings, the social model of 

disability (Oliver, 1996) is not being fully applied to the situation of people with 

Down syndrome and dementia. Throughout the chapter, I raise concern at the 

potential for the institutional nature of life observed in the care home to be replicated 

in other accommodation settings and highlight areas in which further research is 

required. 

 

7.2 Impact of the lack of a shared diagnosis 

 

The first area of commonality to be addressed is the impact of the lack of awareness 

of the diagnosis of dementia. Early in the research process it became apparent that 

none of the participants were aware of their diagnosis, or why they were 
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experiencing changes. However, by looking for commonality I noted a range of 

opportunities where an explanation, if not sharing the diagnosis using the word 

‘dementia’, may have been appropriate. I witnessed increased frustration evidenced 

through Andrew’s lack of word finding and Hannah’s shrieking as she lost the ability 

to form words, suggesting that dementia was impacting on both, although neither 

were aware of why. Lucy and Hannah were not able to explain, or talk about, any 

mechanisms used to cope with the changes they were experiencing. Indeed my 

observation of Lucy was of a passive acceptance of her situation. Andrew was the 

exception as he admitted that he had bought the teddy bear for companionship, 

knowing that he had become increasingly lonely. However, he did not associate this 

loneliness, or the loss of ability to use his central heating system or telephone with 

his own failing health. Instead, he struggled to maintain the tenancy that he had 

fought so hard to get, without understanding that there was a reason for these 

changes that was outwith his control.  This partially replicates Lloyd et al.’s (2007) 

findings that people with Down syndrome and dementia were affected by the 

response of those around them, although participants in my research did not appear 

to be aware that there their physical health was changing as Lloyd et al. suggested.  

 

Whilst societal perception was of people with Down’s syndrome who also had 

dementia, each participant could only view themselves based on the existing stigma 

associated with having Down syndrome. This resulted in the transference of the 

process of marginalisation experienced in wider society due to having Down 

syndrome, into Andrew, Lucy and Hannah’s individual, and at times 

institutionalised, experiences of care. My observation was of increased isolation and 
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increased silence, not only literally as witnessed when Hannah stopped speaking and 

interacting with staff, but also silence by being ignored. This was noted with Hannah 

at mealtimes when she was not assisted to eat. It was observed again with Andrew, 

where there was a belief that he would be able to maintain his living skills and 

manage his accommodation to the same extent as previously. Lucy was living in a 

group home with others who had no knowledge of her condition.  

 

It raises a question originally asked by Hubert and Hollins (2000), which still 

requires further investigation in research. This is whether shared accommodation 

with a small number of others with an intellectual disability, who do not have 

dementia or knowledge of dementia, is a more or less favourable option than moving 

to a care home with others who have dementia, but are significantly older. Having 

observed at first-hand the experiences of participants in an older people’s service and 

in intellectual disability services, I suggest that intellectual disability services may be 

in the best position to co-ordinate future care, due to the fundamental basis of their 

work across the lifespan of the person. Such services are most likely to have contact 

with the person before diagnosis. This avoids introducing a potentially younger 

person with Down syndrome and dementia to an older persons’ service where staff 

have little, or no, knowledge of intellectual disability or potentially of dementia. 

  

Although I sought participants for whom a diagnosis of dementia had been made in 

the previous two years, the rate of deterioration in physical health and verbal 

communication in both Lucy and Hannah suggested that they may have been at a 

more advanced stage when their diagnosis was made; alternatively their progression 
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may have been more rapid. The difficulty of making a diagnosis of dementia in 

people with Down syndrome has been discussed in Chapter Two. It is not possible to 

know if, had I met the participants earlier, more coping strategies would have been in 

evidence. I was informed that Lucy had chosen to stop attending her day centre 

which is consistent with an increased tendency to withdraw among people with an 

intellectual disability when faced with a situation that becomes too demanding 

(Hastings and Remington, 1994). It raises the question of how to address the issue of 

further marginalisation if someone is not aware of their diagnosis.  

 

A challenge in dementia care generally is to provide appropriate post-diagnostic 

support and promote awareness that everyone is entitled to know of their diagnosis. 

A cultural process that addresses wider inequality is needed in order to acknowledge 

the human rights of people with Down syndrome to receive their diagnosis, as part of 

accessing appropriate support and treatment. ‘Top down’ rhetoric is needed for 

specific policy development and communication through all levels, but also a 

‘bottom up’ approach based on actively involving people with Down syndrome; an 

overlapping of concepts as referred to in Chapter Two.  

 

Each participant had a safe environment in which to live and be supported by staff.  

However, closer investigation using the Alzheimer’s Society (2012) definition of 

positive well-being in people with dementia suggests something different in relation 

to individual relationships. Key factors contributing to well-being are reported as: 
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• Exercise and mobility: 

Only Andrew remained mobile; Lucy quickly became immobile after she 

stopped attending the day centre and soon used a wheelchair at all times, 

Hannah did not ever leave the care home and had to be helped to move by 

two staff members. She also used a wheelchair by the end of the research 

period.  

 

• Eating well: 

Andrew’s diet became extremely limited whilst Hannah was not fed at all on 

occasions. I also witnessed her extreme weight loss during the research 

period.  

 

• Dealing with hearing and sight problems: 

Andrew showed me letters detailing regular podiatry and hearing 

appointments. Hannah had glasses in her room but I did not ever see her 

wearing them. Lucy always wore her poorly fitting glasses during my visits 

and held items close to her face to see them. She responded positively when I 

increased the size of the pictures, suggesting that the smaller ones had been 

problematic for her.  

 

• Healthy teeth and gums: 

Other than the sign on Andrew’s fridge door to ‘remember his feet and teeth’ 

I was unaware of any intervention, as the appointments he showed me were 

not for a dentist. I did not know how often, or if, Lucy visited a dentist. 
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Hannah had teeth removed, with no false teeth as replacements. I remained 

unclear as to why this had happened although staff indicated that she may 

need more taken out at a later date.  

 

• A good night’s sleep: 

Lucy and Hannah regularly fell asleep during the day although I was not 

present at night-time to observe how well either slept. Andrew openly spoke 

about his lack of routine and that he often stayed up overnight watching 

DVDs which left him tired during the day, sometimes falling asleep at 

college.  

 

• Keeping warm: 

Whilst the temperature in the group home and care home was regulated by 

staff, Andrew had the opposite problem. His heating remained on during the 

summer meaning that he experienced the other extreme of temperature; 

known to encourage sleeping and inactivity.  

 

• Mental well-being: 

Feeling valued is as important as physical health. I did not observe 

participants being included or asked for their opinions although, as I discuss 

later in this chapter, the ability to do so was still present. Staff spoke fondly to 

Lucy suggesting a warm relationship. Interaction with Andrew was not 

observed and in the care home with Hannah it was noted as being abrupt and 
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brusque.  Mental well-being requires positive activities and stimulation, 

which was least evident for Hannah. 

 

All of this suggests that the impact of not having information about their diagnosis 

may be more significant than initially appeared, both for the participant and for those 

who provided support. Despite day to day experiences not being formed by 

knowledge of their health condition, Kitwood (1997, p.82) found that when a person 

with dementia did not have their individual basic needs met, whether in terms of 

attachment, inclusion, information, or the issues included above, the result was 

‘depersonalisation’. This is a process that placed each participant in a negative 

position, creating withdrawal and social isolation. Whilst it has been most commonly 

written about in connection with institutional environments and dementia in older 

people generally, my findings have shown that this process of depersonalisation was 

evident among the participants with Down syndrome and dementia. This is 

consistent with a social constructionist approach when labelling is applied at an 

individual level to explain behaviour viewed as difficult. It was my observation that 

depersonalisation was due to the failure of others to recognise individuality, or 

support the recognition of retained identity. A lack of understanding of changed 

behaviour in people with dementia often leads to the label of ‘challenging’ without 

an understanding of what may constitute the norm for that individual. For example, 

Hannah was reprimanded by staff for taking someone else’s handbag from the 

communal lounge area which caused her distress. Yet, as I learned through 

developing a relationship with her, in Hannah’s sense of reality handbags were not 
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only an important feature, they were also an aid to communication and a means of 

social engagement with others.  

 

On reflection, talking to the person with Down syndrome about dementia should be a 

primary consideration. This should not be viewed as an isolated discussion, but as an 

ongoing process. How it is shared should be based on the capacity of the individual 

to understand. This may mean that the word ‘dementia’ is not used, but instead an 

explanation given of the changes being experienced. Diagnosis may be made after 

dementia has already progressed in people with Down syndrome, but I believe that 

the post-diagnostic stage should still be seen as a crucial stage in future planning, as 

it is with older people generally. The diagnosis, or explanation, should be shared 

using consistent terms and a pictorial passport, or similar use of pictures or signs, if 

the person is familiar with this.  

 

Currently, there is limited guidance on how to explain dementia to people with Down 

syndrome. The shortage of information available for staff and family carers increases 

the potential for stereotyping at an individual level.  Until information is shared 

about the diagnosis of dementia, we are unable to position people with Down 

syndrome and dementia as an authority on their condition (Albrecht et al., 2001). 

This lack of sharing information about dementia with people with Down syndrome, 

if not the diagnosis itself, is a position that I am no longer able to defend having 

observed the impact that this had. If participants had an awareness of dementia I 

would also have evidenced a more typical phenomenological approach to 

understanding experiences, which seeks intentionality, or how far the individual is 
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conscious of something in relation to themselves. In reality, this remains an area of 

research that is still needed.  

 

Among the general population there is recognition, in the early stages of dementia, 

that a diagnosis does not automatically mean that the person is unable to make a 

decision (Wenger, 2003) and indeed it is recommended in research literature, policy 

and guidance that communication is adapted in order to support this process (WHO, 

2010; Whitlatch et al., 2006; Scottish Government, 2010). My findings show that this 

has not been extended to people with Down syndrome and dementia, despite 

awareness of the opportunities created in the general population.  The second 

emerging issue from my cross case comparison relates to the emergence of 

relationship-centred care. 

 

7.3 Importance of relationship-centred care 

 

Coming from literature on chronic illness, rather than intellectual disability or 

dementia, is the notion that personhood is best understood in the context of 

relationships, with an appropriate balance needed between dependence, 

independence and interdependence (McDonald, 2005). Whilst an approach focusing 

on relationships may be a new way to support people with Down syndrome and 

dementia, it is not new to dementia care where Kitwood (1997) first emphasised its 

importance as part of his person-centred theory. He saw it as important in reducing 

the impact that I also observed of isolation and disempowerment, whilst being crucial 

in recognising retained ability.   
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Nolan et al.’s (2006) development of this relationship-centred approach into a 

‘senses framework’, as introduced in Chapter Two, may have more to offer for 

people with Down syndrome as dementia progresses. Although developed as part of 

an approach to caring for older people, it maintains that the person, their family and 

those who provide paid care should all experience relationships that enable a sense 

of: 

 

• security; 

• belonging; 

• continuity; 

• purpose; 

• achievement; 

• significance. 

 

This recognises the role and experiences of those providing, in addition to receiving, 

care. My findings suggest that for people with Down syndrome and dementia it may 

also be relevant to add a fourth element, that of friends (or a partner) who, depending 

on circumstances, may have had a longer, or more regular, relationship with the 

person than some of their family members. This will require a cultural change among 

intellectual disability services where the focus is typically on maximising 

independence in the long term, as observed with Andrew.  I urge caution about this 

area of support typically viewed as good practice with people with intellectual 

disabilities; maintaining and supporting independence as a long-term goal. Instead, a 

person-centred approach should focus on maximising existing skills, rather than 
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supporting new ones after a diagnosis of dementia. This was evident in Andrew’s 

situation where he struggled with some daily living skills. Due to ill health, Hannah’s 

sister became less able to visit her yet no one took on this role to support Hannah. As 

a result, she did not experience the above ‘senses’ in the care home. Whilst it is not 

possible to say what Lucy’s relationship with her fellow tenants may have been had 

she not had dementia, I took note of those I met at her funeral who identified 

themselves as friends from her previous accommodation. I spoke to many who 

identified themselves as her friends, although they had not seen her since she moved. 

Three had known Lucy for the twenty years prior to her first move, as they had lived 

in the same long-stay hospital before their discharge. They were not aware of why 

she had moved, only that they did not see her anymore.  Their talk of shared 

activities, and the photographs that supported this in her albums, suggested that Lucy 

had previously enjoyed social relationships with others. Whilst reduced contact with 

others may have been Lucy’s choice, her interaction with me suggested that this was 

something that she still enjoyed. It may have been that Lucy would no longer have 

recognised her friends as her dementia progressed, although having known them for 

a long time may have made a difference. To maintain the friendship would have 

required a proactive role by staff after her move, which was not observed. As this 

importance of relationships was identified by participants, and noted as part of my 

observations, I suggest that research is needed to further investigate the importance 

of maintaining relationships and a relationship-centred approach for people with 

Down syndrome and dementia. 
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7.4 Evidence of sense of self  

 

As a result of my interactions with each participant, and by directly comparing their 

experiences, I witnessed the extent of the notion of Self (Sabat, 2002) in each 

individual, something not previously recorded in research literature about people 

with Down syndrome and dementia. Based on my findings, I suggest that the 

increasing lack of verbal narrative did not result in a loss of Self. This reflects the 

same findings as people with dementia in the general population (Kelly, 2010).  

 

I noted through visual observation, in addition to verbal interaction, that all three 

participants expressed Self 1 (the concept of I) by locating themselves in relation to 

me, for example by showing a preference for what we did. This reflects their point of 

view, and the use of first person expression indicated responsibility for actions. For 

example, if communicating verbally this was through the use of ‘I’ or ‘me’ or the 

physical action of taking something. Sabat maintained that Self 1 remained evident 

through to the advanced stages of dementia. This was evident with Lucy who 

continued to associate my visits with looking at pictures until the end of her life, and 

long after she became unable to communicate verbally. Visually, Self 1 was evident 

in the response that greeted my arrival as I was greeted with smiles or a hug. As this 

was followed by an appropriate interaction as Lucy looked for the pictures, I was 

satisfied that this response was specific to me, rather than the welcome given to all 

visitors.  
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Self 2 (insight into physical or emotional attributes) was evidenced through the 

participants showing positive or negative characteristics about themselves. All 

participants expressed pleasure, pride or annoyance to varying degrees. In some 

instances this was non-verbal, whereas Sabat evidenced Self through verbal means. 

Andrew took pride in reciting footballs scores and showing me his college 

achievements, Lucy in ‘getting it right’ when we looked at pictures and Hannah in 

exploring my handbag and sharing the contents with me. I was able to reflect on how 

easy it would have been to overlook Self 2 without knowing the individual well, or 

spending time with them. Small details were recorded in my field notes that 

supported Self 2; Lucy touching her head when I admired her hair and Hannah 

opening her mouth when I asked about her dental treatment.  Andrew was able to 

verbally express Self 2, for example becoming upset when talking about his dad’s ill 

health. His own frustration at his increasing lack of word finding is further evidence 

of Self 2.  

  

Self 3 (how people see themselves socially; their public and social role) was less 

evident as this required the co-operation of others, evidence of which was more 

limited in my data. During my observations, I did not observe staff creating 

opportunities for Andrew, Hannah or Lucy to express Self 3. Yet, Andrew’s removal 

of the teddy bear to allow me to sit down, Hannah’s ‘conversation’ using noises, 

body language and expressions when in the day room and Lucy taking pride in 

showing other residents that she had a visitor, were all evidence of Self 3. When 

interacting with me, expression of Self 3 was clear in all participants. This was due to 
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the enabling environment I created, where expression and the development of a 

relationship and communication were supported.  

 

My limited observation of the role of staff was of ‘unrecognised Self’ in the people 

they cared for (Sabat and Harre, 1992). At worst this involved neglectful behaviour 

such as in the care home, at other times it involved withholding information about 

diagnosis and failing to acknowledge individual preferences, even as basic as a 

fondness for handbags. Cohen-Mansfield et al. (2006) showed that a poor recognition 

of the sense of identity in older people generally as dementia progressed led to 

feelings of distress. It is not clear if their research findings were connected to 

participants’ knowledge of their diagnosis, which was not the case for participants in 

my research, although it highlights the needs for individual recognition of identity 

and valuing differences in relationships and interactions (Balandin, 2011). By not 

acknowledging the presence of Self 3, the social construction of their identity and 

individuality became damaged for each person. If staff do not realise that someone is 

presenting themselves in a certain way, or respond appropriately, then the social 

identity of that person is weakened. Continued positioning of the person as incapable 

means that the opportunity will be lost to take meaning from experience and 

interaction. 

 

I have shown that recognising where the person is situated, in terms of their sense of 

Self and identity in relation to others is important. This supports Hulko’s 

intersectionality claim introduced in Chapter Two; knowing where each person is 

located socially within their different identities and their environment. My findings 
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about experiences of Self in people with Down syndrome and dementia are 

consistent with those of Tuffrey-Wijne et al. (2009) when researching the 

experiences of people with an intellectual disability and cancer. Doctors did not 

make an assessment of capacity to understand how the diagnosis of cancer may be 

received by the person with an intellectual disability. Instead, they relied on the 

views of carers over decision making, treatment options and whether to share the 

diagnosis. As a result, interactions were limited in their potential for maintaining or 

improving well-being. The culture change experienced by those supporting a person 

with a diagnosis of cancer can offer potential for the future direction of support. 

Bamford et al. (2004) noted that, in the past, professionals giving a cancer diagnosis 

would typically have been poorly trained and emotionally unprepared.  This has 

changed due to a range of guidance, training and advice for health professionals in 

how to break bad news around cancer, how to communicate with patients and offer 

more compassionate care. The changes recognise that cancer is not experienced in 

isolation; it affects family, friends and peers, similar to Hulko’s (2004) positioning 

on dementia as impacting on shared identities with others.  

 

7.5 The observed role of staff 

 

A further area of commonality was in my observation of the impact of staff. 

Although not directly including staff in Stage Two, I witnessed naturally occurring 

interactions between staff and participants. When transcribing, I was surprised at the 

extent of field notes on this issue suggesting the need for research that includes the 

perceptions of staff. Examples in my research included staff escorting Hannah to her 
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room on my visits, my arrival at the group home and being taken to see Lucy and 

when I observed the weekly timetable that staff had printed, often inaccurately for 

display in Andrew’s flat. Observations suggested that Andrew appeared to be 

supported to live as independently as possible. Signs seemed to be the main visible 

attempts at support by staff, although I was not clear if they were also used prior to 

Andrew’s diagnosis. Although confused at the ‘shower, feet and teeth’ sign on his 

fridge door, Andrew also found it amusing, ‘aye, I’ve still got feet and teeth’ and was 

clearly unsure what the intended message was. In Andrew’s situation, staff did not 

appear to step out of their familiar pattern in terms of support work.  It is not possible 

for me to know if staff were aware of the different approaches required for dementia 

care, or if they lacked confidence in implementing new or different strategies. As 

noted earlier in this chapter, whilst maintaining previous skills is important for well-

being and sense of Self, there also needs to be an awareness of areas where 

additional support is required as skills decline. I had to also consider, as an 

alternative interpretation, that Andrew, in his determination to remain independent, 

resisted seeking further support. I observed areas for all three participants where they 

increasingly relied on staff, something also noted in the general population for older 

people (Clare et al., 2008).  

 

My observations of Lucy’s interactions with staff were limited to moving her 

wheelchair from the lounge area to her bedroom for her meetings with me. When 

staff spoke, they were gentle in their approach and at times spoke to her as if she 

were much younger. This may have been as a result of her illness, or it may have 

been their self-consciousness as a result of my presence. The exception was in the 
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last few months during her end of life care when, although a caring and concerned 

approach was evident, staff spoke across the bed to me, rather than Lucy. She was 

permanently in bed at this point and was noticeably startled on a number of 

occasions when staff moved her to plump cushions and raise her in the bed, without 

first informing her of what they were doing. I was unsure of how familiar staff were 

with providing end of life care; this was reinforced at Lucy’s funeral when two staff 

told me they had not realised how ill she was, or that her condition was terminal.  

 

At times, staff were observed in a way that showed a lack of respect for the dignity 

of participants and threatened their sense of Self, particularly in the later stages of 

dementia when Hannah and Lucy were unable to respond. This lack of interaction, 

even in public areas, suggested a mirroring of their status as a person already 

marginalised by having Down syndrome. This positioning was transferred to their 

care setting. When visiting Hannah in the care home, staff regularly spoke to 

colleagues or to me, rather than directly to Hannah. At times, when speaking to each 

other, this was not in English and instead was in the first language of some of the 

staff, which was not understood by Hannah. The level of English language amongst 

the staff varied, with one staff member repeatedly calling Hannah ‘him’ and another 

answering my question, ‘will Hannah be having any more teeth taken out?’ with the 

response, ‘I think she eats fine’. Whilst staff were undoubtedly busy in such a large 

unit, with high care needs of the residents, a lot of time was spent in the day room 

with only the television as an activity. This was constantly on, even though it could 

not be seen from all seats. When staff were in the day room, I often observed them 
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working at the table rather than engaging with the residents; not an environment 

conducive to developing relationships.  

 

My observations support Caddell and Clare’s (2010) conclusion that the typical 

image of a person with dementia is of dependency and incapacity. This extends the 

‘Othering’ witnessed towards people with a disability generally where labelling and 

stigma appear as a typical reaction (Traustadottir, 2007). An important part of my 

approach was that I had high expectations of the participants, as recommended by 

Goldsmith (1998), contradicting negative stereotypes. This also contradicts the views 

of carers who took part in Stage One, the majority of whom did not include the 

person they cared for in routine decisions. This was further demonstrated in the lack 

of a shared diagnosis. The combination of Down syndrome and dementia appeared to 

create a situation beyond the experience or knowledge of most staff. Although 

including the term ‘double whammy’ (Williamson, 2009) in Chapter Two, I now 

have concerns that this, and ‘dual diagnosis’, when used in relation to dementia in 

people with Down syndrome, will deflect from the individuality and specific issues 

of both conditions, that need to be recognised and addressed.  

 

My observations suggest that, in the right circumstances and with appropriate 

knowledge, staff can transform opportunities by creating an enabling social 

environment; a further example of an area where more research is needed. Whilst I 

am not able to offer comment on why staff did not adapt their communication, 

research literature suggests that this may be a defence mechanism, against something 

that was not understood, or even that was feared. This is seen in the general 
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population when family members of people with dementia emotionally detach 

themselves as dementia progresses (Sweeting and Gilhooly, 1997).   

 

Whilst people with Down syndrome and dementia are now increasingly present in 

society, due to factors identified in Chapter One, my findings suggest that they are 

being ‘Othered’ through a lack of recognition of their specific needs and experiences 

at both individual and policy level, resulting in further social and cultural 

marginalisation. Ang (1996) referred to this as ‘inclusion by othering’ whereas, 

rather than overtly excluding as seen previously, people in marginalised groups are 

now tolerated under the guise of inclusion. This leads to the expectation of 

compliance that I observed in all three care settings, particularly the care home, 

rather than embracing and understanding difference.  

 

Looking to the literature for an understanding of the ways in which people moved 

towards greater independence shows that there has not always been clarity over what 

term independence means. Zola’s (1982) recommendation for people with a physical 

disability was to encompass an individual’s quality of life, taking into account the 

notion of risk. This brought about the change that saw services move from doing 

something ‘to’ a person towards planning and creating services ‘with’ them. My 

research suggests that the same course of action is now needed for people with Down 

syndrome and dementia. Despite the range of changes and developments that, 

separately, services for people with an intellectual disability and people with 

dementia have seen over the intervening decades as shown in Chapter Two, this has 

not extended to people with Down syndrome and dementia. For this group, we need 
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to revise the interpretation of independence, due to the progressive and irreversible 

nature of dementia. The overall premise of person-centred care is still relevant but 

needs to also reflect the changes and increased support needed when a person has 

dementia. In a different context, French and Swain (2004) recognised this asking 

‘what’s so great about independence?’ about people with a physical or intellectual 

disability who felt under pressure to appear ‘normal’ and for whom striving for 

independence could lead to low self-esteem.  

 

7.6 Impact of adapted communication methods  

 

A further area of commonality between cases was the extent to which experience was 

influenced by non-verbal communication and the impact that this had on social 

interaction. At the beginning of the research period, I had expected to follow a more 

traditional route in terms of research methods and methodology. It became apparent 

when searching for research literature that these traditional routes were, in part, 

barriers to including people with complex needs in research. Most relied on verbal 

communication and required a level of cognitive ability that would remain relatively 

intact during the research period. Helped by the longitudinal nature of the research, I 

took time to determine how best to communicate with each person.  

 

Incorporating silences was built into my phenomenological approach where I was 

recording description of events or actions. I was able to adapt my approach so that 

participants were not required to communicate verbally for some, or all, of the 

research period, reflective of Serrant-Green’s framework of incorporating ‘screaming 
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silences’ (2010). The findings support my decision to follow the approach of Giorgi 

(1983) in that phenomenological bracketing, or setting aside my existing knowledge, 

was not practical. My adapted process required confidence in supporting people non-

verbally, for example with Lucy after the first and second attempts at identifying 

appropriate pictures were not successful. At the third attempt, Lucy and I 

successfully started our individualised method of communication by discovering a 

style of pictures that was meaningful for her. Non-verbal communication remained 

important as she would hold out her hand to me increasingly over the period of the 

research. Lucy loved social interaction and this was never more evident than during 

my penultimate visit before she died when she was unable to speak, but still looked 

for pictures. Holding hands and being with her proved a satisfactory means of 

spending time for Lucy who smiled and kept looking at me, holding my hand tighter 

if I moved. Silence also featured in our interaction although Lucy would fill the 

silence with ‘I know ‘on a regular basis. This was always spoken in an empathetic 

way to me as if she was repeating a manner, and tone, that she had herself heard over 

the years. As Lucy’s verbal ability decreased, my observation was of staff not 

looking for a response from her and quickly moving on if she did not reply 

immediately.  

 

The range of non-verbal communication methods used highlighted to me the desire 

of each participant for companionship and social interaction. The reality I observed 

was the opposite. Whilst communication methods had the potential to be temporary 

due to the nature of dementia, my knowledge was gained from the relationships that 

we developed over time. I learnt about the individuals themselves, something that 
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was not temporary, as their personality and temperaments remained throughout the 

research period, even as dementia progressed. As a result, I am confident that I 

empirically grasped some of what each participant was experiencing. Ultimately, 

changing my overall research aim to focus on factors that impact on experience, 

rather than understanding the experience, gave valuable material and information in 

this under-researched area. During the research, I reflected on whether or not the 

experiences I observed may have been different had the participants known of their 

diagnosis, or known that they were ill. Indeed, this may have coloured their 

responses and perhaps even offered a more negative outlook, mirroring society’s 

reaction to dementia and adding to the stigma already experienced due to their 

intellectual disability. However, the lack of studies with people who have Down 

syndrome and are aware of their diagnosis of dementia means that further research is 

needed before we can actually understand the experience of dementia with this 

group.  

 

Hannah communicated verbally before she had dementia, although had limited 

speech when I started visiting her. Communication methods with Hannah were 

developed after the first few visits when I observed what she liked to do, and how 

she interacted with me, based on my handbag by touching and stroking the contents. 

She initially thought the bag (brown, barrel shaped) was a dog, ‘that’s not barking 

down there’ which caused her much hilarity. Hannah was not interested in what the 

objects inside the bag actually were; it was the tactile experience of touching them 

that she enjoyed. My concern in the care home was due to the potential for a 

reversion to the same institutional observations recorded by Oswin (1973) with the 
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television always on, the lack of communication with those who had more complex 

needs and staff not always speaking the same language as the person they were 

providing care for. Hannah held out her hand after the first few meetings and enjoyed 

holding my hand, although was not observed to have physical contact with anyone 

else. The exception to this was functional contact, when escorted to her room by two 

staff members, holding her arm at either side. As the amount of verbal interaction 

reduced, the hand holding appeared to become increasingly important as her means 

of physical contact. Similarly, Andrew hugged and cared for the teddy bear; enjoying 

showing me how well he was looking after it. 

 

The examples in this section have shown ways in which communication and identity 

are constructed together. Both are shaped by where people live and how they are 

supported. Supporting inclusion in research was not an isolated act on my part. It was 

individualised and woven throughout the process, right from the beginning when I 

sent my photograph to each person. It then became about getting to know each 

individual and basing our communication on something that was meaningful for each 

person. For Andrew this remained verbal, for Lucy it was pictorial, whilst a tactile 

approach was appropriate for Hannah.  

 

In developing my approach, I took more from research strategies with people who 

had dementia (Banerjee et al., 2009; Clare et al., 2008; Goldsmith, 1998) than from 

strategies with people who had an intellectual disability (Walmsley and Johnson, 

2003; Nygard, 2006).). This is due to more research into dementia embracing 

reduced, and reducing, cognition therefore taking into account the need for changing 
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communication. Research with people who have an intellectual disability has 

undoubtedly made strides towards greater inclusion and understanding experience 

from the perspective of the person. This is largely as a result of an active human 

rights agenda within intellectual disability services and is under the commendable 

umbrella of promoting choice and reducing isolation. As such, it is still a developing 

area of research for those with more complex disabilities and with Down syndrome 

and dementia, for whom communication methods may not be verbal.     

 

Had I kept my original intention, and sought a higher number of participants over a 

shorter period of time, I may have only communicated verbally as all three 

participants had greater verbal capacity in the first year of the research, albeit still 

very limited for Hannah and Lucy. This would have led me to understand different 

experiences of each of the participants. A key issue to emerge from my research was 

that diminishing capacity among people with Down syndrome was not an indicator 

of a person’s ability to contribute. My findings concur with van Baalen et al. (2011) 

who maintained that marginalised groups have much to contribute in research, if 

given the opportunity.  

 

7.7 Social model of disability 

 

Being silenced has been a powerful form of oppression. Reclaiming the power for 

people to speak for themselves, rather than having others speak for them, has been a 

central demand of the social model. Yet, in my research this has to be set against 

people who are increasingly non-verbal and experiencing cognitive changes. 
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Although there is not one voice that can represent the many different experiences and 

views of people with Down syndrome and dementia, I have challenged the notion, 

and expectation, that ‘voice’ needs to be verbal in order to understand experience. 

 

The social model of disability (Oliver, 1996) identified barriers, attitudes and social 

exclusion as contributory factors to marginalisation.  My literature review, in Chapter 

Two, gave an overview of the changes in interpretation of the social model since its 

inception as a response to attitudes towards people with a physical disability. This 

showed how the model has developed over time, with some success, to include those 

with an intellectual disability, notably leading to changes in the lived environment 

and the development of accessible information. The social model was also shown to 

have been applied to people with dementia, albeit in a less convincing manner. There 

is less of an acceptance of increased dependency in some areas, whilst recognising 

ability to share experience and retain skills in others. Oliver (1996) did not originally 

intend the social model of disability to be all encompassing as a theory of disability. 

Instead, it was a starting point for viewing disability through a social constructionist 

lens, highlighting the negative impact of the social environment. Oliver (1996) 

originally suggested a threefold approach as being central to the social model, the 

need for: 

 

• legislation that prevents anti-discriminatory practice and supports inclusion;  

• more information to be given to disabled people;  

• an infrastructure that recognises the needs and wishes of disabled people.  
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We are currently lacking a policy framework that adequately includes people with 

Down syndrome and dementia, other than to acknowledge that they exist as a 

separate group. If people with Down syndrome are not given information about their 

diagnosis of dementia, then they are excluded from contributing to decisions and 

making informed choices. Oliver’s original premise offers a start to addressing the 

marginalisation of people with Down syndrome and dementia. This is by 

simultaneously trying to tackle discrimination and marginalisation at a policy level, 

and at an individual level by giving more information to people with Down 

syndrome and learning more about their experiences.   

 

In future research, the social model of disability needs to be applied in a more 

focused way to this group, rather than just recommending it as part of a person-

centred way of working. This involves the concept of active citizenship (Morris, 

2005) and recognising individual ability to contribute, in direct contrast to social 

exclusion. It means recognising the role that people with Down syndrome have as 

experts in their own condition, concurrent with changing cognitive ability that 

requires increasing health and social care support. Instead, the reality that I observed 

was that Hannah moved from being marginalised and excluded in society, due to 

others’ perception of her intellectual disability, to being marginalised and excluded 

within the care home. However, she was not alone as Lucy and Andrew also 

experienced exclusion and isolation, a loss of previously enjoyed relationships, 

withdrawal from social activities and having decisions made for them.  
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The ageing in place model introduced in Chapter Two demands that additional 

support is available, and requires staff training and knowledge if a person is to be 

supported to remain in the same accommodation. Similarly, if referral out is used, 

and a change in accommodation is made, the model by Janicki and Ansello (1999) 

requires this to be in the best interest of the individual with support put in place. 

Despite this, neither ageing in place or referral out proved beneficial in the longer-

term for Andrew, Lucy or Hannah. We are currently lacking a framework that 

enables staff to develop as specialists in this area, incorporating both the ‘top down’ 

and ‘bottom up’ approaches. This would develop the in place progression model of 

small, specialist group homes, introduced in Chapter Two, which is currently seen 

more widely in Holland, Canada and the United States (Janicki et al, 2002, ). In place 

progression offers dementia specific design, higher staff ratios, clinical support and 

training including end of life care. It remains important that this does not construct 

people with Down syndrome as passive recipients of care. On the contrary, there 

should be a move away from ‘care for’ towards ‘inclusion, contribution and 

understanding of’ as part of a citizenship approach that rejects the notion of 

institutionalisation.  

 

I have to consider if, by suggesting a specialist model of in place progression, I am 

contributing to the problem. I have identified people with Down syndrome and 

dementia as exceptional and different; something that typically leads to stereotyping 

in a marginalised group (Cameron and Gibson, 2005). Whilst I accept that it seems 

contradictory, I am also aware that the very distinctive health needs associated with 

dementia in people with Down syndrome are at present unmet by non-specialist 
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services. As dementia is a progressive condition that will require increased medical 

intervention and end of life care planning, this means that social care and medical 

intervention cannot be kept separate. At the same time, this is not currently being 

discussed in a meaningful way if the person with Down syndrome is not aware that 

they are ill. The social model offers a framework, but needs re-evaluating in order for 

broader social processes to be included that are developed from the experiences of 

people with Down syndrome and dementia.   

 

7.8 Summary  

 

This chapter has demonstrated how lessons can be learned, both conceptually and 

practically, from the issues emerging from my research. I have highlighted the 

following areas of commonality as impacting on the experience of people with Down 

syndrome and dementia.  

 

• Not knowing the diagnosis of dementia. This increases the potential for 

depersonalisation with an associated negative impact on well-being.  

• The extent to which I was able to observe a sense of Self among participants, 

despite a lack of verbal communication at times. This reinforced the 

importance of social interaction, relationships and the need for meaningful 

activities.   

• The importance of non-verbal communication as dementia progresses.  

• The wider cultural difficulties that are extended when staff remain focused on 

either approaches to supporting people with an intellectual disability, or with 
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dementia, rather than a combination of both. This increases the potential for 

increased institutionalisation in generic care settings, with potential for this to 

be transferred to intellectual disability specific services unless an appropriate 

model of care is recognised.   

 

The overlap between the gaps identified in the literature review in Chapter Two and 

areas of commonality between participants that increase social marginalisation has 

been reinforced in this chapter. Gaps in literature were identified as the lack of 

individual accounts of experience, lack of awareness of the number of people with 

Down syndrome who have dementia and the absence of literature and guidance that 

blended together approaches from both intellectual disability and dementia fields. 

This will be developed further in Chapter Eight where I also discuss findings in 

relation to my overall aim, highlighting strengths and limitations of the research and 

of my methodological approach. 
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CHAPTER EIGHT 

CONCLUSIONS 

 

8.1 Introduction  

 

People with Down syndrome now actively participate in society, as do people with 

dementia. Paradoxically, in terms of representation and inclusion in research, 

individuals with both Down syndrome and dementia are far less visible. A 

contribution of this thesis has been in identifying that people with Down syndrome 

and dementia are able to convey their experiences and emotions if communication is 

adapted, and if an appropriate social environment is created to enable them to do so. 

This chapter demonstrates how far I have been able to advance this understanding as 

part of including people with reduced verbal communication in research, and why the 

approach that I took offers a methodological contribution to future studies. 

 

Firstly, I discuss how taking this approach enabled me to identify the overall 

experience of participants as being excluded and further marginalised, with a 

reduction in social interaction and communication. I then review the limitations and 

strengths of my research process and continue to make recommendations for future 

research throughout, in order that the limited body of knowledge in this area 

continues to grow.  In doing so, I consider how my flexible and synthesised 

approach, both to the methodology and methods of data collection, was a factor in 
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enabling the inclusion of participants as dementia progressed. My findings have 

highlighted the following areas as warranting further research:  

 

• an understanding the process of sharing the diagnosis, or information about 

the diagnosis, with the person with Down syndrome and the impact that this 

has on both the individual, their family, partner and peers;  

• a phenomenological investigation of the lived experience of dementia among 

participants with Down syndrome who are aware of their diagnosis; 

• an ethnographic, comparative study between people with Down syndrome 

and dementia who are ageing in different accommodation settings; 

• a qualitative study of the role of staff when supporting people with Down 

syndrome and dementia in different care locations; 

• case studies with people who have Down syndrome and dementia at the end 

of life and their carers, to understand and address needs. 

 

This chapter will expand on how the synthesised approach that I adopted can offer 

guidance to enable the future inclusion of people with Down syndrome and dementia 

in such areas of research. 

 

8.2 Understanding experience  

 

My research question in Stage One: ‘What awareness do carers have of the early 

signs of dementia in people with Down syndrome and what action was taken post-

diagnosis?’ was explored in Chapter Three. I showed how early signs of dementia 



234 

 

noted by carers were consistent with those highlighted elsewhere in research, 

suggesting that a change in daily living skills was most apparent. The diagnosis was 

not routinely shared with people with Down syndrome leading to their lack of 

inclusion in future planning, and I evidenced a lack of awareness among carers of 

sources of information post-diagnosis. Stage One gave a snapshot of the lack of 

clarity among family and formal carers of how to plan ahead with, and for, the 

person they cared for with Down syndrome after their diagnosis of dementia. It led 

me to initially focus on an area identified as lacking both in Stage One findings and 

in research literature: what we know of the experiences of people with Down 

syndrome and dementia. 

 

My research question in Stage Two was to identify factors that impacted on the 

experience of participants; revised after the realisation that lack of knowledge of the 

diagnosis meant that participants would not be able to comment on their own 

experience of dementia. The factors that impacted on experience were identified in 

Chapter Seven as: 

 

• not knowing the reason for changes that were experienced, or no information 

about the diagnosis being shared; 

• changing communication needs not being acknowledged; 

• being defining by others based on their situation or additional need, rather 

than on an individual basis; 

• not having their sense of Self, or identity, recognised and responded to; 

• a lack of awareness of need, and opportunity, for social interaction. 
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The above factors were significant in the experience of people with Down syndrome 

and dementia being one of further marginalisation and exclusion, with reduced 

communication and social contact, consistent with Sheppard’s (2006) criteria for 

marginalisation identified in Chapter Two. I will develop this further as I consider 

the strength of my research in advancing the limited amount of literature on people 

with Down syndrome and dementia, whilst also acknowledging the limitations. 

 

8.3 Strengths of research  

 

I have shown how opportunity can be created for inclusion and engagement with this 

population, through the longitudinal nature of the research and my methodological 

process. This is particularly important given the current need to monitor the 

development of a rapidly growing population of people ageing with an intellectual 

disability (McCarron et al., 2005). This section will reflect on how incorporating a 

phenomenological methodology was a strength of my research when exploring 

factors impacting on individual experience. It gave me time to develop a relationship 

with the three participants, and them with me. As part of a longitudinal study, I 

placed no restriction on the length of time I would spend with each participant or the 

number of visits, other than a maximum period of three years being identified 

initially for practical reasons. I was able to build up a relationship informally and 

flexibly with each participant. Ultimately, having fewer participants in a longitudinal 

study, albeit not my original intention, was crucial in developing relationships with 

participants. 
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A further strength was my use of a social constructionist approach which, alongside 

the development of relationships with the participants, allowed me to observe how 

participants were positioned through the use of language and communication. This 

gave insight into why those in society with the least verbal communication become 

the most marginalised. If an appropriate communicative response was not given, as 

expected by others, then social isolation was shown to increase. The spoken word is 

not only a tool for engagement, it is a contribution to how we construct our sense of 

Self. Without this construction Hannah and Lucy, with no verbal communication, 

legitimised the minimal attempts by staff to communicate appropriately with them. 

Meaning was not seen in their actions which resulted in the condition, either Down 

syndrome or dementia, being seen before the individual. As a result, behaviour was 

more likely to be viewed as deviant (Durkheim, 1960) or as posing a challenge to 

staff. Whilst I was able to observe Self and gain an understanding of experience 

based on the participants’ verbal and non-verbal communication, this was due to the 

relationship that I built up with each individual and the time taken to develop non-

verbal communication.  

 

Consistent with Tuffrey-Wijne et al.’s (2008) research, people with an intellectual 

disability can contribute on subjects that are difficult or frightening, such as cancer or 

death. Adapting communication meant that I was able to successfully capture actions 

any interactions that may otherwise have been missed. Whereas I have 

acknowledged that use of video camera may have caught visual expressions, I am 

confident that I recorded this in my field notes and in the audio recordings of speech 

or noises made by the person, which expressed emotion in their tone. It does mean, 
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however, that there is no alternative version of data that can be referred to for 

verification or comparison of accounts.  

 

My existing knowledge of literature on Down syndrome and dementia proved to be a 

strength as will be discussed when considering the relevance of a synthesised 

approach for future research, although required adaptation of a typical Husserlian 

phenomenological perspective. I did not bracket my existing knowledge as is 

recommended, instead I used it which I believe was the right thing to do in such an 

under-researched area.  For example, I have demonstrated the scope for person-

centred approaches in intellectual disability (O’Brien and O’Brien 2004; Walmsley 

and Johnson, 2003) to be incorporated with dementia-specific interventions 

(Kitwood, 1997; Sabat, 2002), something that is currently lacking in research 

literature, policy and practice. My findings suggest that this is not only relevant, it is 

essential. I took this further by incorporating Nolan’s relationship-centred work 

(Nolan et al. 2006) with Sabat (2002) and Kitwood (1997). This integration of 

research and theory from intellectual disability, dementia and chronic illness was a 

contributory factor in enabling my understanding of individual experience, and 

highlighting the current crossroads in care for people with Down syndrome and 

dementia.  

 

8.4 Limitations of the research  

 

Limitations of Stage One of the research were considered in Chapter Three: lack of 

direct contact with those completing the questionnaire and the lack of an exploration 
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of communication methods. Ensuring the inclusion of people with Down syndrome 

and dementia remained an aim throughout the research process and I revised my 

approach due to the lack of diagnostic disclosure to the three participants. On 

reflection, whilst my original aim may have resulted in research that informed 

specifically about the experience of dementia, I had not included time to find out 

what each participant actually knew about the condition. This may have been very 

little had an explanation not been given along with the diagnosis. In any similar or 

future research, ascertaining the knowledge base of participants about their condition 

would be a requirement at the outset, even if they have a diagnosis. 

 

A small sample size in Stage Two means that I cannot claim to describe, or 

understand, factors influencing the experiences of people with Down syndrome and 

dementia generally. Instead, I am able to offer a perspective that may be common 

among some who are already marginalised due to their intellectual disability. The 

impact of the lack of a shared diagnosis was ever-present.  I would have felt more 

comfortable had each person been given some information about their health. As a 

researcher, I was complicit in what felt like deception, something that I was not 

comfortable with. Equally, family and formal carers were complicit; no one 

suggested to me during either stage that any of the participants should have been told 

of their diagnosis or queried why this had not happened. I reflected during the 

research whether, in terms of validity, I should have extended the involvement of 

staff in Stage Two in order to seek their views in relation to each participant. I had 

only gained consent from carers for Stage One of the research, rather than Stage 

Two. Had I done so, this may have given me an understanding of why the diagnosis, 
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or related information, had not been shared. However, although this is an area of 

research that I recommend is conducted in the future, I remain convinced that to do 

so would have undermined the role I was trying to give to participants with Down 

syndrome. This was an ongoing dilemma that ultimately I did not resolve 

satisfactorily.  

 

With hindsight, this could have been avoided by extending the consent period to 

cover more participants during the whole research, so that carers in Stage One were 

also included in Stage Two. The British Sociological Association (2004) state that 

participants must be informed of all ways in which the data may be used in the 

future. I am satisfied that in both stages the staff were aware of my role; I mentioned 

this verbally on my arrival as I reintroduced myself, just as I reaffirmed consent from 

participants on each visit. I also gave an information sheet to staff at the start of 

Stage Two. This advised of why the research was taking place, that consent had been 

given by the persons they cared for and that I would be recording conversations and 

observations during my visit. At the time, I thought that I was doing this as courtesy 

to the carers. However, I have come to increasingly see the ethical significance of 

this. I did not electronically record staff voices or conversations or any interaction in 

public areas. Should staff have entered the room, or spoken when the voice recorder 

was on, I immediately alerted them to this and deleted the interaction, despite usually 

being told that this was not necessary. Although I felt that it was essential to 

constantly renew consent with participants as a result of them having dementia, I did 

not revisit this formally with staff. Indeed, had I done so I believe that this may have 
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been become viewed as time-consuming at best and at worst annoying as I, and my 

remit, became very familiar with staff due to the longitudinal nature of the research.  

 

I have debated whether my methodological approach was a strength or limitation of 

the research, ultimately considering it to be both. I chose to focus on how 

participants communicated and engaged with me about phenomena generally. The 

lack of awareness of their diagnosis of dementia was a crucial factor in this process, 

and relevant in my decision not to use IPA, as discussed in Chapter Four, with its 

emphasis not only on verbal communication, but also on interpreting experience and 

understanding of specific health research. Referred to as the ‘double hermeneutic’ by 

Smith and Osborn (2008) this would have meant that I was trying to make sense of 

the participant, who was also trying to make sense of their experience - but without 

having information about what that experience actually was based on. This raised an 

ethical dilemma for me and with reflection, although I opted for a more general 

stance particularly around methods of data collection and communication, it offered 

me a more flexible approach. It did not leave me requiring an ‘imaginative leap’ 

(Smith and Osborn, 2008) from my data to my findings.  

 

8.5 The relevance of synthesised research methods in future 

research 

 

Taking a mixed method approach meant that I was able to develop Stage Two from 

the evidence in Stage One; this was important due to the lack of previously published 
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research on which to base my research question. It also offered more complete 

evidence than qualitative or quantitative research alone and did not restrict me to one 

method of data collection; an approach that I will consider in relation to its relevance 

for future studies. Although not intending to compare the results, the qualitative and 

quantitative stages of my research were complementary and offered a continuum. 

This ranged from carer experiences in Stage One highlighting a lack of the inclusion, 

to people with Down syndrome and dementia in Stage Two and my identification of 

factors that contributed to further exclusion. Whilst Stage One was not essential for 

planning Stage Two, the inclusion of a postal questionnaire and case studies enabled 

me to accommodate the strengths of both approaches. Each was appropriate for the 

group in question in both stages as discussed in Chapter Four. Similarly, by 

synthesising my research methodology in Stage Two I was able to maintain the 

inclusion of participants for the duration of the research. In doing so, I have 

demonstrated how non-verbal communication and changing capacity can be 

incorporated into qualitative methods to complement the overall research design. In 

this section, I will explain why I recommend such flexibility for future studies, 

particularly in an under-researched area, and in doing so I highlight areas that may 

continue to prove challenging. 

 

An opportunity created by combining a phenomenological approach with its 

descriptive elements, and narrative and ethnographic methods that incorporated 

reflexivity, observation and choice in communication, was that I identified 

unintended consequences. An example of this was my observation of increased 

isolation among all three participants. This was evidenced by Andrew with an 
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increased reliance on mice and a teddy bear for companionship. I observed this in 

Lucy’s experience as she had become physically removed from her friends with 

ongoing contact not supported and with Hannah, isolated within a care home for 

older people. This led to my awareness of the importance of a relationship-centred 

approach that emphasises the relationship with friends in addition to the recognised 

triad of family, professionals and the person with Down syndrome. Unintended 

consequences are a feature of phenomenology, yet may have been missed had I not 

conducted the research over three years, if I had not remained flexible to the 

changing communication of participants, and if I had not combined this with Yin’s 

(2010) two layered approach to analysis: individual and cross case comparison, 

which added further depth. Longitudinal research offers the same opportunity in 

future studies to gain a greater understanding of individual experience by taking time 

to develop relationships and adapt communication.  

 

Although advocating a flexible approach, I had a clear structure as explained in 

Chapters Four and Five. Traditional research methods of interviews or 

questionnaires, although appropriate for a geographically dispersed group of carers in 

Stage One, did not lend themselves to the inclusion of participants with changing 

cognition and communication, and future research should also incorporate this 

awareness. Whilst a questionnaire may give a snapshot ‘at that point in time’ from 

the perspective of the person with dementia, it is unlikely to convey or understand 

experiences.   
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Developing an approach that enabled me to be led by the participants gave a greater 

opportunity to focus on what was important to each individual. By increasingly 

incorporating non-verbal methods of communication, I was able to maintain 

engagement and interaction with each individual as dementia progressed. Non-verbal 

and visual methods added depth to a complex research paradigm meaning that 

pictures, observation and non-verbal communication offered a rich insight. Having 

this flexible approach to my methodology and methods proved to be invaluable when 

conducting research with a typically excluded group. I have shown how their 

inclusion has been possible by:  

 

• taking time to individualise the method of communication with each 

participant;  

• using non-verbal conversation as a means of engaging with participants, 

rather than a typically verbal approach; 

• not looking for chronological information; 

• recognising the importance of the physical environment in providing 

additional, objective data; 

• recognising the importance of silence.  

 

I combined this with a phenomenological stance, supporting reflexivity, by allowing 

time to develop a relationship with each participant, letting the participant choose the 

length and location of each session, maintaining flexibility in approach to 

communication as dementia progressed and synthesising elements from ethnography 

and narrative research.  The use of case studies added academic rigor as I 
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incorporated cross case analysis along with individual analysis. Case studies brought 

the research to life by telling the story of each individual; voices would otherwise 

remain unheard. Combined with the longitudinal nature of the research, this meant 

that I was able to observe subtle changes over a longer period of time. For example, 

this is how I came to understand Hannah’s emotion through the tone and expression 

in the noises she made, giving an indication of her preferences and feelings. This is 

something that may be missed in research that is reliant on verbal communication, or 

that takes place within a shorter timeframe. Use of case studies is an approach that I 

recommend in future research, if appropriate for the individual and the phenomena 

being studied. In the relatively small population of people with Down syndrome and 

dementia, even a small number of case studies that identify the same features will 

signify the emergence of a pattern, and will further develop the knowledge base in 

this area with much needed research.  

 

I initially relied on my understanding of both intellectual disability and dementia, and 

came to realise the importance of this as I gained confidence in changing my 

approach on an individual basis with each participant. This included recognising that 

Hannah wanted to eat when she was unable to do so, and interpreting her body 

language when she was in pain.  It meant that I looked for other options when Lucy 

did not recognise the first style of pictures that I showed her. My conversational 

style, consistent with a phenomenological emphasis on description, is a further 

approach that I recommend in future studies as a means of understanding experience. 

I maintained interaction and communication with Lucy through to the end of her life 

and was able to focus only on each participant with Down syndrome, rather than 
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filling gaps with information from carers or family members. However, the role of 

carers is one that should be recognised and is an area that also warrants future 

investigation, with staff, parents and siblings.  I have not been able to comment in 

detail based on my observation of the activity, or inactivity, of staff in different 

settings.  However, I have made suggestions about the need to transfer learning 

between intellectual disability services and dementia services to avoid the current 

missed opportunity for both services to learn from each other. Further research, 

which should include both interviews and observation, would be beneficial in 

gaining greater understanding of why staff interacted with participants, or conducted 

themselves as they did. Whilst I have advocated incorporating a relationship-centred 

approach in practice, it is only through future investigation that its value can be 

demonstrated. For this reason, I recommend a social constructionist view of Down 

syndrome and dementia that is based upon learning from both fields. This is to build 

upon a personhood approach (Kitwood, 1997), increase the importance of a 

relationship-centred approach (Nolan et al., 2006) and develop awareness of the need 

to understand individual senses of Self (Sabat, 2002).  

 

My synthesised approach contributes to future research with people who have limited 

communication by moving towards ‘how’ we include people rather than ‘if’. Other 

groups with communication difficulties, and those with complex disabilities, are also 

frequently excluded from research, as highlighted in Chapter Two.  I have shown that 

inclusion is possible by using creative and flexible methods of communication that 

reduce the reliance on verbal communication. My findings are consistent with French 

and Swain (2001) who wrote that barriers to effective two-way communication are 
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found in institutional practice. By placing a greater emphasis on listening and 

observing, rather than speaking, we can enable research in a more collaborative 

sense.  Recognising the importance of van Manen’s (1982, pg. 294) ‘art of being 

sensitive’ through listening to the silence, and incorporating this into the research 

findings is particularly importance when trying to build up knowledge in an under-

researched area.  Equally important within my research, and essential in future 

studies, was that I had high expectations of the participants, and that from the outset I 

welcomed the possibility that our engagement may become non-verbal.  

 

8.5.1 Challenges for future research 

 

The challenges of adopting such a flexible approach should also be recognised in 

future research, for example I have noted that my informal approach, although 

crucial in developing a relationship with participants, may have contributed to the 

impression that our meetings were for social rather than research purposes.  Whilst 

the relationship that I had with each participant was a contributing factor to 

successful inclusion of participants, it must also be identified as a risk for future 

research if time is not available for such a relationship to develop.  

 

Researchers need to evidence a willingness to widen their understanding of 

communication to incorporate non-verbal exchanges. My adaptation of ‘narrative’ as 

‘communicative’ enabled me to increasingly emphasise the importance of non-verbal 

methods. However, this may not be the most appropriate approach if a specific 

research question requires a verbal response. My contribution here has been able to 
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offer a flexible approach that is based on the changing needs of the participant, rather 

than a fixed need of the researcher. Future research should continue to acknowledge 

that capacity is not always conveyed verbally. For example, I became aware that 

Lucy understood me when she touched her hair after I commented on how nice it 

looked, and similarly when Hannah opened her mouth after I asked about her teeth. 

Although a practice rather than consent situation, both examples indicate a level of 

understanding that would not be apparent from verbal communication only.  The 

issue of informed consent caused me concern and leads to my recommendation of 

greater clarity over the ethical process before any future research begins, to 

acknowledge and incorporate the changing capacity and communication of 

participants. Equally concerning was my observation of locked units in the care 

home along with a restriction of freedom for Hannah, something that needs to be 

addressed in a human rights context. 

 

For people with Down syndrome, taking part in research about the lived experience 

of dementia can only happen if the diagnosis of dementia is known by participants. 

This lack of awareness impacted on my chosen approach and will continue to do so 

in future research unless there is a clearer understanding or guidance on sharing 

information about dementia. Clare (2005) identified two forms of narratives among 

people recently diagnosed with dementia. The ‘self-maintaining’ narrative is evident 

when dementia is viewed as a normal part of ageing. However, this cannot apply to 

people if it is not openly acknowledged or discussed. The ‘self-adjusting’ narrative 

acknowledges that dementia will bring about changes that can be integrated into a 

person’s life. This will also require knowledge of the diagnosis in future research. A 
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further challenge is how to include people with Down syndrome and dementia in 

participatory research, in the same way that people with an intellectual disability and 

people with dementia are included. This would involve collaborative research in 

planning and conducting the study. It would also involve participants having a degree 

of control over the process (Walmsley and Johnson, 1988). Again, this cannot 

happen as it does in the general population, even with someone with Down syndrome 

in the early stages of dementia, if potential participants are not aware of their 

diagnosis. 

 

Reflecting on my research aim and question, I have been able to address some of the 

gaps identified in the literature review by: 

 

• presenting individual accounts of experiences; 

• developing two-way interaction on an individual basis as dementia 

progressed;  

• developing a relationship with the participants with acknowledgement of, and 

response to, sense of Self; 

• incorporating literature and theory from the fields of dementia and 

intellectual disability. 

 

However, in taking this approach there are questions that remain unanswered; we 

still do not know enough about the lived experience of dementia in people with 

Down syndrome to confidently develop an infrastructure that addresses needs and 

wishes. Nor can I claim to have relayed information about previous experience or 
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specific opinions, to have provided evidence of statistics or to have investigated the 

role of staff in supporting people with Down syndrome and dementia. These are all 

areas that remain gaps in literature. Future studies will be able to develop my 

research findings and also incorporate a synthesised, flexible approach to 

methodology and methods of data collection to support inclusion. 

 

8.6 Concluding remarks 

 

This thesis constitutes a study of factors that impact on the individual and collective 

experience of people with Down syndrome and dementia. In a wider context, it has 

highlighted the process of marginalisation and exclusion at social and cultural levels. 

It is disappointing that, in the seven year period since beginning this research, the 

amount of research with people who have Down syndrome and dementia has not 

substantially increased. This is a period which has seen the development and launch 

of dementia strategies in England, Wales, Northern Ireland and Scotland. Whilst the 

framework is in existence for areas of development and research, it remains 

incumbent upon individual researchers to improve the inclusion of people with Down 

syndrome and dementia, by adapting communication and challenging the relevance 

of traditional research strategies. Whilst I incorporated a synthesised approach and 

flexibility in my methodology and methods, this was within a clear framework. 

Having this methodological clarity offers an approach that I recommend in future 

research with people with Down syndrome and dementia, or others with changing 

cognition or capacity. However, I would add the caveat that this is alongside adapted 

or non-verbal communication and that the role of the researcher is crucial including 
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having prior understanding of the condition in question, in this case Down syndrome 

and dementia, as a starting point to developing a relationship with the participants. 

   

I have come to realise through the research process that inclusion at policy level 

should not just identify that a link exists between Down syndrome and the early 

dementia. A more proactive approach is needed with specific guidance over the long-

term support for individuals with Down syndrome and dementia. The knowledge and 

expertise of people who use services should be valued using communication methods 

that each individual is familiar with. This means consulting appropriately with 

people who have Down syndrome and dementia, and who are aware of their 

diagnosis, recognising their role as experts in their own condition. What I have 

achieved is to highlight that a fundamental shift is needed in how people with Down 

syndrome and dementia are perceived. From the outset, I wanted to challenge the 

assumption that not having speech should not preclude an individual with Down 

syndrome and dementia from participating in research. This supports Williams’ 

(2012) statement that research should not only focus on those with a literal voice. 

However, I also agree with Thurman et al. (2005) that the responsibility lies with the 

researcher, to instigate and maintain a relationship. By ignoring the contribution 

made by those who are considered untypical in research, the process of exclusion and 

marginalisation will be continued. 

 

Since beginning this research, discussion has begun between the Scottish Consortium 

for Learning Disability and the Scottish Government to collate statistics on the 

number of people with Down syndrome in Scotland. This is to assist with future 
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planning for conditions relating to ageing, particularly dementia, and will address a 

key factor in the marginalisation of this population, that of a lack of available 

statistics as identified in Chapter Two. Hopefully, this will be a step towards more 

cohesive future planning to enhance the well-being of people with Down syndrome 

and dementia and reduce the inevitability of their marginalised status. The 

experience of Lucy, Hannah and Andrew suggests that this is imperative. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



252 

 

REFERENCES 

 

ADDINGTON-HALL, J.M., WALKER. L., JONES, C., KARLSEN, S., 

McCARTHY, M. (2003) Development of a postal questionnaire to measure 

satisfaction with services received in the year before death. Report for the 

NHS Executive National R&D Programme (Primary-Secondary Interface). 

Department of Epidemiology and Public Health, University College London. 

ALZHEIMER’S SOCIETY (2012) Staying healthy,  

http://www.alzheimers.org.uk/site/scripts/documents_info.php?documentID=

156 [Date of access: 1 October 2012]. 

ALVERMANN, D.E. & MALLOZZI, C.A. (2010) Interpretive research. In McGill- 

Franzen, A. & Allington, R.L. (Eds.), Handbook of Reading Disability 

Research, New York: Routledge. 

ANG, I. (1996) The curse of the smile: ambivalence and the Asian woman in 

 Australian Multiculturalism, Feminist Review, 52, 36-49. 

ANGROSINO, M.V. (2004) Projects in Ethnographic Research, Michigan, 

Waveland. 

ANGROSINO, M. (2005) Projects in Ethnographic Research, Illinois, Waveland 

Press. 

ANTAKI, C. FINLAY, W.M.L. & WALTON, C. (2009) Choices for people with 

intellectual disabilities: official discourse and everyday practice 6 (4), 260-

266. 

ASKHAM, J., BRIGGS, K., NORMAN, I. & REDFRERN, S. (2007) Care at home 

for people with dementia: as in a total institution? Ageing and Society, 27, 32-

34. 

ATKINSON, D. (2004) Research and empowerment: involving people with learning 

difficulties in oral and life history research. Disability and Society, 19 (7), 

691-702. 

ATKINSON, D. & WALMSLEY, J. (2010) History from the inside: towards an 

inclusive history of intellectual disability, Scandinavian Journal of Disability 

Research 12 (4), 273-286.    



253 

 

van BAALEN, A., VINGERHOETS, J.J.M., SIXMA, H. & de LANGE, J. (2011) 

How to evaluate quality of care from the perspective of people with 

dementia: an overview of the literature. Dementia, 10 (1), 112-137. 

BABBIE, E.R. (2007) The Practice of Social Research, Belmont, CA, Thomson 

Wadsworth. 

BAKKER, C., de VUGT, M.E., VERNOOJI-DASSEN, M., van VLIET, D.,  

 VERHEY, F.R.J. & KOOPMANS, R.T.C.M. (2010) Needs in Early Onset  

 Dementia: A Qualitative Case from the NeedYD Study, American Journal of  

 Alzheimer’s Disease and other Dementias, 25 (8), 634-640. 

BALANDIN, S. (2011) Participation by adults with lifelong disability: More than a  

 trip to the bowling alley, 13 (3), 207-217. 

BALIT, S. (2004) Communication for marginalised and vulnerable groups,  

http://www.fao.org/sd/dim_kn1/docs/kn1_040701a2_en.pdf [Date of access: 

27 December 2012]. 

BALL, S., HOLLAND, A.J., HUPPERT, F.A., TREPPNER, P., WATSON, P. &  

 HON, J. (2006) Personality and behaviour changes mark the early stages of  

Alzheimer's disease in adults with Down's syndrome: findings from a 

prospective population-based study. International Journal of Geriatric 

Psychiatry. 21 (7), 661-667.      

BAMBERG, M. (2004) Talk, small stories and adolescent identities. Human 

Development, 47, 366-369. 

BAMFORD, C., LAMONT, S., ECCLES, ROBINSON, L. MAY, C. & BOND, J. 

 (2004)  Disclosing a diagnosis of dementia: a systematic review, International  

 Journal of Geriatric Psychiatry, 19 (2), 151-169. 

BANERJEE, S., SAMSI, K., PETRIE, C.D., TREGLIA, M., SCHWAN, E.M. & del 

VALLE, M. (2009) What do we know about quality of life in dementia? A 

review of the emerging evidence on the predictive and explanatory value of 

disease specific measures of health related quality of life in people with 

dementia, International Journal of Geriatric Psychiatry, 24 (1), 15-24. 

BARNES, D. (1997) Older people with mental health problems living alone: 

anybody’s priority? Wetherby, Social Services Inspectorate. 

BARNES, C. & MERCER, G. (2003) Disability, Cambridge, Polity Press. 



254 

 

BARNES, M. & PRIOR, D. (2009) Subversive citizens: power, agency and 

resistance in public services, Bristol, Policy Press. 

de BEAUVOIR, S. (1952), America Day by Day, London: Duckworth. 

BERGER, P.L. & LUCKMANN. (1967) The social construction of reality: a treatise 

 of social knowledge, New York, Anchor. 

BIGGS, S., BERNARD, M., KINGSTON, M. & NETTLETON, H. (2000) Lifestyles 

of belief: narratives and culture in a retirement community. Ageing and 

Society, 20, 647-672. 

BITTLES, A.H. & GLASSON, E.J. (2004) Clinical, social and ethical implications 

of changing life expectancy in Down syndrome, Developmental Medicine in 

Child Neurology, 46 (4), 282-286. 

BLACKMAN, N. (2003) Loss and Learning Disability, London, Worth Publishing.  

BLACKMAN, T., MITCHELL, L., BURTON, E., JENKS, M., PARSONS, M., 

RAMAN, S. & WILLIAMS, K. (2003) The accessibility of public places for 

people with dementia: a new priority for the open city, Disability and Society, 

18 (3), 357-371. 

BLOOD, I. & BANFORD, S.M. (2010) Equality and diversity and people with high 

support needs, York, Joseph Rowntree Foundation, 

http://healthchallengecardiff.org/attributes/newsletters_professional/JR_Supp

ortingOlderPeople_fullreport.pdf [Date of access: 15 October 2011]. 

BOGDAN, R. & TAYLOR, S. (1976) The judged, not the judges: An insider’s view  

 of mental retardation, American Psychologist, 31, 47-52. 

BOND, J. (1992) The medicalisation of dementia. Journal of Aging Studies, 6 (4),  

 397- 403. 

BOND, J., CORNER, L., LILLEY, A. & ELLWOOD, C. (2002) Medicalization of 

insight and caregivers responses to risk in dementia. Dementia, 1, 313-328. 

BOND, R.J. & HURST, J. (2010) How adults with learning disabilities view living 

independently, British Journal of Learning Disabilities, 38 (4), 286-292.  

BOOTH, T. & BOOTH, W. (1994) Sounds of silence - narrative research with 

inarticulate subjects. Disability and Society, 11 (1), 55-59. 



255 

 

BOXALL, K., DOWSON, S. & BERESFORD, P. (2009) Selling individual budgets, 

choice and control: local and global influences on UK social care policy for 

people with learning difficulties, Policy & Politics, 37 (4), 499-515.  

BOXALL & RALPH (2009) Research ethics and the use of visual images in research  

with people with intellectual disabilities, Journal of Intellectual and 

Developmental Disability, 34 (1), 45-54. 

BRADFIELD, B. (2007) Examining the lived world: the place of phenomenology, 

 Indo-Pacific Journal of Phenomenology, 7 (1), 1-8. 

BREWSTER, S.J. (2004) Putting words into their mouths? Interviewing people with 

 learning disabilities and little/no speech. British Journal of Learning  

Disabilities, 32, 166-69. 

BRITISH PSYCHOLOGICAL SOCIETY (2009) Dementia and People with  

Learning Disabilities http://www.rcpsych.ac.uk/files/pdfversion/cr155.pdf 

[Date of access: 28 October 2011]. 

BRITISH SOCIOLOGICAL ASSOCIATION (2004) Statement of Ethical Practice  

 for British Sociological Association, Durham. 

BRODATY, H., GREEN, A. & KOSHERA, A. (2003) Meta-Analysis of  

Psychosocial Interventions for Caregivers of People with Dementia, Journal 

of the American Geriatric Society, 51 (5), 657-664. 

BROWN, I. & BROWN, R. (2005) Quality of life and disability: an approach for 

community practitioners, London, Jessica Kingsley. 

BROWN, J., DODD, K. &VETERE, A. (2010) ‘I am a normal man’: a narrative 

analysis of the accounts of older people with Down’s syndrome who lived in 

institutionalised settings, British Journal of Learning Disabilities, 38 (3), 

217-224. 

BROWN-WILSON, C. (2008) Developing community in care homes through a 

relationship centred approach, Health and Social Care in the Community, 17 

(2), 177-186. 

BRYMAN, A. (2008) Social Research Methods, Oxford, Oxford University Press. 

BURGER, PC. & VOGEL, S. (1973) The development of the pathological changes 

of Alzheimer’s disease and senile dementia in patients with Down’s 

syndrome. American Journal of Pathology, 73 (2), 457-476. 



256 

 

BURELL, G. & MORGAN, G. (1979) Sociological paradigms and organizational 

analysis, London, Heinemann. 

BURNS, R. B. (2000) Introduction to research methods, London, Sage. 

BURR, V. (2003) Social Constructionism, East Sussex, Routledge. 

CADDELL, L.S. & CLARE, L. (2010), The impact of dementia on self and identity: 

a systematic review, Clinical Psychology Review, 30 (1), 113-126. 

CAMBRIDGE, P. & FORRESTER-JONES, R. (2001) Using individualised 

communication for interviewing people with intellectual disability: a case 

study of user centred approach, Journal of Intellectual and Developmental 

Disability 28 (1), 5-23. 

CAMERON, J. & GIBSON, K. (2005) Representing marginalisation: finding new 

avenues for economic and social intervention, 

http://www.griffith.edu.au/__data/assets/pdf_file/0003/81255/city-

governance-11-cameron.pdf [Date of access: 2 September, 2012] 

CARPENTER, B.D., XIONG, C., PORENSKY, E.K., LEE, M.M., BROWN. P.J., 

COATS, M., JOHNSON, D. & MORRIS, J.C. (2008) Reaction to a Dementia 

 Diagnosis in Individuals with Alzheimer's Disease and Mild Cognitive 

 Impairment Journal of American Geriatric Society 56 (3), 405-412. 

CHAMBERLAIN, J.G. (1974) Phenomenological methodology and understanding 

education, in Denton, D. Existentialism and phenomenology in education. 

Columbia, Teachers College. 

CHAPPELL, T. (2000) Emergence of participatory methodology in learning 

difficulty research: understanding the context, British Journal of Learning 

Disabilities, 28 (1), 38–43. 

CHAPPELL, P., GOODLY, D. & LAWTHOM, R. (2001) Making connections - the 

relevance of the social model of disability for people with learning 

disabilities, British Journal of Learning Disabilities, 29, 45-50. 

CHARLTON, J. (1989) Nothing about us without us: disability, oppression and 

empowerment. California, University of California. 

CLARE, L. (2005) Developing awareness about awareness in early stage dementia. 

Dementia, 1 (3), 295-312. 



257 

 

CLARE, L., ROWLANDS, J., BRUCE, E., SURR, C. & DOWNS, M. (2008) The 

experience of living with dementia in residential care: an interpretive 

phenomenological analysis, The Gerontologist, 48 (6), 711-720.  

CLEGG, J. (2002) Ethics committees in human service organisations for people with 

learning disabilities in the Netherlands, Tizard Learning Disability Review,  7 

(2), 40-43. 

COHEN, M.Z. (1987) A historical overview of the phenomenological movement, 

Journal of Nursing Learning Scholarship, 19 (1), 31-34. 

COHEN-MANSFIELD, J., PARPURA-GILL, A. & GOLANDER, A. (2006) 

Salience of self-identity roles in persons with dementia. Differences in 

perception among elderly person's family members and care givers. Science 

and Medicine, 62, 745-757. 

COMMUNICATIONS, G.U.S. (2002) Talking overboard, communication overlay 

and board design. http://www.gusinc.com/Overboard/ [Date of access: 1 

February 2010]. 

COOK, A. (2003) Using video to include the experiences of people with dementia in 

research, Research policy and planning, 21 (2), 23-32. 

COOPER, SA. & PRASHER, V.P. (1998) Maladaptive behaviour and symptoms of 

dementia in adults with Down’s syndrome compared with adults with 

intellectual disabilities of other aetiologies. Journal of Intellectual Disability 

Research, 42 (4), 293-300.  

CORTAZZI, M & JIN, L. (2006). Asking questions, sharing stories and identity 

construction:  Sociocultural issues in narrative research. In Trahar, S. (Ed.), 

Narrative Research on Learning: Comparative and International 

Perspectives 27-46, Oxford, Symposium. 

COURTENAY, K., JOKINEN, N. & STRYDON, A. (2010) Caregiving and adults 

with intellectual disability affected by dementia, Journal of Policy and 

Practice in Intellectual Disabilities, 7 (1), 26-33. 

CRESWELL, J.W. (2003) Research design, qualitative, quantitative and mixed 

methods approaches, London, Sage. 

CRESWELL, J.W., & MILLER, D.L. (2000). Determining validity in qualitative inquiry,  

 Theory into Practice, 39, 124–134. 



258 

 

CROCKER, J., MAJOR, B. & STEELE, C. (1998) Social stigma, in Gilbert, D., 

Fiske, T. & Lindzey, G. (Eds), Handbook of social psychology, 4
th

 edition, 

Boston, McGraw. 

CROSSELY, N. (1995) Merleau-Ponty, the elusive body and carnal sociology, Body 

 & Society, (1), 43-63. 

CROTTY, M. (1998) The foundations of social research: meaning and perspective 

in the research process. Sydney, Allen & Unwin. 

CULHAM, A. & NIND, M. (2003) Deconstructing normalisation: clearing the way 

for inclusion Journal of Intellectual and Developmental Disability Research 

28 (1), 65-78. 

CUMMINS, R. & LAU, A. (2003) Community integration and community exposure: 

a review and discussion in relation to people with an intellectual disability. 

Journal of Applied Research on Intellectual Disability, 145-157. 

CURTIN, (1979) The nurse as an advocate, a philosophical foundation for nursing: 

prove it! Advances in Nursing Science, 1 (3), 1-10. 

DENSCOMBE, M. (2003) The good research guide, for small scale social research 

projects, Maidenhead, Open University Press. 

DENZIN, N. K. & LINCOLN, Y. (2011) Handbook of qualitative research, 

California, Sage. 

DEPARTMENT OF HEALTH (2009) Living well with dementia: a national 

dementia strategy, London, Department of Health.  

DEPARTMENT OF HEALTH, SOCIAL SERVICES AND PUBLIC SAFETY 

(2011) Improving Dementia Services in Northern Ireland, 

http://www.dhsspsni.gov.uk/improving-dementia-services-in-northern-

ireland-a-regional-strategy-november-2011.pdf [Date of access: 30 

November 2011]. 

DODD, K. (2008). Transition to old age – what can we do to aid the process? 

 Advances in Mental Health and Learning Disabilities, 2, 7–11.  

DORENLOT, P. (2005) Applying the social model of disability to dementia: present 

day challenges, Dementia, 4 (4), 459-461. 



259 

 

DOWNS, M., CLIBBENS, RAE, C. Cook, A. & WOODS, RT. (2002) What do 

general practitioners tell people with dementia and their families about their 

condition? A survey of experiences in Scotland, Dementia, 1, 47-58. 

DREYFUS, H. (1991) Being-in-the-world: a Commentary on Heidegger's Being and 

 Time, Massachusetts: MIT Press. 

DUDLEY-MARLING, C. (2004) The Social Construction of Learning Disabilities, 

Journal of Learning Disabilities, 37 (6), 482-489. 

DURKHEIM, E. (1960) The division of labour in society, Glencoe III, Free Press. 

DUVDEVANY, I. & ARAR, E. (2004) Leisure, activities, friendship and quality of 

life of persons with intellectual disability: foster homes vs. community 

residential settings. International Journal of Rehabilitation Research, 27, 

289-296. 

EDWARDS, P., ROBERTS, I., CLARKE, M., DIGUSEPPI, C., PRATAP, S., 

WENT, Z. & KWAN, I. (2002) Increasing response rate to postal 

questionnaires:  systematic review. British Medical Journal, 324, 1183. 

EDWARDS, A. D. & WESTGATE, D.P.G. (1987). Investigating classroom talk. 

London, Falmer Press. 

EMBREE, L. (2010) Interdisciplinary within phenomenology.  Indo-pacific journal 

of phenomenology, 10 (1), 1-7. 

EMERSON, R., ROBERTSON, J. & WHELTON, B. (2009) Commissioning person- 

centred, cost-effective, local support for people with learning disabilities, 

Tizard Learning Disability Review, 14 (2), 49-51. 

EVANS, J., LAMBERT, T.W. & GOLDACRE, M.J. (2005) Postal survey of 

doctor’s careers: who writes comments and what do they write about? Quality 

and Quantity, 38, 217-239. 

FEARNLEY,K., McLELLAN, J. & WEAKS, D. (1997) The right to know? Sharing 

diagnosis of dementia, Edinburgh, Alzheimer Scotland. 

FINE, M. (1994). Working the hyphens: Reinventing self and other in qualitative 

research, in Denzin, N & Lincoln, Y.S. (eds.), Handbook of qualitative research 

Thousand Oaks, California, Sage. 

FINKELSTEIN, V. (2002) The Social Model of Disability Repossessed. Coalition: 



260 

 

the Magazine of the Greater Coalition of Disabled People. Manchester, The 

Greater Manchester Coalition of Disabled People, 10 (16).  

FINLAY, L. (2009) Exploring lived experience: principles and practice of  

phenomenological research, International Journal of Therapy and 

Rehabilitation, 16 (9), 474 – 481. 

FORBAT, L. & WILKINSON, H. (2008) Where should people with dementia live? 

Using the views of service users to inform models of care, British Journal of 

Learning Disabilities, 36 (1), 6-12. 

FOREST, M., PEARPOINT, J. & O’BRIEN, J. (2007) ‘MAPS’ Educational 

Psychology in Practice, 11 (4), 35-40. 

FORTINSKY RH.; UNSON C G., & GRACIA R I. (2002) Helping family 

caregivers by linking primary care physicians with community-based 

dementia care services: The Alzheimer's Service Coordination Programme, 

Dementia, 1 (2), 227-240.  

FRENCH, S. and SWAIN, J. (2001) The relationship between disabled people and  

health and welfare professionals, in Albrecht, G. L., Seelman, K. D. and 

Bury, M. (eds) Handbook of Disability Studies, Thousand Oaks, Sage. 

FRENCH, S. & SWAIN, J. (2004) Changing disability research: participatory and 

emancipatory research with disabled people. Physiotherapy, 83 (1), 26-32. 

GARCIA, J., EVANS, J. & RENSHAW, M. (2004) Is there anything else you would 

like to tell us - methodological issues in the use of free text comments from 

postal surveys. Quality and Quantity, 39, 113-125. 

GEE, J.P. (2010) An Introduction to Discourse Analysis: Theory and Method, 

Abingdon, Routledge. 

GEERTZ, C. (1973) The interpretation of cultures: selected essays, New York, Basic 

Books. 

GERGEN, K. (2009) An invitation to social construction, London, Sage. 

GILBERT, T. (2004) Involving people with learning disabilities in research: issues 

 and possibilities. Health and Social Care in the Community, 12, 298-308. 

GILHAM, B. (2002) Developing a questionnaire, London, Continuum. 

GILL, C.J. (2001). Divided understandings: The social experience of disability, in 



261 

 

Albrecht, G.L.K. D. Seelman, & M. Bury (Eds.), The handbook of disability 

studies, Thousand Oaks, California, Sage. 

GILLIARD, J., MEANS, R., BEATTIE, A. & DAKER-WHITE, G. (2005) Dementia 

 care in England and the social model of disability, Dementia, 4 (4), 571-586. 

GILLMAN, M., HEYMAN, B. & SWAIN, J. (2010) What’s in a name? The 

implications of diagnosis for people with learning difficulties and their family 

carers, Disability and Society, 15 (3), 389-409.  

GILMARTIN, A. & SLEVIN, E. (2010) Being a member of a self-advocacy group: 

experiences of intellectually disabled people, British Journal of Learning 

Disabilities, 38 (3), 152-159. 

GIORGI, A. (1983) A philosophical analysis of caring in nursing, Journal of 

Advanced Nursing, 8, 289-295. 

GOFFMAN, E. (1990) Stigma: Notes on the Management of Spoiled Identity, 

Harmondsworth, Penguin. 

GOLD, R. (1969) Roles in sociological field observation. In MCCALL, G. & 

SIMMONDS, J. (Eds.) Issues in participant observation. London, Addison 

Wesley. 

GOLDSMITH, M. (1998) Hearing the Voice of People with Dementia, London, 

Jessica Kingsley. 

GOMM, R., HAMMERSLEY, M. & FOSTER, P. (2000) Case Study Method 

London, Sage. 

GOMM, R. (2008) Social Research Methodology: A Critical Introduction, 

 Basingstoke, Palgrave MacMillan. 

GOODLEY, D. (1996) Tales of hidden lives: a critical examination of life history 

research with people who have learning difficulties. Disability and Society, 

11, 333-348. 

GOODLEY, D. & PARKER, I. (2001) Critical psychology and action research, 

Annual Review of Critical Psychology, 2, 3-16 

GOODLEY, D. (2001) ‘Learning difficulties’, the social model of disability and 

impairment: challenging epistemologies, Disability and Society 16 (2), 207-

231. 



262 

 

GRAHAM, H. (2010) How the tea is made; or, the scoping and scaling of ‘everyday 

life’ in changing services for people with learning disabilities. British Journal 

of Learning Disabilities, 38 (2), 133-143. 

GRIFFIN, A. (1983) A philosophical analysis of caring in nursing, Journal of 

 advanced nursing, 8, 289-295. 

GRIFFIN, M. (2009) Demonstrating the well-being benefits of a weight loss 

programme for people with a learning disability, Journal of Public Mental 

Health, 8 (1), 32-36. 

GUBA, E.G. (1990) The paradigm dialog, Newbury Park, CA, Sage. 

HACKING, I. (1999) The social construction of what? Harvard University Press. 

HALL, E. (2005) The entangled geographies of social exclusion/inclusion for people 

with learning disabilities, Health and Place, 11 (2), 107-115. 

HAMMEL, J., MAGASI, S., HEINEMANN, A., WHITENECK, G., BOGNER, J & 

RODRIGUEZ, E. (2008) What does participation mean? An insider 

perspective from people with disabilities, Disability and Rehabilitation, 30 

(19), 1445-1460. 

HAMMERSLEY, M. & ATKINSON, P. (1993) Ethnography Principles in Practice,  

 London, Routledge. 

HANCOCK, G.A., REYNOLDS, T., WOODS, B., THORNICROFT, G. & 

ORRELL, M. (2003) The needs of older people with mental health problems 

according to the user, the care, and the staff. International Journal of 

Geriatric Psychiatry, 18, 803-811. 

HARDING, & PALFREY, C. (1997) The social construction of dementia: confused 

professionals? London, Jessica Kinglsey.  

HASTINGS, R.P., & REMINGTON, B. (1994) Staff behaviour and its implications 

for people with learning disabilities and challenging behaviours, British 

Journal of Clinical Psychology, 33 (4), 423-438. 

HATZIDIMITRIADOU, E. & MILNE, A. (2005) Planning ahead: meeting the needs 

of older people with intellectual disabilities in the United Kingdom, 

Dementia, 4 (3), 341-359. 



263 

 

HEIN, SF. & AUSTIN, WJ. (2001) Empirical and hermeneutic approaches to 

phenomenological research in psychology: a comparison, Psychological 

Methods 6, 3-17. 

HENDRY, J. (2008) An introduction to social anthropology: sharing our worlds, 

London, Palgrave/Macmillan. 

HOLLAND, A. (2000) Ageing and learning disability. British Journal of Psychiatry, 

176, 26-31. 

HOLLAND J, THOMPSON, R. & HENDERSON, S. (2006) Qualitative 

longitudinal research: a discussion paper, Families and social capital ESRC 

research group. 

HOLLOWAY, I. (1997) Basic concepts for qualitative research, Oxford, Blackwell 

Science. 

HOLLOWAY, I. & WHEELER, S. (2002) Qualitative research in nursing, 2
nd

 

edition, Oxford, Blackwell.  

HOLSTEIN, J. & GUBRIUM, J. (1995) The active interview, Thousand Oaks, CA. 

HUBBARD, R.E., O'MAHONY, M.S. & WOODEHOUSE, K.W. (2009) 

Characterising frailty in the clinical settings – a comparison of different 

approaches, Age and Ageing 38 (1), 115-119. 

HUBERT, J. & HOLLINS, S. (2000) Working with elderly carers of people with 

learning disabilities and planning for the future, Advances in psychiatric 

treatment, 6, 41-48. 

HUGHES, J.C. (2001) Views of the person with dementia, Journal of Medical 

Ethics, 27 (2), 86-91. 

HUGHES J.C., LOUW S.J., SABAT S.R., (2006) Dementia: Mind, Meaning, and 

the Person. Oxford, Oxford University Press. 

HUGO, A. (2006) Letting the subject grow out of the phenomena: nature as 

storyteller, 12, Institute of Science and technology, Norwegian University of 

Life Sciences. 

HULKO, W. (2004) Social science perspectives on dementia research in INNES, A., 

ARCHIBALD, C., & MURPHY, C. Dementia and Social inclusion: 

Marginalised Groups and Marginalised areas of Dementia Research, Care 

and Practice. London, Jessica Kingsley, 237-254.  



264 

 

HUSSAIN, F. & RACZKA, R. (1997) Life story work for people with learning 

disabilities, British Journal of Learning Disabilities,   25 (2), 73-76. 

HUSSERL, E. (1971) Phenomenology for Encyclopedia Britannica 1927, translation 

by R.E. Palmer, The British Society for Phenomenology, 2 (2), 77-90. 

HUSSERL. E. (1999) The idea of phenomenology, The Netherlands, Kulwer 

Academic Publishers. 

INNES, A. & CAPSTICK, A. (2001) Communication and personhood. IN 

CANTLEY, C. (Ed.) A Handbook of Dementia Care. Buckingham, Open 

University Press. 

INNES, A., ARCHIBALD, C., & MURPHY, C. (2004) Dementia and Social 

inclusion: Marginalised Groups and Marginalised areas of Dementia 

Research, Care and Practice, London, Jessica Kingsley.  

JAMES, I.A., MacKENZIE, L. & MUKAETOVA-LADINSKA, E. (2006) Doll use 

in care homes. International Journal of Geriatric Psychiatry, 21 (11), 1093-

1098. 

JANICKI, M.P. & DALTON, A. (1999) Dementia, aging and intellectual disabilities 

a handbook, Philadelphia, Brummer/Mazel. 

JANICKI, M.P., McCALLION, P. & DALTON, A.J. (2002) Dementia-Related Care 

Decision-Making in Group Homes for Persons with Intellectual Disabilities. 

Journal of Gerontological Social Work, 38, 1(2), 179-196. 

JENKINSON, J., COPELAND, C., DRIVAS, C., SCOON, H. & YAP, M. (1992) 

Decision making by community residents with an intellectual disability. 

Australia and New Zealand Journal of Developmental Disabilities, 18, 1 - 18. 

JINGREE, T. & FINLAY, W.M.L. (2008) 'You can't do it ... it's theory rather than 

practice': staff use of the practice/principle rhetorical device in talk on 

empowering people with learning disabilities Discourse and Society 19 (6), 

705- 726.   

JOHNSEN, H.C.G. (2010) Scientific involvement through involvement – how to do 

respectful othering, 6 (1), 43-74. 

JOST, A., NEUMANN, E. & HIMMELMANN, KH. (2010) Synchronized 



265 

 

communication between people with dementia and their volunteer 

caregivers, a video based explorative study on temporal aspects of interaction 

and the transfer of education, Current Alzheimer Research, 7 (5), 439-446. 

KABEER, N. (2000) Social exclusion, poverty and discrimination: towards an 

analytical framework, IDS Bulletin, 31 (4), Institute of Development Studies, 

Brighton.  

KAGAN, C. (1995) Regional development in health and social services in the UK, 

 Manchester, IOD Research Group.  

KALSY, S, HEATH, R., ADAMS, D.M., & OLIVER C. (2007) Effects of training 

on controllability attributions of behavioural excesses and deficits shown by 

adults with Down syndrome and dementia, Journal of Applied Research in 

Intellectual Disability, 20 64-68. 

KEADY, J., CLARKE, C. & ADAMS, T. (2003) Community Mental Health Nursing 

and Dementia Care: Practice Perspectives Berkshire, Open University Press. 

KEIGHTLEY, J. & MITCHELL, A. (2004) What factors influence mental health 

professionals when deciding whether or not to share a diagnosis of dementia 

with the person? Aging and Mental Health, 8 (1), 13-20. 

KELLY, F. (2010) Recognising and supporting self in dementia: a new way to 

facilitate a person-centred approach to dementia care, Ageing and Society, 30 

(1), 103-124. 

KENT, G. (2000) Ethical principles, In D. BURTON. (Ed.) Research training for  

 social workers, London, Sage. 

KERR, D., CUNNINGHAM. C. &WILKINSON, H. (2006) Responding to pain 

experiences of people with a learning difficulty and dementia, York, Joseph 

Rowntree Foundation. 

KERR, D. & WILSON, C (2001) Learning Disability and Dementia: A Training 

Guide for Staff, University of Stirling, Dementia Services Development 

Centre. 

KIERNAN, C. (1999) Participation in research by people with learning disabilities: 

origins and issues, British Journal of Learning Disabilities, 27 (2), 43-47. 



266 

 

KILLICK, J. (2004) It is mine! It is mine! Creative writing and dementia in 

Sampson, F. Creative writing in health and social care, London, Jessica 

Kingsley.  

KILLICK, J. & ALLAN, K. (2001) Communication and the Care of People with 

Dementia, Buckingham, Open University Press. 

KITTLER, P., KRINSKY-McHALE, S.J. & DEVENNY, D.A. (2006) Verbal 

intrusions precede memory decline in adult with Down syndrome, Journal of 

Intellectual Disability Research, 50 (1), 1-1. 

KITWOOD, T. (1989) Brain, mind and dementia: with particular reference to 

Alzheimer’s disease. Ageing and Society, 10, 177-196. 

KITWOOD, T. (1997) Dementia Reconsidered, Buckingham, The Open University 

Press. 

KLOTZ, J. (2004) Sociocultural study of intellectual disability: moving beyond 

labelling and social constructionist perspectives, British Journal of Learning 

Disabilities 32 (2), 93-104. 

LAVERTY, SM. (2003) Hermeneutic phenomenology and phenomenology: a  

comparison of historical and methodological considerations, International 

Journal of Qualitative Methods, 2(3). Alberta, Calgary. 

LEARNING DISABILTY ALLIANCE SCOTLAND (2010) STUCK! People with 

learning disabilities resident in care homes for older people,  Edinburgh, 

Learning Disability Alliance Scotland. 

http://www.google.co.uk/search?q=learning+disability+alliance+scotland+20

10+report&rls=com.microsoft:en-gb:IE-Address&ie=UTF-8&oe=UTF-

8&sourceid=ie7&rlz=1I7SKPT_en&redir_esc=&ei=xfe3Ttm5CcmohAfn4b2

QBA [Date of access 7 September 2011]. 

LeCOMPTE, M.D. & SCHENSUL, J.J. (1999) Analysing ethnographic data, New 

             Jersey, Roman and Littlefield.  

LEONARD, P. (1984) Personality and ideology: towards a materialistic 

 understanding of the individual, London, MacMillan.  

LEVIN, N. (1998) The bodies recollection of being: phenomenological psychology and 

the deconstruction of nihilism, London, Routledge.  



267 

 

LIPSET, S.M. (1963) The value patterns of democracy: a case study in comparative 

analysis, American Sociological review, 28 (4), 515-531. 

LLEWELLYN, P. (2011) The needs of people with learning disabilities who develop 

dementia: A literature review, Dementia, 10 (2), 235-247. 

LLOYD, V., KALSY, S. & GATHERER, A. (2007). The subjective experience of 

individuals with Down’s syndrome living with dementia, Dementia 6 (1), 63-

88. 

LUBINSKI, R. (1995) Dementia and Communication, London, Decker. 

van MANEN, M. (1982) Phenomenological pedagogy, Curriculum Inquiry, 12 (3), 

283-299. 

MANSELL J., & ERICSSON, K., (Eds) (1996).  Deinstitutionalisation and 

            Community Living: Intellectual Disability Services in Britain, Scandinavia 

and the USA.  London, Chapman & Hall. 

MARKEY, J. (1925) A Redefinition of Social Phenomena: Giving A Basis for 

Comparative Sociology." American Journal of Sociology Vol. 31 (1925-26): 

733-743 http://www.brocku.ca/MeadProject/Markey/Markey_1926.html 

[Date of access: 3 January 2013]. 

MARZINSKY, M. (2000) Would you like to know what is wrong with you? On 

telling the truth to patients with dementia, Journal of Medical Ethics, 26, 

108-113. 

MARSHALL, M, (1994) Emerging trends in dementia care: some thought on the 

next ten years. Paper presented at Alzheimer’s Disease International, 

conference, Edinburgh, 23 September.  

MARSHALL, M. (2005) Perspectives on Rehabilitation and Dementia, London, 

Jessica Kingsley. 

MARSHALL, M. & ARCHIBALD, C. (1998) Long stay care for people with 

 dementia: recent innovations, Reviews in Clinical Gerontology, 8, 331-343. 

MASON, J. (2002). Qualitative Researching, Thousand Oaks, Sage. 

MAY, T. (2003) Social research: issues, methods and process, Buckingham, Open 

University Press. 

MAYKUT, P. & MOREHOUSE, R. (1994) Beginning qualitative research: a 

philosophical and practical guide, London, Routledge/Falmer. 



268 

 

McCARRON, M., GILL, M., LAWLOR, B. & BEAGLEY, C. (2005) Health co 

morbidities in aging persons with Down syndrome and Alzheimer’s disease, 

Journal of Intellectual Disability Research, 49 (7), 560-566. 

McCONKEY, R. & McCONACHIE, J. (2001) Supported living: an evaluation of 

three schemes in Northern Ireland for people with learning disabilities, 

Belfast, South & East Belfast Trust and Triangle Housing Association.  

McCORMACK, B. & McCANCE, T.V. (2006) Development of a framework for  

 nursing, Journal of Advanced Nursing, 56 (5), 472-479. 

MacDONALD, A. (2005) Care homes and dementia Aging and Mental Health, 9 (2), 

91-92. 

McKILLOP, J. & WILKINSON, H. (2004) Make it easy in yourself! Advice to 

researchers from someone with dementia on being interviewed, Dementia, 3 

(2), 117-125. 

McLACHLAN, J.C. & McHARG, J. (2005) Ethical permission for the publication of 

routinely collected data, Medical Education, 39 (9), 944-948. 

McLEOD, J. (2010) Case Study Research in Counselling and Psychotherapy 

London, Sage. 

MENARD, S.W. (2002), Longitudinal Research, Thousand Oaks, CA, Sage. 

MERRIAM, SB. & SIMPSON, EL. (2000) A guide to research for educators and 

trainers of adults, Florida, Krieger Publishing Company.  

MILES, M.B. & HUBERMAN, M.A. (1994) The Qualitative Researchers 

Companion, London, Sage. 

MISHLER, E.G. (1986) Research Interviews: Structure and Narrative Harvard, 

Harvard University Press. 

MOOS, I. & BJORN, A. (2006) Use of the life story in the institutional care of 

people with dementia: a review of intervention studies, Ageing and Society, 

26, 431-454. 

MORRIS, J. (2005) Citizenship and disabled people: a scoping paper prepared for 

the Disability Rights Commission, http://disability-

studies.leeds.ac.uk/files/library/morris-Citizenship-and-disabled-people.pdf 

[Date of access: 7 November 2012].  

MOSSELLO, E., CALERI, V., RAZZI, E., Di BARI, M. (2008) Day Care for  



269 

 

older dementia patients: favorable effects on behavioral and psychological 

symptoms and caregiver stress, International Journal of Geriatric Psychiatry, 

23 (10), 1066-1072. 

MOUSTAKAS, C. (1994) Phenomenological research methods, Thousand Oaks,  

 Sage. 

MULHALL, A. (2002) Methodological issues in nursing research. In the field; notes 

on observation in qualitative research. Journal of Advanced Nursing 41 (3) 

306-313. 

MURPHY, J., GRAY, C. M. & COX, S. (2007) The use of Talking Mats as a 

communication resource to improve communication and quality care for 

people with dementia. Journal of Housing, Care and Support 10 (3), 21-27.  

MYERS, M. (2000) Qualitative research and the generalizability question, The 

 Qualitative Report, 4(3/4), http://www.nova.edu/ssss/QR/QR4-3/myers.html  

[Date of access: 19 August 2011]. 

MYERS, F., AGER, A., KERR, P & MYLES, S. (2010) Outside looking in? Studies 

of community integration of people with learning disabilities, Disability and 

Society, 13 (3), 389-413. 

NHS SCOTLAND (2003) Needs Assessment Report - Dementia, Edinburgh NHS 

Scotland. 

NHS SCOTLAND (2004) Health needs assessment report – Healthcare for people 

with learning disabilities, Glasgow, NHS Scotland.  

NICE Guidelines (2006) Dementia: Supporting people with dementia and their 

carers in health and social care, London, Social Care Institute for 

Excellence, National Institute for Health and Clinical Excellence.  

NOLAN, M. R., BROWN, J., DAVIES, S., NOLAN, J. and KEADY, J. (2006). The 

Senses Framework: improving care for older people through a relationship- 

centred approach. Getting Research into Practice (GRiP) Report No 2. 

Project Report. University of Sheffield. 

NOTA, L., SORESI, S. & PERRY, J. (2006) Quality of life in adults with an 

intellectual disability: the Evaluation of Quality of Life Instrument. Journal 

of Intellectual Disability Research, 50, 371-386. 

NYGARD, L. (2006) How can we get access to the experiences of people with 



270 

 

dementia? Suggestions and reflections, Scandinavian Journal of 

Occupational Therapy, 13 (2), 101-112. 

O’BRIEN, J. (1987) A guide to lifestyle planning: using the activities catalogue to 

integrate services and natural support systems, in Wilcox, B. & Bellamy, 

G.T. (eds) A comprehensive guide to the activities catalogue: an alternative 

curriculum for youth and adults with severe disabilities, Baltimore, Paul H 

Brookes. 

O’BRIEN, J. & O’BRIEN, C.L. (2004) A little book about person centred planning, 

Canada, Inclusion Press. 

O’CONNOR, D., PHINNEY, A. & HULKO, W. (2010) Dementia at the 

intersections: a unique case study exploring social location, Journal of Aging 

Studies, 24 (1), 30-39. 

OLIVER, M. (1996) Understanding disability, from theory to practice, London, 

Palgrave. 

OLIVER, M. (1998) Theories in healthcare and research, British Medical Journal, 

317 (7170), 1446–1449. 

OLIVER, M. and BARNES, C. (2009) ‘Disabled people, the welfare state and a  

welfare society’, in Oliver, M. Understanding Disability: From theory to 

practice. Basingstoke: Palgrave Macmillan. 

OPPENHEIM, A. N. (2004) Questionnaire design, interviewing and attitude 

measurement, London, Continuum. 

OUTHWAITE, T. (2010) Concept formation in social science. London, Routledge.  

OSWIN, M. (1973) Empty hours: weekend life of handicapped children in 

institutions, London, Pelican. 

PALEY, J, 1997 Husserl, phenomenology and nursing, Journal of Advanced 

 Nursing, 26, 180-186. 

PALOP, J.J. (2009) Epilepsy and Cognitive Impairments in Alzheimer’s Disease, 

Archives of Neurology, 66 (4), 435-440. 

PATTON, M. (1990) Qualitative evaluation and research methods, Newbury Park, 

Sage. 



271 

 

PATTON, M. (2002) Qualitative evaluation and research methods. IN 

MOUSTAKAS, C. (Ed.) Phenomenological Research Methods. London, 

Sage. 

PETERSON, KR. (1997) Derrida's Responsibility, Journal for the British Society of 

 Phenomenology, 28 (3), 287-303. 

PETRYK, M. & HOPPER, T. (2009) The effects of question type on conversational 

discourse in Alzheimer’s disease, Perspectives on Neurophysiology and 

Neurogenic Speech and Language Disorders, 19 (4), 126-134. 

PINK, S, (2004) Visual Methods in SEALE, C., GOBO, G., GULBRIUM, J.F. & 

 SILVERMAN, D. (Eds.), Qualitative Research Practice, London, Sage. 

PINNER, G. & BOUMAN, W. P. (2002) To tell or not to tell: disclosing the 

diagnosis of dementia. International Psychogeriatrics, 14, 127-137. 

PITKEATHLEY, J. (1989) It’s my duty isn’t it? The plight of carers in our society. 

London, Souvenir Press. 

PLUMMER, K. (1983) Documents of life: an introduction to the problems and 

literature of a humanistic method, London, Unwin Hyman. 

POLKINGHORNE, D. E. (1995). Narrative configuration in qualitative analysis. 

Qualitative Studies in Education, 8 (1), 5-23. 

PRATT, R. & WILKINSON, H. (2001) ‘Tell me the Truth’: The Effect of Being Told  

the Diagnosis of Dementia from the Perspective of the Person with Dementia. 

The Mental Health Foundation, London.  

PRASHER, V. & FILER, A. (1995) Behavioural disturbance in people with Down’s 

syndrome and dementia, Journal of Intellectual Disability Research, 39 (5), 

432-436. 

PRIEST, H. (2004) An approach to the phenomenological analysis of data, Nurse 

Researcher, 10 (2), 50-63. 

PUCCI, E., BELARDINELLI, N., BORSETTI, G. & GUILIANI, G. (2003) 

Relatives' attitudes towards informing patients about the diagnosis of 

Alzheimer’s disease, Journal of Medical Ethics, 29, 51-55. 

RIGGINS, S. (ed), The Language and Politics of Exclusion: Others in Discourse, 

 London, Sage. 

ROBSON, C. (2009) Real World Research, London, Blackwell. 



272 

 

ROETS, G. & GOEDGELUCK, M. (2007) Daisies on the Road Tracing the Political 

Potential of Our Postmodernist, Feminist Approach to Life Story Research, 

 Qualitative Inquiry, 13 (1), 85-112. 

RYAN, T. & WALKER, R. (1993) Life Story Work, London, British Association for 

Adoption and Fostering. 

SABAT, S. & HARRE, R. (1992) The construction and deconstruction of self in 

Alzheimer's disease, Ageing and Society, 12, 443-461. 

SABAT, S. (2002) The experience of Alzheimer's disease: life through a tangled veil, 

Oxford, Blackwell. 

SAID, E. (1979) Orientalism, US, Vintage Books. 

SANDERS, P. (1982) Phenomenology: a new way of viewing organisational 

research, Academy of Management Review, 7 (3), 353-360. 

SANDS, L.P., YAFFE, C. & COVINSKY, K. (2003). Cognitive screening predicts 

magnitude of functional recovery from admission to 3 months after discharge 

in hospitalized elders. Journal of Gerontology: Medical Sciences 58A (1), 37-

45. 

SAUNDERS, M., LEWIS, P. & THORNHILL, A. (2007) Research methods, 

London, Prentice Hall. 

SAYCE, L. (1998) Stigma: discrimination and social exclusion: What’s in a word? 

Journal of Mental Health, 7, 331-343. 

SCLD SCOTTISH CONSORTIUM FOR LEARNING DISABILITY (2012) 

Learning Disability Statistics in Scotland http://www.scld.org.uk/scld-

projects/esay [Date of access: 3 January 2013]. 

SCOTTISH DEMENTIA WORKING GROUP (SDWG) (2012) 

 http://www.sdwg.org.uk/ [Date of access: 14 September 2012]. 

SCOTTISH EXECUTIVE (2000) The Same as You? A review of service for people 

with a learning disability. Edinburgh, The Stationery Office. 

SCOTTISH GOVERNMENT (2010) Scotland’s national dementia strategy, 

http://www.scotland.gov.uk/Publications/2010/09/10151751/0 [Date of 

access 30th October 2011]. 

SCOTTISH GOVERNMENT (2012) Counting the cost of choice and control: 



273 

 

evidence of the costs of self-directed support in Scotland. Edinburgh, 

Scottish Government.  

http://www.scotland.gov.uk/Publications/2012/02/9547/3 [Date of 

 access 3 January 2013]. 

SERRANT-GREEN, L. (2010) The sound of silence: a framework for researching 

sensitive or marginalised perspectives in health. Journal of Research in 

Nursing, 16 (4), 347-360. 

SENANARONG, V. & CUMMINGS, J. (2010) Assessing behaviors in dementia 

across cultures, in Krishnamoorthy, E.S. Dementia: A global approach, 

London, Cambridge University Press. 

SHAKESPEARE, T. (2006) Disability rights and wrongs, Oxon, Routledge. 

SHAMAIL, A., ORRELL, M., ILIFFE, S. & GRACIE, A. (2010) GPs' attitudes, 

awareness, and practice regarding early diagnosis of dementia, British 

Journal of General Practice, 60 (578), 360-365. 

SHEPPARD, M. (2006) Social work and social exclusion: the idea of practice,  

 Hampshire, Ashgate Publishing.  

SIGELMAN, C. K., SCHOENROCK, C. J. & J.L.WINER (1981) Issues on 

interviewing mentally retarded persons: an empirical study, Monograms of 

American Association for Mental Deficiency 4, 114-129. 

SILVERMAN, D. (1993) Interpreting qualitative data: methods for analysing talk, 

 text and interaction, London, Sage. 

SILVERMAN, D. (2004) Qualitative Research: theory, method and practice, 

London, Sage. 

SIMONS, H. (2009) Case study research in practice, London, Sage. 

SMITH, JA, FLOWERS, P. & OSBORN, M. (1997) Interpretive phenomenological 

analysis and health psychology, in Yardley, L. (ed), Material discourses and 

health, London, Routledge.  

SMITH, JA. & OSBORN, M. (2008) Interpretive phenomenological analysis. In 

Smit, JS. (ed) Qualitative Psychology, 2
nd

 edition, London, Sage. 

SNYDER, M., EGAN, E. & BURNS, K.R. (1995) Efficacy of hand massage in 

decreasing agitation behaviours associated with care activities in persons with 

dementia. Geriatric Nursing, Mar/Apr 60-63. 



274 

 

STALKER, K., DUCKETT, P. & DOWNS, M. (1999) Going with the flow. Choice, 

dementia and people with learning difficulties, York, Joseph Rowntree 

Foundation. 

STAWARSKA, B. (2009) Between you and I: dialogical phenomenology, Ohio, 

Ohio University Press. 

STEWART, D. (2009) Making it happen for everyone: a reflection on changing 

services for adults with learning disabilities. Mental Health Review Journal, 

14 (2) 14-19. 

SWAIN, J. & GRIFFITHS, C. (2003) Towards a social model approach to 

counselling disabled clients, British Journal of Guidance and Counselling, 31 

(1), 137-152. 

SWEETING, H. & GILHOLY, M. (1997) Dementia and the phenomenon of social 

death, Sociology of Health and Illness, 19 (1), 93-117. 

TAYLOR, Y. (2010) Stories to tell? Reflexive (dis)engagements and (de)legitimized 

selves, Qualitative enquiry, 16 (8), 633-641. 

THOMPSON, D. & WRIGHT, S. (2001) Misplaced and forgotten? People with 

learning  disabilities in residential services for older people, London, The 

Mental Health Foundation. 

THORNICROFT, G. (2006) Actions Speak Louder, London: Mental Health 

Foundation. 

THURMAN, S., JONES, J. & TARLETON, B. (2005) Without words – meaningful 

information for people with high individual communication needs, British 

Journal of Learning Disabilities, 33 (2), 83-89. 

TRAUSTADOTTIR, R. (2007) Disability and gender: introduction to special edition, 

Scandinavian Journal of Disability Research, 8 (2-3), 81-84.  

TRUMAN, C. (2000) New social movements and social research in TRUMAN, C.,  

MERTENS, D.M. & Humphries, B. (Eds) Research and inequality, London, 

UCL Press. 

TUFFREY-WIJNE, I., BERNAL, J. & HOLLINS, S. (2008) Doing research on 

people with learning disabilities, cancer and dying: ethics, possibilities and 

pitfalls, British Journal of Learning Disabilities, 36(3), 185-90. 



275 

 

TUFFREY-WIJNE, I. (2009) Living with learning disabilities, dying with cancer: 

 thirteen personal stories. British Journal of Learning Disabilities, 38 (4), 310- 

 318. 

TURK, V., DODD, K. & CHRISTMAS, M. (2001) Down's Syndrome & Dementia: 

Briefing for Commissioners. Mental Health Foundation; London. 

TWIGG, J. & AITKIN, K. (1994) Carers perceived: policy and practice in informal 

care, Buckingham, Open University Press. 

TYRELL, J., COSGRAVE, M., MCCARRON, M., MCPHERSON, J., CALVERT, 

J., KELLY, A., MCLAUGHLIN, M., GILL, M. & LAWLOR, B. A. (2001) 

Dementia in people with Down's syndrome. International Journal of 

Geriatric Psychiatry, 16, 1168-1174. 

UPIAS (1974) Union of the Physically Impaired against Segregation, 

http://www.leeds.ac.uk/disability-studies/archiveuk/UPIAS/UPIAS.pdf [Date 

of access: 21 December 2012]. 

VALLACK, J. (2010) Subtextual phenomenology: a methodology for valid first 

person research, The Electronic Journal of Research Methods, 8 (2), 109-122. 

VOLANDES, A.E., LEHMANN, L.S, COOK, E.F., SHAYKEVISH, S., ABBO, 

E.D. & GILLICK, M.R. (2007) Using video images of dementia in advance 

care planning, Archive of Internal Medicine, 167, 823-833. 

WALKER, M. (2000) Makaton Development Vocabulary Project, In MVDP 

Foundation Workshop Module 1. Camberley, Surrey. 

WALKER, A. & WALKER, C. (1996) Older people with learning difficulties 

leaving institutional care: a case of double jeopardy, Ageing and Society, 16, 

125-150. 

WALMSLEY, J. & JOHNSON, K. (2003) Inclusive Research with People with 

Learning Disabilities: Past, Present and Futures. London and New York: 

Jessica Kingsley Publishers. 

WARD, L, (1997) Funding for Change: Translating emancipatory disability research 

from theory to practice, in BARNES, C. & MERCER, G.  Doing Disability 

Research, Leeds, The Disability Press. 



276 

 

WARD, R., VASS, A., AGGARWAL, N., GARFIELD, C. & CYBYK, B. (2008) A 

different story: exploring patterns of communication in residential dementia 

care, Ageing and Society, 28, 629-651. 

WATCHMAN, K. (2007) Dementia and Down’s syndrome: the diagnosis and 

 support needed, Learning Disability Practice, 10 (2) 10-14. 

WATCHMAN, K (2008) Changes in accommodation experienced by people with 

Down syndrome and dementia in the first five years after their diagnosis. 

Journal of Policy and Practice in Intellectual Disability, 5 (1), 61-63. 

WEBB, K. (2002) From County Hospital to NHS Trust: the History and Archives of 

NHS Hospitals, Services and Management in York, York, University of York 

WEIS, L. (1995) Identity formation and the processes of ‘othering’, Educational 

Foundations, 9 (1), 17-33. 

WENGER, C. G. (2003) Interviewing older people, in Holstein, J.A. & Gubrium, 

J.F. (Eds.) Inside Interviewing. London, Sage. 

WHITEHOUSE, P. (1999) Quality of life in Alzheimer’s disease; future directions. 

Journal of Mental Health, 5 (1), 533-546. 

WHITEHOUSE, R., CHAMBERLAIN, P. & TUNNA, K. (2000) Dementia in 

people with learning disability: a preliminary study into care staff knowledge 

and attribution, British Journal of Learning Disabilities, 28, 148-153. 

WHITLATCH, C.J., JUDGE, K., ZARIT, S.H. & FEMIA, E. (2006) Dyadic 

interventions for family caregivers and care receivers in early stage dementia, 

The Gerontologist, 46 (5), 688-694. 

WHO, (2010) International classification of functioning, disability and heath 

http://www.who.int/classifications/icf/en/  World Health Organisation, [Date 

of access: 11 June 2012]. 

WILKINSON, H. (2002) The Perspectives of People with Dementia: Research 

Methods and Motivations, London, Jessica Kingsley Publishers. 

WILKINSON, H. & JANICKI, M. P. (2002) The Edinburgh principles with 

accompanying guidelines and recommendations. Journal of Intellectual 

Disability Research, 46, 279-284. 



277 

 

WILKINSON, H., KERR, D., RAE, C. & CUNNINGHAM, C. (2004) Home for 

good? Preparing to support people with learning disabilities in residential 

settings when they develop dementia, York, Joseph Rowntree Foundation. 

WILLIAMS, G. (1998). The Sociology of Disability: Towards a Materialist 

Phenomenology, in Shakespeare, T. The Disability Reader: Social Science 

Perspectives, London, Cassell. 

WILLIAMS, S. & KEADY, J. (2006) The narrative voice of people with dementia. 

Dementia, 5 (2), 163-166. 

WILLIAMS, V. (2004) Learning Disability Policy & Practice: Changing Lives, 

London, Palgrave MacMillan. 

WILLIAMSON, T. (2009) From the 60s to their sixties, baby boomers – challenges 

and choices for public mental health, Journal of Public Mental Health 14 (2), 

49-51. 

WILLIS, P. (2002) Poetry and poetics in phenomenological research, Indo-pacific 

Journal of Phenomenology, 3, 1-19. 

WOLFENSBERGER, W. (1972) The principle of normalization in human services, 

New York, G Allan Roeher Inst Kinsman. 

WOLVIN, A.D. & PURDY, M.W. (2010) Listening and Human Communication in 

the 21
st
 Century, London, Blackwell Publishing. 

WONG, J.G., CLARE, I.C.H., HOLLAND, A.J., WATSON, P.C. & GUNN, M. 

(2000) The capacity of people with a ‘mental disability’ to make a health care 

decision, Psychological Medicine 30, 295-306. 

WOODS, B. & PRATT, R. (2005) Awareness in dementia: ethical and legal issues in 

relation to people with dementia, Aging and Mental Health, 9 (5), 423-429. 

WRIGHT, D. & DIGBY, A. (1996) From idiocy to mental deficiency: historical 

perspectives on people with learning disabilities, London, Routledge.  

YIN, R.K. (2009) Case study research; design and methods, Volume 5, London, 

Sage. 

YIN, R.K. (2011) Applications of Case Study Research. London, Sage. 

ZARIT, S.H. & FEMIA, E.E (2008) A future for family care and dementia 

intervention research? Challenges and strategies, Ageing and Mental Health, 

12 (1), 5-13. 



278 

 

ZIMMERMAN, S., SLOANE, PD., WILLIAMS, CS., REED, PS., PREISSER, JS., 

ECKERT, JK., BOUSTANI, M. & DOBBS, D. (2005) Dementia care and 

quality of life in assisted living an nursing homes. The Gerontologist, 45 (1), 

133-146. 

ZOLA, IK. Missing pieces: a chronicle of living with a disability, Philadelphia, 

Temple University Press. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 


	PhD coversheet April 2012
	KWatchman Thesis

