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Abstract 

Fiona Cowdell 

'That's how we do it ... we treat them all the same' 

This study aimed to explore the experiences of patients, lay carers and health 
and social care staff of care received by older people with dementia in the acute 
hospital setting. In view of the ageing population, an increasing prevalence of 
dementia and the emerging dignity agenda this is a particularly topical subject. 

Four elements are included in this thesis: a literature review, a research study, a 
practice development project and an integrative review. A literature review sets 
person-focused research in the context of dementia research as a whole. It also 
identifies ways in which studies have been conducted in an ethical and 
meaningful manner. 

An ethnographic approach was used in the research study to collect data through 
observation, conversations and interviews. Findings portray a bleak picture of the 
care of this vulnerable group. Patients demonstrated, through words and actions, 
how difficult they found the experience. Lack of communication was an issue as 
was the obvious distress caused by delivery of personal care. Lay carers were 
relatively uncritical although this may have been due, in part, to the recruitment 
process. Staff generally appeared to have good intention. Most stated that they 
had received little or no preparation or education in dementia care. Many staff 
functioned almost entirely within thebed and body'framework. They frequently 
avoided communication with patients. Staff worked in a deeply embedded habitus, 
in which they appeared not to really think about what they were doing. They 
demonstrated a lack of empathy with patients. 

The concept that staff were working in a 'switched off mode and lacked empathy 
called for a practice development project that engaged them on both cognitive 
and emotional levels. A practice development project based on the philosophies 
of confluent education and situated learning was implemented. Initial evaluation 
has demonstrated some tangible changes in practice. 

An integrative review draws these elements together into a coherent whole. 
Potential contributions to the body of knowledge are acknowledged, as are 
limitations of the work. This study has shown that people with dementia, even 
those at an advanced stage and with superimposed physical illness, can be 
engaged in research that is both ethical and meaningful. It has shown that 
improvements in practice are possible. They need to be underpinned by a belief 
in the personhood of staff as well as patients. Areas for further research and 
practice development in this vital subject have been identified. 
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PREFACE 

Many years in clinical nursing practice in acute hospitals generated the idea for 
this thesis. As I observed the care of older people with dementia I became aware 
that some of it appeared good and some less so. Demographic changes, an increasing prevalence of dementia and the emerging dignity agenda indicated 
that the time was right to investigate care and identify areas for development. 

There are four elements to be completed in the Doctor of Professional Practice 
Programme: a literature review, a research study, a practice development project 
and an integrative review. The order in which these components are completed is 
not prescribed. Each of these is the subject of a chapter in this thesis. 

Chapter one provides a review of literature. Phase one sets person-focused 
studies within the context of dementia research as a whole. Phase two uses a 
specifically developed set of criteria to assess person-focused studies. Phase 
three reconsiders the three papers which met the criteria in phase two most 
closely. This final phase clearly demonstrated how these authors had conducted 
research that was both ethical and meaningful. These papers were influential in 
planning my research study. 

Methodology that underpins the research is discussed in chapter two. The 
method used integrates critical ethnography with narrative methods. This choice 
was successful in meeting my aims of ensuring that the voices of people with 
dementia were heard, to produce knowledge that would be used to develop 
future practice and to set the work within a broader social and political context. 
The research process is explained in detail. Data were collected in the course of 
one hundred and twenty five hours of participant observation which included 
many informal conversations. Eighteen interviews with patients, lay carers and 
staff were conducted. Data analysis integrated the philosophies of ethnographic 
and narrative approaches. 

Findings are presented as a commentary in chapter three. This comprises a set 
of five narratives which portray the experience of patients with whom I spent most 
time. A commentary which draws together common themes and variances is then 
provided. Findings portray a sobering picture of care indicating that although 
most staff appear to have good intention the care they deliver is set within the 
'bed and body'framework. They tend to avoid communication with patients. This 
approach gradually erodes the personhood of individuals. Findings indicate that 
staff work within a deeply embedded habitus in which they tend not to think about 
what they are doing. They demonstrated a lack of empathy with patients. 

These findings suggested that any practice development project needed to 
engage staff on both cognitive and emotional levels. A project was piloted in one 
local acute trust. Fifteen members of staff of varying levels of seniority met for 
two half days and two whole days. Sessions were led by myself and a colleague. 
Course content was based on the philosophies of confluent education and 
situated learning. We worked with staff to devise a programme that was 'real' to 
them and addressed many of their identified learning needs. Use of interactive 
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and experiential techniques ensured that both cognitive and emotional domains 
were engaged. Initial evaluation has demonstrated some tangible changes in 
practice. 

Chapter five is an integrative review which draws together previous chapters to 
illustrate how this work, as a whole, is greater than the sum of its parts. It has two 
sections. Part one identifies potential contributions to knowledge, acknowledges 
limitations and provides suggestions for further research and development. Part 
two reflects on my journey through the doctoral programme. 

In completing this thesis I have investigated the important and topical subject of 
the care of people with dementia in acute hospitals. I have developed and 
implemented a practice development project that has made a tangible change in 
practice. I have developed as a 'scholarly professional' engaged in 'real world' 
research. These achievements demonstrate a potential contribution to knowledge 
and the value of following the Doctor of Professional Practice programme. 
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CHAPTER ONE: LITERATURE REVIEW 

INTRODUCTION 
It is well recognised that the prevalence of dementia in older adults is increasing 
(Alzheimer's Society 2006). Having worked as a registered nurse in acute 
hospitals for many years I was aware that some of the care provided for older 
people with dementia was good and some less so. As the number of people with 
dementia requiring acute care is ever increasing I felt it was vital to investigate 

current care and consider much needed developments. 

The increase in dementia is reflected by a huge rise in the amount of research 
into this area. This review addresses the question: is it possible to engage people 

with dementia in research in a way that is both ethical and meaningful? Three 

distinct phases in this chapter attempt to answer this question. 

Phase one sets person-focused research within the context of dementia research 

as a whole. This phase considers cumulative reviews of dementia research 
including systematic reviews, meta-synthesis, meta-analysis, re-analysis and 

literature reviews. Eight hundred and sixteen papers were identified that met the 

inclusion criteria. The subject of each of these studies was identified and subjects 

clustered into ten categories: investigation of disease process, medication, 

treatment non-pharmacological, diagnostics and assessment, activities of life, 

care givers, person focused, culture specific, ethics and law and cost. 

Diagrammatic representation of the categories demonstrates the directions in 

which dementia research has moved over the last three decades (see page 6). 

By far the most work has followed the biomedical model concentrating on 

investigation of the disease process and the use of medication. There has been a 

steady rise in studies about the ethics of dementia care, non-pharmacological 

treatments and techniques for diagnosis and assessment. It is evident that in 

more recent years there has been a small, but growing, interest in person- 

focused research studies that seek to understand the experiences and views of 

people with dementia. Phase one sets person-focused dementia research within 



the broad landscape of dementia research. Phase two provides an overview of 
published studies that include people with dementia, forty-five papers met the 
inclusion criteria. These studies are assessed against a set of criteria that have 
been developed from existing models for evaluating qualitative research and 
adapted specifically for use with research involving people with dementia. 
Studies have been ranked as levels one, two or three according to how closely 
they met the criteria. Three studies were ranked at level one, meeting the criteria 
most closely; thirty seven were at level two and five at level three. All studies 
provided some evidence that it is possible to involve people with dementia in 

research in a way that is both ethical and meaningful, although the quality of 
involvement was extremely variable. Reflection on the allocation of studies into 
the three levels suggested that the way in which decisions had been made was 
not entirely transparent. It was considered that using a detailed set of criteria may 
have detracted from reviewing studies from a holistic perspective. This idea 

generated phase three of the review. 

Phase three reconsiders the studies that were categorised at level one. The 

signal from each of these papers was high. That is, they all appeared to provide 

an exceptionally valuable contribution to answering a question. However this 

value was not necessarily fully explicated when using the phase two criteria. The 

three studies were reviewed again using the fundamental concepts of qualitative 

research methods and, in particular, the narrative approach. This second 

analysis allowed a more global review that enabled interpretation beyond that 

previously achieved and clearly demonstrated the aspects of these papers that 

identify them as being at the forefront of ethical and meaningful research 

involving people with dementia. 

BACKGROUND 

Dementia is defined by the World Health Organisation as 'a syndrome due to 

disease of the brain, usually of a chronic or progressive nature, in which there is 

a disturbance of multiple higher cortex functions including memory, thinking, 

orientation, comprehension, calculation, learning capacity, language and 

2 



judgment. Consciousness is not impaired (WHO 1992). The Alzheimer's Society 
(2003) defines dementia as a 'group of symptoms caused by the physical impact 
of disease or injury on the brain'. It is stated that each person will experience it in 
their own individual way but that most will live through a decline in memory, 
reasoning and communication skills together with a gradual loss of the skills 
needed to carry out daily activities. 

There are a range of different types of dementia. An estimate of the proportions 
of people with the different forms of dementia is provided by the Alzheimer's 
Society (2003). These are: Alzheimer's disease 55%, vascular dementia 20%, 
dementia with Lewy bodies 15%, fronto-temporal dementia 5% and other 
dementia 5%. 

Diagnosing dementia is not a simple procedure, however early diagnosis is 
becoming increasingly important as drug therapies for treating different 

conditions are becoming available. It is also vital in helping the person to plan 
their future and the early identification of sources of advice and support 
(Alzheimer's Society 2003). Diagnosis is usually made by excluding other causes 

of symptoms. Investigations include physical examination, blood tests, 

computerised tomography or magnetic resonance imaging scans and 

comprehensive memory testing using one or more validated assessment tools 

(Brown and Hillarn 2004). It is noted that dementia is a complex syndrome to 

diagnose accurately and it may be that a definite diagnosis is only established 

after death at post mortem or, in very rare cases, through brain biopsy. 

A number of authors have challenged the notion that dementia is wholly a 

physical disease. Kitwood (1 997a) suggests that it is a combination of physical 
factors and societal attitudes and treatments. Kitwood describes a 'new culture' 

of dementia care in which he suggests that there is a need to move from the 

traditional view of dementia as a devastating disease of the central nervous 

system which results in progressive destruction of personality and identity. He 

argues convincingly that in order to provide high quality care it is necessary to 
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change thinking about dementia towards a view that dementing illness is a form 

of disability in which care received by the person is crucial to the way in which 
they are affected by the dementia. Bartlett (2000) investigated the concept of 
dementia as a disability and suggests that Kitwood's seminal work has enabled a 
move from thinking about the 'dementia sufferer' to a broader view in which the 

person with dementia is acknowledged to be a person not only with cognitive 
impairment but also with a variety of social restrictions and barriers. 

Kitwood's (1 997a) work about dementia care has parallels with the gradual 
involvement of people with dementia in research. For many years it has been 

assumed that this group are unable to participate in research and cannot share 
their views and experiences. It is suggested by Wilkinson (2002) that this attitude 
does much to reinforce negative stereotypes of this disability. Over the last two 

decades there has been an increasing call for greater inclusivity in research (for 

example Cotrell and Schulz 1993, Downs 1997). Such a move has been slow to 

develop, although there is an increasing body of literature that examines ways in 

which people with dementia can be included in research. Wilkinson (2002), 

Barnett (2000) and Sabat (2001) have been particularly influential in this field. 

Dementia is acknowledged as being a major issue in the health and social care 

agenda. Prevalence of dementia is gradually increasing as the population ages. 

It is estimated that dementia currently effects over 700,000 people in the United 

Kingdom and that by 2010 this number will have risen to 840,000 (Alzheimer's 

Society 2006). There is, therefore, a clear need to continue research work into 

dementia from a variety of perspectives. 

PHASE ONE 
Phase one provides an overview of dementia research and sets person-focused 

studies within a wider context. The history of dementia research is long and 

varied. An extensive review of the literature suggests that McLean's (1987) 

assertion is accurate in that, for the first half of the twentieth century, mental 
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decline in the elderly generated little interest with cognitive failure being 
dismissed as an inevitable part of ageing. 

A literature search was completed with the objective of identifying the scope and 
direction of dementia research. In view of the exceptional volume of work on this 
subject, only review papers were considered. This process produced a trajectory 
of research over a fixed time period. Databases searched included: Cochrane 
database of systematic reviews, AMED 1985-12/2004, PsychINFO 1887- 
12/2004, Medline 1951-12/2004, BNI 1994-12/2004, ASSIA, eLSC and CINAHL 
1982-12/2004. Search terms used were dementia, Alzheimer$, literature review, 
systematic review, meta-analysis, meta-synthesis and re-analysis. Selection 

criteria were that publications were journal articles, written in the English 
language, with dementia or Alzheimer$ in the title and have literature review, 
systematic review, meta-analysis, meta-synthesis or re-analysis as the major 
descriptor in either the abstract or database information. Studies primarily 
concerned with people under the age of sixty five were excluded. 

It is acknowledged that this strategy would not yield every possible review of 
dementia research. A total of eight hundred and sixteen papers met the selection 

criteria. Papers were reviewed and forty one subjects were identified. Subjects 

were clustered into ten broad categories as shown in table 1. A small number of 

papers included information that could have been categorised in more than one 

way. In these cases the major subject was identified and used for categorisation. 

Category Subjects Included 

Investigation of disease Genetics, epidemiology, risk factors, prevention, prediction, 
process reversibility, screening, studies of specific symptoms 
Medication Anti-dementia drugs, other types of medication used for treatment 

of symptoms of dementia 
Treatment non- Reality orientation, validation therapy, Snoezelen, psychosocial 
pharmacological interventions, complementary therapies, rehabilitation, behavioural 

interventions 
Diagnostics / assessment Imaging, biochemical tests, biological markers, assessment 

techniques used in practice 
Activities of life Respite care, nursing homes, feeding, falls, disclosure of 

diagnosis, awareness of dementia, nursing roles, environment, 
pain, sexuality 
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Care givers Psychosocial interventions for carers, carer strain, effect of respite 
care on carers 

Person focused Active involvement of people with dementia in care and research 
process 

Culture specific Named cultures, nationalities, prisoners 
Ethics and law Ethical and legal considerations in dementia care and research 
Cost Care, medications 

Table 1: Categories of dementia research 

The number of studies in each category was identified and are presented as a 

graph (figure 1) 
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Figure 1: Graphic representation of dementia research 

Phase one demonstrates clearly how quickly dementia research has developed 

with the most dramatic rise being in the last decade. This may have been 

influenced by recognition that the prevalence of dementia is increasing rapidly as 

the population ages. It has highlighted an ever more urgent need to find ways not 

only to prevent or cure dementia but also to develop ways in which quality of life 

for people with dementia can be enhanced. 
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Greatest areas of growth have been investigation of the disease process and 
development and use of medication. There is undoubtedly a need to continue 
biomedical studies that aim to provide a better understanding of the disease 
process and therefore potential for identifying cause and possibly cure. Research 
into the use of medication for management of symptoms has continued. However 
the increase of studies into medication can mainly be attributed to the 
development in the mid 1990's of anti-dementia drugs that offer some new hope 
of slowing disease progression. 

Whilst biomedical research remains vital, it is equally important that other 
aspects of dementia research are nurtured to ensure a more holistic picture of 
the possibilities of dementia care. An increase in studies about the ethics of 
dementia care and research is noted. This remains an area of much debate for 
health and social care workers and new thoughts on this aspect of care are being 

continually generated. There has been a steady rise in studies into non- 
pharmacological treatments. It can be argued that the move towards more 

person-centred strategies has been influenced by approaches such as reality 

orientation, validation therapy, resolution therapy and reminiscence, which have 

gradually evolved from the 1950's onwards (Kitwood 1997a). 

Identification of person focused reviews reveals very clearly that this is a minority 

area in dementia research at present. The review identified five papers that met 
the selection criteria; one published in 1996, one in 1997, two in 2002 and one in 

2004. Each of these reviews cited a relatively small number of references. 
Although these papers have been categorised as person-focused their thrust 

appears to be to provide evidence of a lack of consistent, high quality research 

that genuinely engages people with dementia. Despite the fact that person- 
focused dementia research remains comparatively rare, these papers do indicate 

that there is a growing interest in this field. These papers are briefly reviewed. 

In a broadly person-focused literature review, Keady (1996) covers a range of 

issues concerning dementia care and research in relation to the early experience 
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of dementia and revealing of diagnosis. Keady also considers the impact of 
dementia on carers and the service demands that it generates. It is noted that 
much social research has considered the impact of dementia on care givers 
rather than the person with dementia. Keady (1996) comments that there are a 
small but increasing number of studies that directly seek the views of people with 
dementia. Whilst endorsing this growth, he cautions against the tendency to 

conduct research with people with early stage dementia to the detriment of those 

with more advanced disease. 

An examination of literature relating to three aspects of the person with dementia: 

a person's sense of self, an individual's rights and the value of seeking the 

perspectives of the person with dementia was undertaken by Downs (1997). This 

author provides a concise overview of some of the key work in her consideration 

of the emergence of the person with dementia in research. She notes that to date 

the medical model has dominated in this area and even when people with 
dementia have been involved it has tended to be those in the early stages of the 

disease that have been included. Downs concludes that current literature 

increasingly gives value and importance to the person with dementia. She 

indicates a need to move towards an emphasis on the individual and a distancing 

from the language of victims and suffering and also suggests that there is a need 

to embrace people with more severe dementia in the research process. 

Nolan et al (2002) take up the issue of involving the person with dementia. 

Drawing on a wide range of recent literature from health and social care domains 

these authors identify common themes in dementia care and research. They note 

that over the last twenty years carer research has been far more in evidence than 

that which directly involves people with dementia. They identify the paradox that, 

despite comprehensive literature on this subject, there remains little evidence of 

the effectiveness of current approaches to care and support. Nolan et al (2002) 

recognise that there is an aspiration towards including people with dementia in 

service development and research but that, in reality, the views of this group are 

rarely sought (Zarit et al 1999, Moriarity and Webb 1997) or may be ignored 
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(Gwyther 1999). Nolan et al (2002) state that there is a need to develop models 
of research and practice that are more inclusive and empowering and which 
acknowledge the person with dementia as being 'experts in their own experience' 
(Reid et al 2001). Nolan et al (2002) advocate equality between the person with 
dementia and the researcher as being a way of promoting effective investigation. 
They advocate the use of an 'exchange' model rather than the more commonly 
used procedure driven or questioning approach (Qureshi et al 2000). 

Ways in which research with people with dementia can be enabled are also 

considered by Dewing (2002) who critically reviews literature around a 

competency based approach to informed consent. She argues that a simple 

extension of this model is not an adequate strategy for people with dementia and 

may lead to exclusionary ethics. Dewing (2002) describes her work on a 
theoretical foundation of consent for people with dementia and proposes a model 
for consent. Dewing (2002: 157) suggests that there is a need to adopt a 
i revisionist, person-centred, inclusionary approach to consent' and goes on to 

cogently justify and explain this approach. 

Traynor et al (2004) discuss inclusion in relation to evaluating effectiveness of 

drug treatments for dementia. In an extensive literature review, the method of 

which is clearly described, these authors note the paucity of user involvement in 

this type of evaluation. Although they acknowledge the constraints placed on 

researchers, for example the European Agency for the Evaluation of Medicinal 

Products (1997) defines the areas in which clinical trials of drugs used in the 

treatment of dementia should provide evidence, they continue to argue 

convincingly that there is also a need to investigate aspects of quality of life that 

are important to patients rather than relying wholly on medically defined 

outcomes. 

These reviews offer an insight into the current state of research involving people 

with dementia. Whilst they view the subject from differing perspectives it can be 

argued that there are similarities in the key messages that they convey. Keady 
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(1996) and Downs (1997) acknowledge that far more attention has been paid to 
carers than to people with dementia and that, when people with dementia have 
been involved in research, it has tended to be those in the earlier stages of the 
disease process. Nolan et al (2002), Dewing (2002) and Traynor et al (2004) also 
indicate a lack of involvement. However, the thrust of their arguments appears to 
be that there is a need to develop new and innovative ways of researching with 
this group rather than trying to fit approaches to these studies into existing 
moulds. 

It is likely that the gradual emergence of person-focused research has been 

influenced by a number of factors. A trend towards including service users and 

carers in research, particularly in health and social care, started in the early 
1990's with Government initiatives such as The Health of the Nation (DoH 1992). 

The inclusionary message is clearly restated in more recent documents, for 

example Patient and Public Involvement in the new NHS (DoH 1999b), The NHS 

Plan (DoH 2000) and the National Service Framework for Older People (DoH 

2001 b). 

In addition to societal changes there is a gradual but growing movement that 

supports people with dementia being actively included in research. It is 

eloquently argued by Bond and Corner (2001) that to understand the meaning of 

dementia it is vital that we gain the perspectives of people with the condition. 

These authors are clear that any research must be designed to ensure that the 

integrity of an individual's personhood is maintained. One powerful proponent of 

the active involvement of people with dementia is Wilkinson (2002) who, in an 

innovative text, sets out how such an aim can be achieved. This work is gradually 

being elaborated on by a range of writers who have considered specific issues in 

involving people with dementia in research. Examples of these include ethical 

issues that have been explored by Bartlett and Martin (2002); ways in which user 

views can be integrated into the evaluation of drug therapies by Traynor et al 

(2004) and Gibson et al (2004); methods of managing consent by Hubbard et al 

(2002); the use of focus groups by Bamford and Bruce (2002) and ways in which 
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video recordings can be incorporated into research with people with dementia 
(Cook 2002). The move towards including people with dementia in research is 
primarily being driven in the social research arena. There are hints that this 
approach may be embraced, to some extent, by more traditionally biomedical 
investigators. For example, one person-focused study has been undertaken by a 
medical practitioner (Marzanski 2000). There is, to date, little evidence of further 

person-focused research by medical practitioners. 

PHASE TWO 
Phase two involved a literature search for studies that sought the views of people 
with dementia. The search strategy is outlined in appendix 1. In view of the 

relative scarcity of studies, the search did not follow the precise and linear 

approach that is advocated for quantitative systematic reviews (Centre for 

Reviews and Dissemination 2001). A more pragmatic approach was taken. 

Although the approach is unorthodox, it is transparent, and that is an attribute 
that Walsh and Downe (2005) consider vital to the integrity of a review. 
Databases searched are listed in appendix 1. A vast number of studies initially 

met the search criteria and were judged to be 'hits'. However, on review of title 

followed by abstract many were eliminated as they were not relevant. Details of 

this stage of the search are provided in table 2. 

Database Number of initial 
'hits' 

Number rejected 
at title 

Number rejected 
at abstract 

Full articles 
reviewed 

CINAHL 6119 6095 6 18 
BNI 56 52 0 4 
AMED 8 8 0 0 
MEDLINE 143 135 1 7 
PSYCHINFO 41 39 0 2 
Totals 6367 6329 7 31 

Table 2: Phase two literature search 

A broad based search strategy was used, this could have been refined. However 

a low success rate in finding relevant studies is perhaps an additional indication 

that research involving people with dementia remains far from mainstream. 

Location of relevant studies was problematic in that many studies that appeared 

suitable at title, or even at abstract, were found to be guidance on how to 
11 



undertake research with this group rather than completed studies. Those studies 
rejected at title or abstract clearly did not involve people with dementia. 

Full studies considered included thirty-one from established databases 

supplemented by a more fruitful search of the Electronic Library for Social Care 
database, the grey literature, a hand search of Dementia: The International 
Journal of Social Research and Practice with a subsequent search of reference 
lists of articles that met the inclusion criteria. Articles were rejected at this stage 
for one of three reasons: if they included the experiences of people with 
dementia only as an adjunct to the views of others; if they had a major focus on 

quantitative methods and used qualitative approaches as a secondary method 

and, finally, if papers were summary reports that did not contain sufficient 
information to allow them to be assessed. It is acknowledged that application of 

these exclusion criteria is largely based on the subjective opinion of the 

researcher and that this will have influenced the selection of studies reviewed. A 

number of promising studies are unpublished and unavailable. It is 

acknowledged that this review is not exhaustive. However, it does offer an insight 

into the progress to date on research in this specialist field. 

A total of forty-five studies were identified for full review. These studies do not 

lend themselves to a traditional systematic review methodology which, as Booth 

(2001) notes, suffers from the characteristics of 'institutionalised quantitavism'. 

The non-conventional approach taken for this phase of the review has been 

influenced by the concept that attempting to imitate quantitative review methods 

with qualitative studies may compromise much of the progress that has been 

made in developing the credibility of qualitative research over the last few years. 

This idea is echoed by Jones (2004a) who suggests that attempting to apply 

quantitative terminology to qualitative reviews leaves qualitative researchers at 

risk of losing much of the ground that they have gained over the last decade. 

A number of tools are available that propose various models for evaluating 

research studies using qualitative approaches. Such guidelines provide useful 
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information in terms of reviewing many studies. However, research with people 
with dementia has its own unique methodological and ethical considerations and, 
for this reason, a set of criteria was developed specifically for use with this type 
of study (appendix 2). Production of these criteria was influenced by the work of 
Popay et al (1998), Department of Health (2001 a), McCormack (2001 a), 
McCormack (2002), Bartlett and Martin (2002), Webb (2003) and Jones (2004a). 
A rating scale of level one to level three has been used to assess how closely 
identified papers met the criteria. Papers categorised as level one met the criteria 
most closely whilst level three studies were least consistent. It is recognised that 

some studies will have been published in more detail elsewhere and that 

omissions may be due to constraints of word limits. 

Popay et al's (1998) assertion that flexibility rather than standardisation is the 

hallmark of good qualitative methodology influenced the approach taken to this 

review. The value in taking a pragmatic approach lies in its inclusionary nature 

which is vital particularly when considering a disadvantaged group whose voices 

are not often clearly heard. It is argued by Jones (2004a: 97) that using qualitative 

methods for review embraces the 'richness of human experience' and allows a 
full hearing of groups that are frequently marginalised. In addition to considering 

review methods, qualitative researchers are also becoming much more aware of 

the value of meta-synthesis. Considerable debate exists in the literature about 

the extent to which qualitative research is amenable to meta-synthesis. 

Sandelowski et al (1997) argue that summarising qualitative findings has the 

potential to destroy the integrity of individual studies. Equally, there is a strong 

counter argument from authors including Sherwood (1999), Silverman (1997) 

and Britten et al (2002) that if qualitative researchers do not begin to develop 

their capacity in meta-synthesis there is a risk that they will continue to 

accumulate an ever growing number of studies which will remain in isolation and 

fail to influence either strategy or practice. In this era of evidence based health 

care, Thorne et al (2004) suggests that there is a real need to develop 

understanding and application of meta-synthesis to qualitative work. Whilst fully 

accepting this proposition, the review of these studies reveals that they focus on 
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diverse aspects of dementia with the result that there is an insufficient body of 
work on any subject to indicate that meta-synthesis would be of real value. 

Phase two provides a review of work in the area of researching with people with 
dementia. Studies are summarised in appendix 3. The following section 

addresses ways in which these studies have managed some of the central tenets 

that have been identified in the criteria as contributing to conducting ethical and 

meaningful research involving people with dementia. As stated, findings are 

summarised rather than synthesised as the volume of work in each area remains 

low. 

Aims and Participants 
Studies were assessed against criteria which required that the aims of the study 

should be clearly stated and justified. Participants should have been selected in a 

way that allowed the best chance of answering the research question. 

Recruitment processes should be sensitive to the needs of this group and adopt 

an inclusive philosophy. 

Aims 

In every case the researcher had documented a clear aim for the study. All aims 

were framed in terms that implied that the researcher was investigating from the 

perspective of the person with dementia. This demonstrated that in each case 

the research could only reasonably be conducted with people with dementia. 

Methods of Recruitment 

Recruiting people with dementia to a research study demands a level of 

sensitivity beyond that required in many cases. Key issues exist that need to be 

considered early in the process. It is essential to ensure that an inadvertent 

disclosure of the diagnosis of dementia is not made during recruitment. 

Researchers also need to consider the way that participants are selected to 

ensure an element of inclusivity. It is crucial to achieve a balance between using 
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a recruitment process that respects the individual whilst not causing them undue 
anxiety or concern. 

Recruitment processes generally involved purposive or convenience sampling, 
which is reasonable for studies of this nature. Only the study by Aggarwal et al 
(2003) claimed to use random selection, although the procedure is not described. 
Discussion of the sampling and recruitment process is notably absent in several 
cases (for example Sabat 2002a, Proctor 2001, Snyder 2003). A number of 
studies selected participants who used services specifically for people with 
dementia, for example Pearce et al (2002) selected people attending memory 
clinics; Phinney et al (2002) recruited participants from a geriatric research centre 
and an early diagnosis support group; Katsuno (2003) worked with people 
attending a dementia specific adult day and residential care centre. Although it 

can be argued that attendance at a dementia care facility does not ensure that 

the person with dementia is necessarily aware of their diagnosis it is suggested 

that this is a higher probability than would be the case when selecting people 
from other areas. 

Other authors are less explicit about how potential participants were selected. 

Werezak and Stewart (2002) recruited from unspecified agencies and Proctor 

(2001) reports only that participants were attending a day hospital. Two studies 

investigated care of people with dementia in acute hospitals used totally different 

approaches. Tolson et al (1999) used a strategy of asking all older people who 

were consecutively admitted to medical or care of older people wards to 

complete a cognitive assessment. People who produced two low scores were 

invited to be involved in the next stage of the study. This method of selection is 

not justified in the paper and does raise questions about labelling of people with 

acute physical health problems as having dementia. It is not entirely clear 

whether this label was shared with participants. Norman (2003a) recruited 

patients in an acute hospital on the basis that they had been labelled as having 

memory problems either by nursing staff or in the medical or nursing notes. 

Norman provides a sound justification for her choice in stating that patients 
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labelled by staff as having dementia, whether this is accurate or not, were 
constructed in terms of this label and would therefore be treated in a similar way 
to those with a formal diagnosis. The latter approaches could be considered to 
increase the risk of inadvertent disclosure, whether confirmed or not, during the 
recruitment process. 

When working with people with dementia there is a need to balance respect for 
the individual with using recruitment processes that are inclusive and do not 
cause undue anxiety and concern. Most studies used some type of 'third party' 
during the first stage of recruitment, most commonly these were care staff or 
family members. A number of researchers asked care staff to identify people 

using their service who would be suitable to participate (for example Bamford 

and Bruce 2000, Mills 1997). This process could be viewed as assisting 

appropriate selection, equally it has the potential to introduce an element of bias 

through staff selection. Bamford and Bruce (2000) addressed this issue by 

allowing other interested users to join their discussions. A small number of 

researchers would only recruit participants who had a next of kin or spouse who 

was willing to take part (for example Phinney 2002a, Pearce et al 2002). 

Recruitment into the study of Graneheim and Jansson (2006) involved seeking 

consent from relatives. Participants were not informed of the study in advance, 

although they are reported as not objecting to being interviewed. Such 

approaches bring into question the respect for an individual's personhood and 

belief in the value that they bring to the study. 

A study by Svanstrom and Dahlberg (2004) which investigated the lived 

experience of dementia for spouses, where one of them is diagnosed with 

dementia, recruited people with dementia from a range of local services. These 

authors state that it was the healthy spouse who made the decision to take part 

in the study and no mention is made of the feelings of the person with dementia. 

Again, this brings into question the extent to which the personhood of individuals 

was respected. 

16 



Use of a 'third party', who already knew participants, was used frequently. Initial 
information was provided by care staff in studies by Pratt and Wilkinson (2001), 
Werezak and Stewart (2002) and Mason et al (2005). This process could be 
seen as reducing coercion and so may be considered good practice. One 
drawback is noted by Pratt and Wilkinson (2001) who report that it led to an 
exceptionally slow period of recruitment. It is notable that following first contact 
from a 'third party' many researchers chose to communicate directly with people 
with dementia, for example Mason et al (2005) attended a support group to 
explain their study in more detail. Other studies, for example Burgener and 
Dickerson- Putman (1999) recruited via family care givers. It may be suggested 
that this approach borders on paternalistic and compromises the personhood of 
individuals. In addition, it makes the unfounded assumption that people with 
dementia and their carers have good relationships (Pratt 2002). 

Inclusivity 

Inclusion of people with dementia is becoming well established as a necessity. It 

is noted by Keady (11996) and Downs (1997) that researchers have tended to 

concentrate their work on those in the earlier stages and this approach remains 

evident. A number of studies reported the level of cognitive impairment of the 

participants with most using the Mini Mental State examination (MMSE) (Folstein 

et al 1975). Most participants had recorded MMSE scores of eighteen or above 
indicating mild to moderate dementia. Exceptions were Sabat (2002a) who 

engaged with a person with an MMSE of nine and Marzanski (2000) who 
included people with MMSEs ranging from seven- twenty nine. Some 

researchers made a conscious decision not to investigate the level of cognitive 

impairment of participants. This may have been on the grounds that MMSE score 

does not necessarily correlate with an ability to communicate one's views. The 

fact that most of this type of research concentrates on people with less severe 

dementia is highlighted by several authors including Hubbard et al (2003), 

Phinney et al (2002) and Bamford and Bruce (2000) who suggest that methods 

for inclusion of those with more advanced impairment need to be developed 

further. 
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It is evident that most researchers in these studies have given considerable 
thought to the selection and recruitment of participants. Some have used 
strategies such as the 'third party' to minimise risk of anxiety or feelings of 
coercion. Equally, a small number of studies have employed processes that are 
questionable particularly in terms of selecting people who are likely to be able to 
answer the research question and in terms of ensuring participant choice. 
Virtually all participants had a relatively high level of cognitive function and 
several authors point to the need to include people with more advanced 
dementia. These studies indicate that there is a value in involving people with a 
pre-existing relationship with potential participants in the recruitment process. 
However it is argued that this approach must be carefully balanced in order to 
prevent inadvertent exclusion or paternalism. It is recognised that there is a need 
to expand the scope of research to include people with more advanced 
dementia. 

Research Design 
Criteria related to research design concerned the extent to which the method 
selected was appropriate to the research question. A high level of flexibility, 

particularly in terms of data collection, was required in order to accommodate the 

potentially varying needs of participants. The process of moving from data to 
interpretation should be explicit. 

Research Method 

Methods used in the studies varied considerably, forty used purely qualitative 

methods whilst five employed mixed qualitative and quantitative techniques. Use 

of predominantly qualitative methods may be a reflection of the professional 
backgrounds of the researchers many of whom worked in the arenas of nursing 

or social care and research. It is suggested that this group are likely to be 

conversant with qualitative methods and therefore be better equipped to engage 

in person focused enquiry. Only one researcher was noted to be from a medical 

background, Marzanski (2000) who worked as a Specialist Registrar in Old Age 

Psychiatry. He bravely stepped from the biomedical model into the qualitative 
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paradigm. However, the study perhaps indicates some discomfort with this 
approach in its apparently fairly rigid application. 

Explanation of the detail of research design is mixed. Bamford and Bruce (2000) 

explain each step of their research in detail, an approach followed by Pratt and 
Wilkinson (2001) and Gillies (2000). Other authors provide a much less 

comprehensive explanation, for example the work of Sabat (2002a) and Snyder 
(2003) give only a perfunctory overview of the research process. 

Data Collection 
Data were most commonly collected through interviews. Several studies used 
other methods of data collection to supplement interviews. For example periods 

of observation were completed by Phinney (1998,2002a), Phinney et al (2002), 

Norman (2003a) and Nygard and Starkhammar (2007); Bamford and Bruce 

(2000) and Mason et al (2005) engaged in group discussions; video recording 

was used by Mason et al (2005), Vernooij-Dassen et al (2006) and Daniels et al 
(2007) whilst Tolson et al (1999) chose to review clinical documentation. Positive 

and negative attributes of these data collection techniques are not debated in 

detail in any of the papers. It is suggested by Clarke and Keady (2002) that there 

are key criteria that need to be met to ensure effective data collection with people 

with dementia. They consider that it is vital that the approach of the researcher is 

positive and creative and that the process enables enough engagement between 

researcher and participant to allow confirmation of issues. 

Effective methods for conducting interviews with people with dementia have been 

the subject of much debate in the literature. There are a number of issues that 

need to be taken into consideration when conducting any qualitative interview. 

There are others that are particularly pertinent to interviews with people with 

dementia. These include whether the person should be interviewed alone or 

whether to have another person present to offer support, ways in which 

questions are asked and the number of interviews required. 
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It is suggested by Pratt (2002) that carers can be valuable collaborators in 
dementia research whilst equally cautioning against assuming that the person 
with dementia will want to be accompanied. Pratt suggests a compromise 
position of combining interviews with and without carers. This idea is supported 
by Preston et al (2007) who interviewed twelve people of whom five chose to be 

accompanied by their spouse. In these interviews the spouses were encouraged 
to make their contributions after the interview, presumably to ensure that they did 

not detract from the primacy of the person with dementia. Most interviews were 
conducted with participants unaccompanied but it is not always clear if they were 
given the choice to include a supporter. Phinney (2002a), Pearce et al (2002) 

and Clare et al (2005) chose to interview people with dementia and their partners 
separately. These authors made it a prerequisite that partners had to be willing to 
be involved and imply that partners' interviews were used to corroborate the 
information supplied by the person with dementia. Whilst having a different 

perspective may have added depth to the data it may be considered that 
Phinney's (2002a) request that partners report what they thought the person with 
dementia was experiencing does appear rather speculative. In the case study of 
Hellstrom et al (2005) a couple were interviewed separately but asked about the 

same themes. Following this the couple joined in the process of co-construction 

which provided an agreed account that reflected their experiences. This 

approach could be viewed as epitomising respect for each individual in enabling 

each to give their own view and then collaboratively agreeing on the final version. 

An alternative approach was taken by Daniels et al (2007) who conducted a 

single case study into the marital relationship of a couple, one of whom had 

Alzheimer's disease. Each of the three interviews were joint and the focus was 

very much on the marriage with the couple being left to begin to talk about the 

Alzheimer's disease when they felt it was appropriate. Again, this approach 

showed a high level of respect for both the individuals and their relationship. It is 

noted that there are potential pitfalls when including others, in this case the main 

visitor, in the interview process. These are identified by Tolson et al (1999) who 
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report that the presence of the visitor, generally a family member, detracted from 
the ability of the person with dementia to communicate fully. 

Interviewing people with dementia is clearly a venture that requires skill and 
sensitivity. It is noted that some still question the value in seeking the views of 
this group. This is highlighted by authors including Goldsmith (2002) and Clarke 
and Keady (2002). These authors are adamant that people with dementia, even 
in the more advanced stages, have a desire to communicate and that it is the 
responsibility of the researcher to find ways in which this can be enabled. 

A range of interview styles have been suggested. Keady and Gilliard (2002) 

advise that largely unstructured interviews can be used to build a trusting 

relationship between participant and researcher which may enable the participant 
to reveal sensitive information. A semi-structured approach using a set of 
predetermined questions is discussed by Harris and Durkin (2002). They suggest 
that this can be valuable in ensuring some parity when interviews are being 

conducted by different researchers. An example they give is of interviews by two 

researchers, one of whom was a clinician and one of whom had Alzheimer's 
disease. A direct questioning stance is advocated by Young (2002) who states 
that when involving people with early dementia this approach can show a 

genuine desire to find out their views and thus enhance their self esteem. 

Studies reviewed employed a variety of interview techniques. Style of interview 

varied from the very structured approach used by Burgener and Dickerson- 

Putman (1999) and Marzanski (2000) both of whom delivered a consistent set of 

questions, through the semi-structured approaches of Pearce et al (2002), 

Mason et al (2005) and Werezak and Stewart (2002), to the unstructured format 

of Sabat (2002a) and the counselling base adopted by Mills (1997). Extracts of 
data suggest that perhaps the skill of the interviewer is more critical to success 

than the interview approach used. For example Pratt and Wilkinson (2001) used 

interviews with a clear topic guide. They had planned to interview people twice 

but due to various constraints this was not always possible. However, the data 
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they present demonstrates how, with the right approach, people with dementia 
can be assisted to provide rich insights into their experiences. Participants in a 
study of involvement in activity by Phinney (2006) enabled participants to 
express their views by supporting them to give narrative accounts of their own 
experiences. The counselling approach to interviews is advocated by Mills (1997) 

who used it to good effect in illuminating the narratives of eight people described 

as having moderate to severe dementia. Nelson-Jones (1993) discusses the 

concept of using counselling skills in qualitative research suggesting that 
transferable skills include altruism, humanism, intellectual curiosity and people 
orientation. Although these facets are not discussed, they are clearly represented 
in the work of Sabat (2002a) in his interaction with a person with relatively 
advanced dementia. To enhance engagement and stimulate discussion, 
Aggarwal et al (2003) and Norman (2003a) both used 'prompts' such as 
photographs to trigger conversations with participants. 

Most interviews are reported to have been tape-recorded with permission of the 

participants. This appears to have been relatively unproblematic with no 

researchers documenting particular concerns. This may be due to the fact that 

most participants had a relatively high level of cognitive functioning and so 

retained a sound memory of this type of equipment. In contrast, video recordings 

appeared to require a greater level of explanation and it is possible that older 

people involved in the studies were less familiar with this slightly more modern 

technology. Video recordings were used by Mason et al (2005) in a study of 

support groups and Daniels et al (2007) when interviewing a couple. Use of this 

technique is investigated in detail by Cook (2003) who used video recordings 

with older people with dementia in a residential care setting. Cook (2003) 

graphically describes her work in ensuring that the participants were familiarised 

with the equipment and her sensitivity in recording. Mason et al (2005) video 

recorded entire support groups but the way in which this was introduced and the 

impact that it had on group dynamics is not discussed in detail. 
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A number of studies involved a series of interviews, although this does not 
appear to be an absolute pre-requisite to achieving engagement with resulting 
rich data. This is evidenced by the work of Gillies (2000) who interviewed most 
participants only once but clearly enabled participants to express their views in 

considerable depth. Other researchers used multiple interviews, such as Phinney 

et al (2002) who conducted three interviews with each participant to the extreme 
of Mills (1997) who undertook between thirteen and twenty five interviews. It 
does not appear that more interviews necessarily leads to increased quality of 
data. 

Data collection largely involved interviews with participants. Styles ranged from 

highly structured to conversational approaches and the number of interviews 

conducted varied from one to twenty five. Involvement of significant others in the 

interview process has been discussed and advantages and disadvantages noted. 
Literature offers some fairly prescriptive guidance on the way in which interviews 

with people with dementia should be conducted. However the guidance is, in 

places, contradictory. An idea that emerges from these studies is that, whilst 

guidance is available, the key element that enables effective data collection, 

regardless of espoused style, is the personal manner and approach of the 

individual interviewer. 

Data Analysis 

Whilst there is a wealth of guidance about how to include people with dementia in 

research, there is a marked absence of work that focuses on data analysis. None 

of the papers reviewed cite the analysis process as a particular challenge. 

Quality of explanation of the approach to analysis ranges from virtually absent 

(for example Marzanski 2000, Sabat 2002a) to comprehensive (for example Pratt 

and Wilkinson 2001, Phinney 2002a). It is noted that the lack of detailed 

description of the analysis process does not necessarily detract from the findings 

presented, although, it clearly leaves a question as to how the findings have 

been developed. 
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Both qualitative and quantitative methods of data analysis have been employed. 
Quantitative work generally uses fairly simple statistical approaches and, on the 
whole, straightforward techniques have been used to analyse data that supports 
qualitative findings (for example Katsuno 2003). Qualitative data has mainly 
followed well established methods. It is noteworthy that Mason et al (2005) are 
unique amongst these studies in paying detailed attention to the non-verbal 
communication of participants. This is perhaps surprising given the assumed 
difficulty that people with dementia have in expressing themselves verbally. 

Interpretation of data does not appear to have caused major concern. Several 

authors returned to participants to check their understanding, for example 
Werezak and Stewart (2002) used second interviews to 'validate' categories and 
Mills (1997) took emerging themes back to participants to deepen understanding. 
Steeman et al (2007) initially used grounded theory to analyse their data. They 

concluded that this was not wholly satisfactory and subsequently added elements 

of narrative analysis. This had the effect of strengthening their analysis 

considerably, providing a new level of understanding. It is perhaps surprising 

that, almost entirely, mainstream qualitative approaches to analysis have been 

used. It may be considered that other methods to aid the expression of the 

thoughts of participants would have been explored, such as the use of poetry, as 

demonstrated in the work of Killick (2001,2002). 

It has often been implied that people with dementia have little or no contribution 

to make to research (Rodeheaver and Daton 1988). Data generated in these 

studies strongly suggests that this is not the case. Quality of data and the 

apparent ease of data analysis may be explained in two ways. Firstly, it may be 

suggested that the researchers have been skilled in their approach to data 

collection and effectively enabled the articulation of views. Secondly, it may be 

that the tendency to recruit people with less severe cognitive impairment has 

allowed the generation of data that is more readily interpreted than that which 

may be produced with the inclusion of people with more advanced disease. 
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Research design of these studies has largely emanated from the qualitative 
paradigm which is established as appropriate for this type of work. Quantitative 

approaches have been used to provide some supplementary evidence. However 

their lack of utility in person focused work is acknowledged. Most studies have 

used interviews to collect data and it has been identified that the crucial factor in 

conducting interviews is the approach of the individual rather than the adherence 
to any particular style. Data analysis, when described, generally appears to be a 

straightforward process. It is likely that as people with more advanced dementia 

begin to be involved in research, alternative approaches to analysis, such as the 

use of poetry, to analyse interpret and disseminate research may become more 

common. 

Personhood and Ethics 
Several issues need to be considered in relation to personhood and ethics in 

dementia research. These include a justification for research with this vulnerable 

group, obtaining the required ethical approval and issues of consent and respect 

for personhood in terms of research er-pa rtici pant relationships. Ethical 

components of selection and recruitment have been discussed earlier in this 

chapter. 

People with dementia have been described as one of the most excluded groups 

in society, experiencing the double jeopardy of being old and having a cognitive 

impairment (Rodeheaver and Datan 1988). In terms of research, although 

progress is being made, this group still tend to be a silent voice (Wilkinson 2002). 

For many years dementia has been considered as a neurological disease which 

leads to the gradual erosion of the person. This idea is challenged by Kitwood 

(1 997a) who argues that the course of dementia is also influenced by societal 

attitudes and treatment. He describes malignant social psychology which 

together with neurological deficits, gradually undermines the personhood of the 

individual. Although Kitwood is considering dementia care as a whole in his work 

on personhood the principles can equally be applied to dementia research. 
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These principles are also closely allied to the ethical standards that should be 
applied to all research studies. 

Justification 
Each of the studies aimed to discover more about the experiences and views of 
people with dementia. It is clear that in each case there was a minimal 
knowledge base around the research question. This provides a clear justification 
for inviting people with dementia to participate. Only those with the condition can 
explain what it is like. For many years proxy reports have been used (Brooker 
1995) but, even with the best intention, these are unlikely to reflect the thoughts 

of the person with dementia. 

Ethical Approval 

Ethical approval from the required bodies has been documented by some writers 
(for example Menne et al 2002, Werezak and Stewart 2002). It may be assumed 

that all studies that have been published would have gained ethical approval as 

this is a condition for publication in many journals. 

Consent 
Approaches to consent involved consideration of a number of issues including 

consent by people with dementia or proxies and use of verbal or written consent. 

All authors appear to have attempted to provide participants with sufficient and 

fairly standard information using written or verbal material, although little 

reference is made to confirmation of understanding. Gillies (2000) was unusual in 

providing tailored information to meet the needs of individuals. Length of time 

that people had to decide whether or not to take part is discussed infrequently. 

Participants in the study of Werezak and Stewart (2002) appeared to have little 

time to make a decision as an interview was conducted on the same visit that 

consent was taken. 

The choice of whether or not to obtain written consent is debated in the literature. 

Bartlett and Martin (2002) suggest that for people with dementia the requirement 
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to sign a consent form may induce feelings of anxiety and insecurity. Many 

researchers used written consent; this may have been influenced by the fact that 
for many Research Ethics Committees in the United Kingdom written consent 

remains essential to the research process. Treatment of consent as a process 
(Milton 2000) rather than as a one off activity is noted in a few cases. Pratt and 
Wilkinson (2001) revisited consent on each occasion that they met with 

participants to ensure it remained valid. A similar approach was used by Phinney 

(2006) who gained informed consent from participants, which was repeated at 

subsequent interviews if participants had forgotten previous consent. An 

alternative approach was taken by Bamford and Bruce (2000) who rejected 

written consent in favour of verbal and behavioural consent. This method was 

chosen in order to minimise anxiety for participants. 

A number of authors involved next of kin or proxies in the research study. 

Phinney (2002a) and Pearce (2002) excluded people who did not have a 

significant other who was prepared to be involved. Such an aproach must raise 

questions about the value that the researchers attached to the personhood of 

people with dementia. Other writers used next of kin in a more supportive role 

such as Aggarwal et al (2003) and Moore et al (2003) who involved them without 

apparently detracting from the primacy of the person with dementia. Gillies 

(2000) describes a four tier hierarchy that includes informal carers in the consent 

process but also ensured consent from participants themselves. This may be 

considered best practice in terms of involving carers, thereby potentially 

protecting participants whilst acknowledging that no-one can give consent on 

behalf of another adult (DoH 2001 a, HMSO 2005). Two studies explicitly sought 

proxy consent, Werezak and Stewart (2002) and Burgener and Dickerson- 

Putman (1999) obtained written consent from proxies. It is noted that these 

studies were conducted in Canada and the United States which are governed by 

quite different approaches to research. 

Awareness of diagnosis is an issue in research with people with dementia. Level 

of insight of participants is not widely considered, although some writers 
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document that participants had previously been informed of their diagnosis (for 
example Phinney et al 2002). Risk of inadvertent disclosure of diagnosis is 
recognised by Pearce et al (2002) who deliberately did not mention the terms 
'dementia' or 'Alzheimer's disease' unless they were first used by the 
participants. Most researchers recruited only participants with an established 
diagnosis of dementia that had been confirmed by a specialist facility (for 
example Pearce et al 2002, Phinney et al 2002, Burgener-Putman 1999). As 
discussed earlier, the diagnosis of participants in studies by Norman (2003a) and 
Tolson et al (1999), involving acute hospital care, are based on slightly tenuous 
grounds with a presumed increase in risk of inadvertent disclosure. 

Ethical issues around consent from people with dementia remain contentious. It 
is acknowledged that attitudes to the subject vary across continents. It is 

suggested that the approach to consent should be tailored to meet individual 

needs and beliefs. However, the constraints of research governance and ethics 
committee protocols, whilst necessary to protect participants, make any degree 

of flexibility hard to achieve. 

Personhood 

Personhood as a concept emanates from three major areas: transcendence, 

ethics and social psychology. In transcendence, the ideas that'being' alone is 

sacred and life is to be revered are powerfully presented. An ethical viewpoint 

considers that each individual has an absolute value and that we all have an 

obligation to treat each other with respect. Social psychology offers a broader 

explanation which is generally associated with issues of self esteem and with the 

stability, continuity and integrity of the sense of self. These concepts of 

personhood have been integrated and refined by Kitwood (1 997a) to produce a 
definition that is central to the 'new culture' of dementia care. Kitwood (1997a-. 8) 

states that personhood is 'a standing or status that is bestowed upon one human 

being, by others, in the context of relationships and social being. It implies 

recognition, respect and trust. Both the according of personhood, and the failure 

to do so, have consequences that are empirically testable'. Personhood in 
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relation to nursing is considered by McCormack (2004) in an exploration of 
literature on person-centred care. McCormack (2004) acknowledges that 
systematic investigation into person-centred care is poorly developed. From 
available literature he draws out four concepts that underpin person-centred 
nursing: being in relation, being in social world, being in place and being with 
self. McCormack (2004) links each of these concepts with the work of Kitwood 
(1 997a) to further develop the notions of knowing the person, the essential 
nature of values, biography and relationships and the absolute need for 
authenticity in preserving and respecting the personhood of the individual. 

The concept that people with dementia should be central to the research process 
is becoming well established. It is stated by Clarke and Keady (1996) that the 

person with dementia cannot be regarded as an object to be examined. There is 

a need to move from a model of 'research on' to 'research with' this group 
(Riddell et al 1998). A requirement to develop and maintain effective 
relationships is noted by many authors. 

Autonomy of participants is central to ensuring ethically sound research. It is 

recognised that the principles of autonomy need to be reviewed when 

researching with people with dementia. McCormack (2001 a) proposes a model of 

autonomy based on interconnectedness. McCormack acknowledges that 

autonomy may be different for people with dementia but argues that they are still 

able to make decisions. Interconnectedness is grounded on open and honest 

communication with specific attention being paid to facilitation of decision 

making, recognition of the importance of individual values in the decision making 

process, explicit sharing of intentions and motivations and the creation of a 

culture that respects the views of the older person. 

Researcher-Partici pant Relationships 

Ethical considerations and respect for personhood in these studies are inevitably 

closely intertwined. To some extent the fact that researchers are seeking to hear 

the voices of this group is a testament to their belief in personhood. However, 
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ways in which researchers demonstrate recognition, respect and trust in relation 
to participants are varied. 

Mills (2003) suggests that for many people research can be seen in three stages: 
beginning of the study when levels of anxiety may be high, middle when they 

may begin to tire and the end when they may feel sadness as the relationship 
ceases. Initiating relationships has been considered by most researchers in 
terms of selection and recruitment of appropriate participants and in providing 
them with sufficient information to make a choice about whether or not to 

participate. 

Despite careful preparatory phases, building of relationships with participants 

prior to data collection is rarely discussed. This may be due to constraints for 

researchers who are limited in terms of resources, particularly time. Equally it 

may be felt that it is wrong to expect to take more time than is necessary from 

participants. An exception to this finding on building relationships is provided by 

Sabat (2002a) who states that he developed a long term and trusting relationship 

with the participant prior to data collection. This was perhaps more readily 

achieved with the single participant involved. Sabat (2002a) acknowledged the 

participant as a thoughtful and insightful person and this assertion is supported 

by the way in which he leaves space in the conversation for the participant to 

express herself whilst facilitating her when necessary. To a lesser extent Harman 

and Clare (2006) built a relationship with participants by meeting them prior to 

interview to explain the research and seek consent. 

Although most researchers did not explicitly establish relationships with 

participants prior to data collection, their respect for personhood is evidenced in 

their approach to this process. Bamford and Bruce (2000) commenced their 

study with a clear plan for data collection. However, during the initial stage they 

realised from the responses of participants that a more flexible approach would 

enable the articulation of different views according to how the participants were 

feeling. To this end the researchers reconfigured their plan. Pratt and Wilkinson 
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(2001) demonstrate the value attached to personhood, partly through the depth 
of interaction that could not have been achieved unless a respectful relationship 
had been forged. The value that was attached to participants in a study about 
relationships in which one member had dementia was evidenced by Hellstrom et 
al (2007). Their study was conducted over a five year period and between 
interviews the researchers regularly telephoned participants to 'keep in touch' 

with what was happening in their lives. 

A small number of studies provide less clear evidence of attempting to maintain 

personhood. In an ethnographic study, which involved a researcher spending 

several hours observing people with dementia in their own homes using 

everyday technology, Nygard and Starkhammar (2007) provide no evidence of 
how the researcher-partici pant relationship was established and managed. 
Burgener and Dickerson-Putman (1999) used qualitative and quantitative data 

collection methods. In interviews they asked set questions that may have limited 

participants' opportunities to express their thoughts. Participants had all 

undergone quantitative tests prior to diagnosis and some reported that these had 

undermined their self esteem. Despite this, they were still subjected to a raft of 

quantitative measures. Marzanski's (2000) approach may also have lacked 

flexibility and limited the capacity of participants to express themselves fully as 

he chose to use standard questions. It is not possible to assess from the paper 

how these were delivered. Difficulties in obtaining data were acknowledged by 

Lindstrom et al (2006) who reported that people with dementia struggled to 

answer questions that focused on the future. It is notable that although this issue 

is raised the researchers do not explain if, or how, it was rectified. 

Ending of research relationships is rarely discussed. It may be that this is not an 

issue for participants with a higher level of cognitive function and who had limited 

interaction with the researcher. However, in studies such as that by Mills (1997), 

which involved between thirteen and twenty five interviews with people described 

as having moderate to severe dementia, the feeling of loss at the end of the 

study may have been acute. Mills (1997) states that participants appeared to 
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have enjoyed the interviews but does not document how the relationship was 
brought to an end. Closing the research relationship was an issue in the study of 
Ward-Griffin et al (2007). Inclusion criteria in this study stated that participants 
must have a standardised MMSE of over seventeen. In the time between the two 
interviews the scores of two participants fell below this figure but no indication is 
given about how this situation was managed. The only study that appeared to 
have contact with participants post data collection was that of Harman and Clare 
(2006) who offered the opportunity to discuss results. Four participants 
responded to the invitation and agreed that the model used accurately 
represented their personal experiences. 

Respect for personhood is one component of these studies that is relatively 
difficult to judge. It is evident that respect for personhood exists in light of the 
depth of data collected. It is suggested that the quality of data in the best papers 
is unlikely to have been achieved if participants had not felt valued as individuals. 
There is an implication that researchers demonstrated a genuine interest and 

encouraged the sharing of thoughts. Respect for personhood has been found to 
be an implicit quality. Papers that document the concept are not necessarily 
those in which it is most powerfully discerned when reviewing the studies. 

As suggested earlier, researchers who choose to involve people with dementia 

almost inevitably have some belief in the value that contributions by this group 

can make to the body of knowledge about dementia. The extent to which 

researchers consider the specific issue of dementia in studies can be placed on a 

continuum: from those who do not consider that people with dementia can give 

consent and need their narratives to be corroborated by others; through those 

who make few allowances for the impact that dementia may have on individuals 

to those that appear to have a genuine, inherent empathy and respect for this 

group and thus a capacity to gain valuable insights even from those in the more 

advanced stages. 
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Findings and Evaluation 
Criteria in this section are concerned with the extent to which evidence for and 
against the interpretation have been considered, impact that the researcher has 
had on the study, evidence that supports the conclusion and ways that these are 
integrated with current knowledge and contribution to the body of knowledge. 
Studies reviewed can be grouped into broad subject areas including personal 
experience of dementia, religion and spirituality, receiving the diagnosis, 

outcomes of services or treatments and the use of technology. The extent to 

which the studies meet the criteria is explored under these headings. 

Findings 

Findings of these studies have been instrumental in beginning to illuminate the 

experiences of people with dementia from their own perspective. Most 

researchers state that their findings are not generalisable as the number of 

participants in each study is small. However, each study has produced further 

insights and it may be argued that the findings have transferability (Lincoln and 
Guba 1985). That is, the findings in one context can be transferred to similar 

situations or participants. 

The Personal Experience of Dementia 

A number of studies have investigated the personal experience of dementia. 

Sabat (2002a) explored the relationship between personal experience of 

Alzheimer's disease and Social Construction Theory. In his conversations with a 

person with quite advanced dementia he deduced that Self 1, the self of personal 

identity and Self 2, mental and physical attributes and related beliefs, may alter 

but remain intact. Sabat discovered that Self 3, the social personae, becomes 

vulnerable particularly in the way in which others respond to the new 

dysfunctional Self 2 which may lead to the person being restricted to the role of 

patient. Sabat links his findings with the work of Brody (1971) who suggests that 

dysfunctional treatment could lead to excess disability. He also makes links with 

the writing of Kitwood and Bredin (1992) who propose the idea that malignant 

social psychology, the way in which others can depersonalise and invalidate the 
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person with dementia, can lead to the erosion of their personhood. In his study 
Sabat (2002a) skilfully demonstrates the way in which these concepts impact on 
the wellbeing of an individual. This makes salutary reading. The experience of 
dementia from a masculine perspective was investigated by Bartlett (2007) who 
suggests that social exclusion may be an issue for some men. As her work is 
based on one, albeit very insightful, case study this researcher acknowledges the 

need to explore this phenomenon further. 

Experience of dementia is also explored from the perspective of maintenance of 
personal narrative. Capacity of people with dementia to maintain their personal 
narrative is studied by Mills (1997) who spent a considerable time span 
interviewing participants to elucidate the extent to which they preserved their 

personal narrative through the course of their illness. Mills indicates that personal 

narrative is something that she witnessed gradually decline in participants as the 

severity of their dementia increased. Proctor (2001) presents four case studies 

which imply that, given the right approach, people with dementia are able to 

retain and communicate at least some semblance of narrative. These studies 
indicate the value of working with people with dementia to maintain their narrative 

not only for their own sake but also because of the value it has in reinforcing 

attitudes of respect, understanding and acceptance in others who are influential 

in helping to maintain personhood (Mills 1997). 

Narrative as a concept is also pertinent in a number of studies that consider how 

individuals cope with dementia, including their desire to maintain a sense of self. 

Experience of dementia and how people manage their situation is explored in 

several studies. Menne et al (2002) investigated the day-to-day experience of 

dementia and concluded that individuals wanted to continue with their 

established lifestyle as far as possible. Pearce et al (2002) considered appraisal 

and coping processes of men with early stage dementia. They highlight seven 

key themes relating to maintaining a sense of self and seven themes concerning 

reappraising and reconstructing self. Ways in which these themes have been 

developed is clearly charted. Gillies (2000), in a study of the experience of 
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dementia, discovered that participants had a tendency to rationalise dementia as 

an inevitable part of normal aging. They were sensitive to their own 'failings' but 

also recognised these in people around them. This author describes some 

coping strategies employed by participants, most common was resignation and 

acceptance of circumstances that they felt were beyond their control. Gillies also 

uncovered some disturbing evidence of the suffering experienced, including 

descriptions of how participants find the effects of dementia unpleasant, 
humiliating and undermining. Suffering associated with dementia is also 

recognised by Macquarrie (2005) who describes the dichotomy between agency 

and objectification experience of people with mild to moderate dementia. 

Participants in this study are reported to live with a feeling of both 

acknowledgment and resistance of their condition. This can result in a dialectical 

struggle which people used a range of strategies to overcome. 

Phinney (1998) investigated the meaning of symptoms to people with 

Alzheimer's disease. She discerned two main themes, being unsure and trying to 

be normal. This author revisited the subject four years later finding that 

symptoms are not always salient to the experiences of dementia but that 

fluctuating awareness could lead to the breakdown of the illness narrative 

(Phinney 2002a). This author implies that a breakdown in illness narrative 

severely hinders an individual's ability to tell their own story. This could be 

contested as presumably the breakdown of the narrative is an integral part of the 

experience of dementia. In a further study, Phinney et al (2002) again considered 

ways in which people with dementia understood the meaning of their symptoms. 

In their phenomenological work, which included some quantitative measures, 

they found that simply measuring symptom awareness was not helpful. As with 

previous studies they found that this phenomenon tended to fluctuate and lead to 

a breakdown of the illness narrative. They imply that a discrepancy between the 

interpretation of the person with dementia and clinicians can prove challenging 

due to a lack of shared understanding. 
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Learning to live with early stage dementia was explored during interviews 
conducted by Werezak and Stewart (2002: 80). Theory that has been constructed 
from this study revolves around the concept of a 'continuous process of adjusting 
to early stage dementia'. This process comprises five stages: antecedents, 
anticipation, appearance, assimilation and acceptance. It is suggested that this 
process evolves as the awareness of self and the outer world changes. 
Experience of coping strategies of people with dementia was explored further by 
Gilmour and Huntington (2005). These authors elicited views of participants and 
concluded, in common with other studies, that there is a need for ongoing, 
skilled, well paced and sensitive information together with a requirement to 
provide support for active coping strategies. 

A comparable study was undertaken by Van Dijkhuizen et al (2006) who focused 

on how a group of women made sense of, and attempted to cope with, early 
stage Alzheimer's disease. These researchers developed three higher order 
themes from the data that they tentatively link with a 'Level of Connectedness' 

model. They suggest that there is a need for further development of psychosocial 
interventions which consider well-being from the interpersonal perspective. 
Experience of early stage Alzheimer's disease has also been investigated by 
Clare (2002) who identified and conceptualised coping strategies used by 

participants; a continuum from self protection to integrative responding is 

proposed. Self protection embraced the themes holding on and compensating 

whilst integrative responding, which was less frequently discerned, included the 

themes fighting and coming to terms. Clare (2002) suggests that these accounts 
imply that there is a need to reconsider approaches to helping people with 
dementia by incorporating a range of elements that can be selected and adapted 

according to individual need. Relationships between participants responses and 
Clare's (2002) suggestion for improving practice are clearly explicated. In a 
further paper Clare (2003), using the same group of participants as before, 

investigates the understanding that people with dementia have of their own 

situation. Clare (2003) proposes that their awareness can be placed on a 

continuum from self maintaining to self adjusting. Self maintaining is concerned 
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with attempts to normalise their situation and minimise difficulties. Self adjusting 
comprised attempts to confront difficulties and adjust the sense of self 
accordingly. 

Langdon et al (2007) investigated the lived, subjective experience of people with 

early stage dementia. This study considered the individuals' own experience and 

embraced their perceptions of how others responded to their diagnosis of 
dementia. Participants reported that when people became aware of their 

diagnosis they started treating them differently, resulting in a feeling of loss of 

social status and role. This experience led some participants to be cautious 

about the extent to which they disclosed their diagnosis, particularly to a wider 

audience. 

Aggarwal et al (2003) sought to elicit the views of people from residential and day 

care settings about their experiences of having dementia and about the care they 

received. Participants reported that care offered limited levels of social 

stimulation, choice and independence. It is postulated that a wide range of 

factors may influence this perception. The experience of having dementia, in 

common with studies by Menne et al (2002) and Pearce et al (2002), painted a 

picture of the feelings of loss endured. Participants in Aggarwal's study are 

reported to have valued the opportunity to explore their experiences with people 

who were interested. This was wide ranging and ambitious study but the findings 

generated have a real value in informing care and further research. 

A different perspective on the concept of living with dementia is explored by 

Moore et al (2003) who investigated the experience of people with dementia 

living in a locked unit. Their study involved interviewing seven veterans who 

described feelings of being bewildered by their apparently unjustified captivity 

and the acute, visceral distress this caused. As described in other studies these 

participants used coping mechanisms, in this case seeking respite either through 

searching for activity or by trying to understand the reasons for the restriction 

imposed on them. Living with dementia and disturbing behaviour was explored 
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by Graneheirn and Jansson (2006). These researchers worked with three 
participants in a residential home and discovered that they experienced profound 
feelings of being surrounded by disorder, being trapped by restriction and being 

set aside as well as being included. 

Relationships with others following a diagnosis of dementia are explored by 
Ward-Griffin et al (2006). These authors investigated the relationships between 

mothers with dementia and their adult daughter care givers. Relationships from 
the perspective of the mothers are reported. Each mother expressed 
gratefulness for the care provided by their daughter, but equally they experienced 
a sense of guilt about being a burden. Four themes emerged from this study. 
'Doing care' was concerned with the mother's perceived capacity to self care; 
'undemanding care' related to the mothers desire to limit requests for assistance; 
'determining care' indicated the tension between wanting to be independent and 

needing assistance and 'accepting care' occurred when mothers submitted to 

care from their daughters whether they felt they needed it or not. A further study 

on mother-daughter relationships was conducted by Ward-Griffin et al (2007). 

This research, which used a similar approach, identified four types of 

relationship: custodial, cooperative, combative and cohesive. It is interesting that 

such a different set of themes was generated from an ostensibly similar research 

question. These authors highlight the need for further research into this area as, 

given the increasing prevalence of dementia, this type of relationship is likely to 

become more common. 

Support processes in professional ly-led dementia groups were considered by 

Mason et al (2005). Eight themes emerged from their study: a useful group, I do 

find it difficult, all talking together, keep the pot boiling, attending to see if you can 

get it, there isn't one that's like another, outside on your own and the business of 

dementia. Whilst this study investigated support groups it is notable that a 

number of the themes are congruent with those found elsewhere. Feelings of 

social isolation are also reported by Aggarwal et al (2003) and Bartlett (2007). 

Participants' perceptions of their failings, and their recognition of this in others, 
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has many parallels with the work of Gillies (2000). When describing the business 

of dementia, participants elucidate many of the issues that are highlighted in 

other studies of the experience of dementia such as the work of Menne et al 
(2002) and Pearce et al (2002). 

Personal experience of dementia has been shown to be distressing for many 
individuals. There is a recognition that the way in which others relate to the 

person with dementia is linked to their ability to maintain their personhood and 

self narrative. Ways in which people cope with dementia has commonalities in 

that they may strive to maintain a semblance of normality and some people 

attempt to rationalise their situation. It has been shown that coping strategies are 
developed but these vary according to stage of dementia and personal beliefs 

and circumstances. It is clear that the knowledge base around the personal 

experience of dementia remains poorly developed, particularly in relation to more 

advanced dementia. However, the personal experience of dementia is perhaps 

one the most fully explored area of research involving people with dementia. The 

body of knowledge is rapidly growing and there are a number of themes that 

emerge recurrently. It is possible that synthesis of these studies is now timely. 

Religion and Spirituality 

Religion and spirituality in the lives of people with dementia is considered in two 

studies. Katsuno (2003) investigated spiritual experiences of people with 

dementia and explored the relationship between personal spirituality and 

perceived quality of life. Findings indicated that many participants had a strong 

faith in God and tended to use religion as a coping mechanism. Although it is 

reported that a strong faith was present in many, negative cases are also 

presented. Snyder (2003) also examined the role of religion and spirituality in the 

lives of people with dementia. This author is more circumspect about drawing 

conclusions. She claims only to have provided an introduction into some spiritual 

themes addressed by people with dementia and goes on to highlight the need for 

further investigation. 
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It may be argued that it is not surprising that the people who would be willing to 
participate in this type of study would be those who possessed a spiritual belief 
or faith. However, these studies are both successful in providing a balanced 
insight into spiritual and religious considerations of people with dementia. These 
and other similar studies provide some broad insights into the ways in which 
individuals experience dementia. One of their prime strengths is the way in which 
they demonstrate the depth of thought and ability to articulate that is retained by 

people, certainly in the earlier stages of the disease process. 

Receiving the Diagnosis 

Experience of being diagnosed with dementia is a subject of investigations which 

allude to the care and sensitivity that is required to ensure that this process 

causes the minimum distress to individuals. Marzanski (2000) questioned thirty 

participants with cognitive impairments ranging from mild to severe. He found 

that, despite having been told of their diagnosis, two thirds of patients reported 
that no-one had ever talked to them about their illness, although many were able 
to give an accurate description of their condition without using the term dementia. 

Effects of being told of a diagnosis of dementia are also considered by Pratt and 
Wilkinson (2001). Their study provides a rich insight into what it is like to be a 

person receiving a diagnosis of dementia. Through extracts of conversation, 

these researchers illuminate some of the feelings of participants and 

demonstrate some of the stages they may go through post diagnosis. Findings 

have been developed into a model which gives practitioners guidance on the 

possible reactions to, and implications of, receiving this diagnosis. A wealth of 

literature exists on sharing the diagnosis, most of this is written from the 

perspective of health care staff with some additional reflections from lay carers. 

Marzanski (2000) and Pratt and Wilkinson (2001) have both generated new 

insights from the perspectives of people with dementia which may be used to 

inform the debate. 

Extensive research has been conducted into disclosure of diagnosis from the 

perspective of health care staff and lay carers. Pratt and Wilkinson (2001) 
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discuss the advantages and disadvantages of disclosure whilst acknowledging 
that the debate around this issue is far from being concluded. Studies of current 
practice show that two thirds of general practitioners in Scotland do not tell 
patients of their diagnosis (Downs and Rae 1997). This practice was also 
discovered by Vassilas (1999). A study of Old Age Psychiatrists showed that they 
almost invariably told carers of the diagnosis, people with severe dementia were 
rarely told of their diagnosis and disclosure to people with mild or moderate 
dementia was variable (Rice and Warner 1994). Reasons for non-disclosure are 
examined in detail by Wilkinson and Milne (2003) who cite as influencing factors 

concern about accuracy of diagnosis, the limit of therapeutic options, a 
perception of inevitable decline and causing distress to individuals. Whilst it is 

accepted that medical treatment for dementia remains limited, it is argued that 
failure to disclose diagnosis, possibly for theoretically justifiable reasons, denies 
individuals the ability to access services that are available and opportunity to put 
their affairs in order while they are still able. Non-disclosure is viewed by 

Monaghan and Begley (2003) as compromising the autonomy of the individual. 

Current knowledge base around disclosure of diagnosis from the perspective of 
the person with dementia remains extremely small. However there are tentative 

indications that a diagnosis, if delivered in a sensitive and individualised way, 

may be better than not knowing. 

Outcomes of Services or Treatments 

Outcomes of services or treatments have been the subject of several studies. 

The idea that people with dementia and their carers should be involved in 

determining outcome measures rather than being dictated to by professional staff 

is becoming more widespread. It is supported by Traynor et al (2004) and Gibson 

et al (2004) in terms of needing to develop person-focused outcomes for the 

evaluation of drug therapies. Outcomes in terms of community and acute hospital 

care have also been investigated. 

Bamford and Bruce (2000) consulted fifteen community living service users from 

a resource centre for older people with dementia to identify their desired 
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outcomes of community care. Current outcome measures include cognition, 
behaviour, mood and psychiatric symptoms, physical health status, functional 
and self care abilities, family and staff caregiver outcomes, service use and costs 
and quality of life. In their discussions, Bamford and Bruce (2000) uncovered two 
types of outcomes that were considered important by people with dementia and 
their carers, quality of life outcomes and service process outcomes. Quality of life 
outcomes centred on having access to normal activities and having a pattern of 
life that maximised feelings of choice and control. Service process outcomes 
related to how services were delivered and the extent to which participants could 
influence the service. This study graphically demonstrated that outcomes that 
participants wanted bear little relation to the outcome measures that are 
commonly used to evaluate community services. 

Tolson et al (1999) examined what people with dementia considered to be the 

components of best nursing care in the acute setting. Unfortunately this study 
was not wholly successful in discovering the views of people with dementia. This 

may be because interviews were conducted with patients and their main visitors 
who were possibly quicker and provided more articulate answers. Input of 

patients could also have been limited by the influence of the physical illness that 
led to their admission. Despite a lack of success in answering the research 

question, this study provides a laudable attempt to examine what is important to 

this group and has provided useful insights into how future studies may be 

conducted. Norman (2003a) investigated dementia care in the acute setting from 

multiple perspectives including gaining an insight into the knowledge base and 

educational needs of nursing staff and eliciting the views of patients and carers of 
their experience of acute hospital care. As a result of this study Norman 

(2003b: 3) developed the core category'the nurse, individual interaction map 
(with external impacting factors)'. Elements that have been used to construct this 

category are explicated in detail and from this work Norman has developed a set 

of guidelines for practice. 
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Needs and desires of people with dementia relating to services that are provided 
are clearly under investigated. Preliminary studies indicate that there is a 
dichotomy between the outcomes currently used and those that are important to 
service users. Experience of people with dementia of acute hospital care is 
barely investigated at all. The increasing number of people accessing this service 
points to an urgent need to consider how people with dementia view their care 
and consideration of ways in which care could be enhanced in the future. 

The Use of Technology 

Use of technology is a relatively recent addition to the dementia research 
agenda. Nygard and Starkhammar (2007) investigated the use of everyday 
technology by people with dementia in their own homes. They constructed a four 
point taxonomy of the difficulties that were encountered. These authors suggest 
that this tentative taxonomy needs to be validated. A more specialised study by 
Hanson et al (2007) explored the capacity of older people with early stage 
dementia to be involved in the planning, design and evaluation of information 
technology programmes for their use. The study indicates that such a level of 
involvement is possible and that the majority of participants were fully engaged. 
Participants reported that the project enhanced their self confidence, stimulated 
thought and was very enjoyable. It is perhaps surprising that there are not more 
published research studies concerning the use of the various types of technology 
that are now used by people with dementia. 

Evaluation of Phase Two Studies 
Studies have been reviewed which provide an overview of research actively 

engaging people with dementia. Qualitative methods have generally been 

appropriate to address the research question. Quantitative methods have 

successfully been integrated in some studies. In each case they have provided 

some insight into the views and experiences of this group. A number of authors 
have asked extremely broad questions about what it is like to live with dementia. 

These studies have provided a wealth of insights on a wide range of topics. 

Other studies have been more focused such as those investigating aspects of 
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diagnosis. The focused nature of these studies has been valuable in that the 
specific information generated is more readily available to be used to influence 
practice. It is noted that a narrower focus does not necessarily capture more 
pertinent information, as is apparent in the two studies about acute care. 

Researchers have predominantly identified the limitations of their studies, often in 

a fairly harsh manner. Ways in which studies were conducted is variable. As 

noted earlier, a large amount has been written giving advice on how people with 
dementia should be included in research. It is evident that in each of the studies 
some thought has been given to how people with dementia can be ethically and 
meaningfully included in the research process. Reviewing studies from the last 
decade has indicated that researchers are gradually developing increased 

expertise in effectively engaging people with dementia in the research process. 

Key Learning 
Forty five studies reviewed in phase two reveal some important issues relating to 

ethical and meaningful research involving people with dementia. 

e Qualitative research methods are more congruent with person-focused 
dementia research. 

* Whatever research method is chosen, it is imperative that it is applied 

flexibly to meet the needs of individuals. 

* Selection and recruitment processes need to protect participants from 

undue anxiety or coercion. However this needs to be balanced against 

paternalism that may erode the personhood of individuals. 

* There is clear evidence that, given the right approach, people with 

dementia are able to communicate their thoughts and feelings. 

e Skill, expertise and manner of the researcher are central to the credibility 

of the study. 

9 Indications are that, rather than feeling anxious, many participants enjoy 

the opportunity to tell their story to an interested listener. 
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* The body of research that involves people with dementia remains 
relatively small, particularly with people in the more advanced stages. 

* It appears that over the last decade there has been a rapid rise in the 

number of studies that actively engage people with dementia. Review of 
these studies indicates that researchers are now more likely to document 
the ways in which they have ensured that such involvement is ethical and 
meaningful. 

* There is a significant lack of studies that seeks the views of older people 

with dementia about acute hospital care. 

Conclusion 

In phase two a set of criteria have been used to judge the quality of studies. Of 

the forty-five studies reviewed three studies were found to have met the criteria 

most closely and so were allocated to level one, thirty seven were judged to be at 
level two and five at level three. It is evident that the body of knowledge on the 

subject remains small at present and for this reason findings have been 

summarised rather than attempting meta-synthesis. This phase has revealed a 

number of key learning points about how ethical and meaningful research can be 

conducted involving people with dementia. As noted earlier in this review it is 

suggested that there is an element of subjectivity in judging how closely the 

research meets the criteria. On reflection, it is considered that ways in which 

decisions have been made may not be entirely transparent. It is considered that 

using a detailed set of criteria to measure qualitative research studies produces a 

rather fragmented result which detracts from acknowledging the value of studies 

in a holistic sense. This thought led to phase three of the review. 

PHASE THREE 
Phase three of this review revisits the three studies that were judged to be at 

level one in phase two. They are the papers that most closely met the criteria for 

research involving people with dementia. Phase two of the review employed an 

ostensibly qualitative approach based on the work of authors who are all situated 

in the qualitative paradigm. However, it is suggested that the criteria used in 
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phase two, whilst aiming to be a measure of qualitative work, is unintentionally 
based on the essence of quantitative work. Use of conventional systematic 
review processes for qualitative reviews is questioned by Jones (2004a) who 
argues powerfully that attempts by qualitative researchers to imitate quantitative 
colleagues has led to a degree of 'mission drift'. It is suggested that this phase of 
the review has succumbed to an element of 'mission drift' and, whilst theoretically 

qualitative approaches have been applied this has failed to explicate the 

contribution that the level one studies have made to research involving people 
with dementia. 

As stated earlier the approach to this review is somewhat unorthodox. On 

completing phase two there was a feeling that there were factors that had led to 

papers being allocated to level one that were not entirely transparent. This idea is 

one that has been identified to some extent in the work of Edwards et al (2000). 

These authors propose a model of review described as 'signal' and 'noise' in 

which 'signal' represents the relevance, applicability and value of the study whilst 

noise represents the strength of evidence and design weaknesses. Edwards et al 

(1998) suggest that the 'signal' and 'noise' approach is more inclusive in 

systematic reviews as it involves assessing the 'weight of evidence' thus 

reducing the risk of losing potentially important literature. The technique is 

broadly designed to legitimise utilisation of qualitative work in traditionally 

conducted systematic reviews. It may be suggested that, given the intended use 

of the 'signal' and 'noise' approach' it presents an uncomfortable mismatch with 

this review. Further evidence from the work of the authors (for example Edwards 

et al 1998, Edwards et al 2000, Higginson et al 2002) indicates that the 

application of this model to date draws on a positivist approach. However the 

idea that there is a value in reviewing research using differing and flexible 

approaches are particularly resonant at this stage of the review. It is recognised 

that the papers judged to be at level one in phase two all produced an 

exceptionally high signal; that is they were considered to be of particular value in 

the field of research involving people with dementia. The reason for these papers 

46 



being selected is subtle and perhaps not amenable to the use of a set of criteria 
to evaluate their quality. 

Three papers demonstrated a high signal and so were deemed worthy of further 

review. It was evident that using Edwards et al (2000) model would be 
inappropriate as it is embedded in quantitative beliefs. It was considered that a 
review method that was true to qualitative philosophy needed to be identified. 
Jones (2004a) advocates a return to the roots of the qualitative paradigm arguing 

convincingly that the fundamental concepts of qualitative research methods 

should be extended into the realms of review and synthesis. He states that 

narrative is the cornerstone of qualitative work and can be used valuably in 

reviews. Jones identifies four relational qualities that should be considered in 

reviewing studies: dialogue, experience, reflection and narrative. Detractors of 

qualitative work may argue that such an approach to reviews is intangible and 
largely based in the experiential and intuitive domains. Whilst positivists may 

view this negatively, it is argued that intuition is likely to be based in expert 
knowledge. Scheff (1997) argues that the great advantage of intuition is that it 

exposes interpretive accounts of the real rather than seeking truths in the 

positivist sense. 

Qualities identified by Jones (2004a) were applied in reviewing the level one 

studies. The purpose of this stage of the review is not to summarise or 

synthesise findings but rather to attempt to synthesise what has been learnt 

about the ways in which people with dementia have been included in the first 

fragile and tentative steps into a vast and relatively unexplored area. Each of the 

studies is reviewed individually. 

Study One 

An exploration of the effect of being told the diagnosis of dementia from the 

perspective of the person with dementia was conducted by Pratt and Wilkinson 

(2001) in a study funded by the Mental Health Foundation. An overview of 

dementia research, particularly that relating to disclosure of diagnosis, is 
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provided. It gives a clear justification for the study and also contextualises it for 
the reader. 

Presentation of this report is logical and comprehensive. Equally it is presented in 
language that is easily accessible. Details of participants are summarised in a 
table which is elaborated on by a full case study of each person. This gives a 
detailed description of each individual and their context and is written in a mixture 
of the words of researchers and participants which give a powerful feeling of 
authenticity. 

In their interviews the researchers aimed to discover how participants felt about 
the way they were told of their diagnosis. Readers are alerted to the idea that 

diagnosing dementia can be a lengthy process which may involve high levels of 

emotion. It is explained that the researchers asked participants about disclosure 

of diagnosis in different ways, suggesting that questions framed in terms of 
disclosure in a wider sense were more easily answered than more targeted 

questions. Themes are developed around the disclosure of diagnosis and are 

justified and supported by extracts of text that are of sufficient length to allow 

readers to comprehend how they have been categorised and begin to appreciate 

the experiences that participants have been through. Research processes and 

difficulties, for example barriers to recruitment, are presented in detail allowing 

readers to follow the story. 

Respect for personhood is evident at every stage of the study. Researchers 

chose to make initial contact via professionals that had a pre-existing relationship 

with the individual. Unusually they did not seek information regarding memory 

assessment and chose to rely on professional judgment about what constituted 

the early stages of dementia. This choice ensured that people were not excluded 

from the study on the grounds of memory capacity, recognising that this would 

not necessarily correlate with the ability to discuss their feelings. Researchers 

were aware that not all referrals met the inclusion criteria as it became clear that, 

contrary to the belief of referring agencies, not all participants were aware of their 
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diagnosis. In these cases the interviews continued with the focus being either on 
memory problems or a general topic that the participant chose to talk about. 
Some of these interviews still provided useful information and only two were 
excluded. 

Readers are drawn through the study gradually, building up a picture of how 

participants felt about their experiences which are then used to develop a model 

of the process of receiving a diagnosis of dementia. Two case studies are 

presented which demonstrate how the model is relevant and useful in 

understanding what may happen to individuals. The report concludes with a 
description of feedback and consultation which involved people with dementia, 

carers and service providers. Preliminary findings were presented by participants 

and researchers. Workshops were used to generate recommendations for 

practice. Quotes are used powerfully to bring to life the very 'ordinariness' of 

people with dementia and illustrate that whilst some issues may be specific many 

will produce a sense of empathy in readers: 

'if I'm given a lot of information at one time I cant take it 

all in, where if I'm just given a bit of information at a time 

I don't have to maybe remember what's been said ...... 
. 

(Pratt and Wilkinson 2001: 30). 

Remarkably little information is offered about the researchers. There is little hint 

of reflexivity and their input in the interviews is rarely reported verbatim. It is 

currently suggested that reflexivity is a crucial component in qualitative studies 

(Finlay and Gough 2003). However its absence in this paper has produced an 

impression of direct communication from participant to reader which has been 

enhanced by the researchers providing signposts and interpretations which 

encourage readers to think more deeply. 

A compelling style of writing is used in this study. It is absolutely clear that the 

key players are participants and that the role of the researchers has been to 

enable them to tell their stories. It could be suggested that some of the 
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information that is regularly reported in qualitative studies, for example the setting 
for interviews, has not been discussed. However, it can be argued that such 
detail would be extraneous in this paper where respect and care for individuals is 
implicit throughout. The researchers have been skilled in providing readers with a 
narrative that embraces stories of a group of individuals. 

Study Two 

A report of a small consultation with people with dementia and their carers to 
identify the desired outcomes of community care has been written by Bamford 

and Bruce (2000). The scene for this research is set effectively, drawing on a 

range of literature. It is noted that key limitations of many current outcome 

measures for people with dementia is the marginalisation of the perspectives of 
this group. This study begins to address this gap. Some of the issues they 

encountered during the study are addressed and show the flexible approaches 
the researchers adopted to overcome these. This has a particular resonance for 

other dementia researchers as it indicates how principles of good practice can be 

applied. For example, data gathering processes evolved from the planned six 
formal group discussions to a more inclusive approach using informal and formal 

groups and individual interviews. Topic guides, vignettes and prompts such as 

photographs were used to aid discussion. As in the study by Pratt and Wilkinson 

(2001) participants were identified, by staff with previous knowledge of them, for 

their ability and desire to communicate rather than on the basis of a memory 

assessment score. Half the participants were described as having mild dementia 

and half moderate. 

Ways in which participants were recruited and encouraged to share their story in 

whichever way was most readily achieved, together with the researchers 

espoused concern to understand rather than report the 'truth' of what was said, 

all indicate their desire to maintain the personhood of participants. This must 

provoke a sense of shared endeavour with other researchers who are engaged 

with people with dementia. 
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Again, in this paper the voice of the participants has primacy; quotes used are 
much shorter than those of Pratt and Wilkinson (2001) but still convey a message 
that the researchers have genuinely sought to elicit their views. One example is 

when a researcher asked a person who used services if they thought that the 
home care service was good: 

'I do in some cases, but if you can do it, I don't think 
it is. Because it takes your jobs away from you that you'd 

occupy your time with ...... but if you're not feeling well 

or anything like that, well then it's a godsend' 
(Bamford and Bruce 2000: 555). 

Little information is provided about the researchers and their pre-existing stance 

on the subject other than that they acknowledge that there is a need to discover 

more about service users views. Vulnerability of individuals is recognised and a 

strong sense of justice and caring enough to find ways in which they can express 

themselves permeates this study. Bamford and Bruce also focus mainly on views 

of participants although this is slightly more tempered with their interpretations. 

The paper has a stronger flavour of the researchers conveying the story of 

participants to the reader than there being a direct line of communication. 

Nevertheless the story remains effectively told using this different style. 

Narratives make sense and are described in sufficient detail to allow readers to 

believe the findings which are linked to current knowledge. Conclusions of this 

study, that the desired outcomes identified by service users bear little relation to 

outcome measures currently used to evaluate community care services, are 

transparently derived from the views of participants. This study provides a real 

and credible story which is easy to follow; the only interruption felt is when text 

detective, an annotation tool, is used with relatively little explanation. 

Study Three 

Sabat (2002a) explores relationships between the experience of an individual 

with Alzheimer's disease and Social Construction Theory. He explains the value 

of the study in terms of assisting people to understand the concept of loss of self 
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(Cohen and Eisdorfer 1986), or what Tobin (1999) describes as the deselfing of 
Alzheimer's disease, need to be challenged. Sabat describes the single 
participant in his study in a level of detail that allows readers to form a clear 
picture of the person. He then describes the relationship that had been built 
between the participant and himself over a two year period and explains how the 
relationship has developed from researcher-and-patient to person-to-person. The 
participant is noted to have moderate to severe Alzheimer's disease and to 
experience severe word finding problems. 

Skill is shown in achieving a dialogue with the participant and in recognising her 

as an individual with her own personal narrative: 

Researcher: 'You're not just any ordinary person who has 

some problems finding words. You're a person for whom 
words, words to you are kind of like a musical instrument' 

Participant: 'Um hum, um hum. That's exactly right' 

Researcher: 'And so the kind of frustration you feel 

would be greater than for a person whose focus in life 

was not so literary 

(Sabat 2002a: 29) 

Whilst it could be construed that Sabat was putting words into the mouth of the 

participant, this is patently not so as is shown in subsequent extracts of 

conversation. Sabat is skilfully using conversation to enable the participant to 

express her views rather than engaging in a more challenging style of interview. 

This researcher takes an approach to story telling that is quite different to that of 
Pratt and Wilkinson (2001) or Bamford and Bruce (2000) in that he appears to 

invite the reader to join the conversation and certainly generates a feeling of 

wanting to know more of the thoughts of the participant. Ways in which he 

describes the participant again evokes a feeling of 'ordinariness', he presents her 

as a person rather than as a 'case', and in doing this he exposes the idea that 
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this could be any one of us and thus produces a story with which many readers 
could engage. 

This is the only one of the three papers that provides relatively lengthy extracts of 
conversation from both researcher and participant. Little is explicitly exposed 
about the researcher and his views but they are powerfully demonstrated in 

these extracts in that they show his genuine desire to help this participant to 

make readers aware of just how much of her self is left intact. Analysis of 

conversations in this study is used to draw conclusions that should begin to 

reshape the way in which readers view selfhood in dementia. 

A second review of the three studies has generated insights that were not 

revealed in phase two. This lends weight to Jones (2004a) assertion that 

qualitative reviews should be based on the fundamental concepts of qualitative 

research. This approach allows studies to be viewed holistically, thus reducing 
both the risk of fragmentation and loss of the essential message that are an 
inherent risk when using methods that have been adapted from quantitative 

approaches. Revisiting these studies using Jones (2004a) approach has 

reinforced the belief that they may be considered as being at the forefront of 

research involving people with dementia. 

A significant contribution to research involving people with dementia has been 

made by these studies. It is suggested that what sets these papers apart from 

others is the way in which research was conducted rather than purely the value 

of the findings. The mindset of the researchers appears to be grounded in a 

powerful belief in, and application of, the concepts of genuine respect for older 

people and those with dementia that are articulated in the work of McCormack 

(2004) on person-centredness, McCormack (2001 a) on autonomy and Kitwood 

(1997a) relating to personhood. The difference in these studies is that the 

thoughtfulness and flexibility of the researchers in their approach to people with 

dementia and their openness to the idea that even people in the advanced 

stages can communicate, given the right support, appears to be woven through 

53 



the fabric of their research. Other studies, whilst acknowledging these concepts, 
give the impression of a far more formulaic application. A remarkable lack of 
detail is provided about the researchers themselves despite a growing trend 
towards inclusion of reflexivity in qualitative research. However, the effect that 
lack of acknowledgement of self has in these papers is to reinforce the primacy 
of participants. This approach leads to real engagement between reader and 
participants which is supported rather than led by the researchers. In some cases 
the thought that has gone into the design and execution of the three studies is 
implicit rather than explicit but can readily be identified by likeminded researchers 
who have been sensitised to relevant issues. Although not necessarily 
transferable, findings of these studies are believable and transparent enough to 

generate further research into these important areas. 

CONCLUSION 
This review has used a rather unorthodox approach to systematically reviewing 

person-focused dementia research. Approaches whilst non-conventional have 

succeeded in setting person centred dementia research within the context of 
dementia research as a whole. In phase one the trajectory of dementia research 

over the last three decades is plotted. This identifies the predominance of 
biomedical studies with a small growth in person-focused studies in more recent 

years. In phase two forty-five person-focused studies have been reviewed using 

a set of criteria based on the work of other qualitative researchers. These studies 

covered a range of subjects; some asked very broad questions about what it is 

like to live with dementia whilst others have been more focused on specific 

issues such as disclosure of diagnosis and the experiences of people with 

dementia in acute hospitals. Findings from these studies are disparate due to the 

wide range of perspectives that have been studied and are therefore not wholly 

amenable to meta-synthesis. It has been discovered that the use of fixed criteria 

to evaluate studies can lead to fragmentation and loss of the central message. It 

has been revealed that most studies have applied many of the central tenets of 

producing ethical and meaningful research involving people with dementia. 

Reflection on studies that were allocated as level one indicated that using a set 
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of criteria for evaluation detracted from the value of the study as a whole as there 

was a tendency for the study to be fragmented as individual criteria were applied. 
A method for reviewing studies that was faithful to the qualitative paradigm was 
identified and applied in phase three. The three studies that were reviewed again 
in phase three can be regarded as being at the cutting edge of dementia 

research in view of the skilful ways the researchers have conducted ethically 
sound and meaningful research and has allowed the voice of people with 
dementia, some in the more advanced stages, to be heard. 

One element that all the studies in phase two and phase three have in common 
is that they provide evidence that people with dementia do have something worth 

saying. It is clear that this remains an under researched area and virtually all 

papers point to the need for further studies. This conclusion, together with the 

virtual absence of research about the experiences of older people with dementia 

in acute hospitals, powerfully supports the need to conduct this study. A critical 

element in ensuring that the study is both meaningful and ethical is in selecting 

and using appropriate research methodology. This concept is discussed in more 

detail in chapter two. 
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CHAPTER Two: METHODOLOGY 

INTRODUCTION 

Chapter two provides a rationale for the choice of critical, interpretive 

ethnography as the predominant research methodology for this study. Reasons 

for incorporating elements of the narrative approaches are examined. The 

research process is explained and methodological decisions justified. Issues 

around ethics and reflexivity are explored. 

METHODOLOGY 
The fundamental aim of this research is to explore the experiences of individuals 

in relation to the care of older people with dementia in the acute hospital setting. 
It is acknowledged that research with people with dementia can be challenging. It 

involves a group who can be considered vulnerable and who may be seen to 

hold low status in society. For these reasons it was considered early in 

development of the study that this research subject was not one that could be 

taken in isolation. It was essential to begin by setting it within the broader social 

and political context. 

Political and Social Context 
Older people with dementia in acute hospitals are the primary focus of this study. 

It is suggested that being an older person in Western society is not always a 

comfortable position to be in. Despite the demographic shift towards an older 

population (DoH 2001 b) it is stated by Bytheway (1995) that many societies are 

suffused with ageism which views older people as incompetent, ugly and 

burdensome and discriminates against them on a personal and structural basis. 

Nolan (2003) reiterates the concepts of ageism suggesting that there are three 

major'isms' in society: sexism, racism and ageism. Nolan states that the 

difference with ageism is that anyone who lives long enough is likely to 

experience these complex and subtle phenomena. A moving illustration of this 

experience is provided by Bennett (2005) in his description of the way in which 
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his mother's personhood was gradually eroded during her stay in a residential 
home. 

Bernard and Phillips (2000) consider the current and future status of older people 
in Britain. These authors trace social policy developments concerning older 
people over the last five decades. They argue convincingly that there is a need to 

move from the concept of 'old age' to one of 'ageing', a phenomenon that will be 

experienced by all and is potentially less divisive. Bernard and Phillips (2000) 

identify four key concepts that they consider should influence development of 

social policy that avoids ageism. These include a positive, inter-generational life 

course perspective, combating discrimination, enhancement of empowerment, 

citizenship and voice and, finally, critical commentary and action. It is evident 
that, to some extent, society is attempting to reduce ageism. In some cases older 

people have challenged professionals to review their practice and find new ways 

of working 'with' rather than 'for' older people (Ogg et al 1998). 

It could be argued that, to a degree, the United Kingdom Government has 

attempted to improve the situation of older people. A range of initiatives has been 

implemented to enable voices of older people to be heard, for example through 

Patient and Public Involvement in the New NHS (DoH 1999b) and a range of 

Better Government for Older People (DoH 1999a) bulletins. An example of this 

approach includes the work of Thornton (2000) who provides clear advice on 

how older people may be involved in influencing service development but the 

extent to which this has happened in practice is not entirely clear. Autonomy of 

older people may have been enhanced by the Mental Capacity Act (HMSO 2005) 

and, theoretically, health care has been improved through the implementation of 

the National Service Framework for Older People (DoH 2001 b), although the 

absence of financial support for this may have hampered progress. 

Despite attempts to reduce ageism it is suggested that Garner and Ardern's 

(1998) assertion that we continue to live in a youth centred, youth dominated 

culture in which the prospect of being old, dependent and ill could be terrifying, 
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retains some validity. It is suggested that older people remain marginalised and 
undervalued in society although moves are being made to alter this situation. It is 
argued that older people who also have dementia find themselves in an even 
more invidious position. Kitwood (1 997a) suggests that people with dementia are 
subjected to a particular kind of inhumanity. His description takes this treatment 
beyond the realms of 'isms'. Kitwood (1 997a) conjectures that people with 
dementia are treated poorly in response to the anxiety of others. He speculates 
that we are all afraid of becoming frail, mentally unstable and dependent. Being 
exposed to people with dementia activates these fears and, as a defence 
mechanism, this group are treated as a different species; their personhood is 
denied. The stereotype of people with dementia as senile old people who have 
'lost their mind' (Lyman 1998, Mills 1997, Sabat 1998) is still articulated and 
serves to reinforce a negative image and marginalisation. 

Despite the fact that older people with dementia tend to be undervalued by 

society there is a growing body of evidence that this group are advocating their 

own needs and are committed to improving care and promoting change. 
Examples of this include the Scottish Dementia Working Group (2008). The aims 
of this group of people with dementia include: influencing public policies that 

affect the lives of people with dementia and their families, promoting 
improvement in provision of services and reducing prejudice and stigma attached 
to dementia. People with dementia are also campaigning to ensure their needs 

are met through the Dementia Advocacy and Support Network International. This 

worldwide organisation brings together people with dementia to improve quality 

of life. Specific aims of the organisation include: promoting respect and dignity, 

providing a forum for exchange of information and advocating for services 
(DANSI 2008). These are just two examples of the move towards recognition that 

this group are not helpless people with no future. Such groups clearly 

demonstrate that people with dementia are able to play an active role in shaping 

their future and those of others. 

58 



Whilst movement is being made to reduce negativity around both ageing and 
dementia it is argued that, at present, this group continues to experience the 
double jeopardy described by Rodeheaver and Datan (1988). This idea was 
reinforced recently in reports by the Alzheimer's Society (2007) and the National 
Audit Office (2007) both of which noted a lack of consistent provision of health 
and social care services that are available to this group. The concept that older 
people with dementia are viewed as poor relations in the acute hospital setting is 
currently supported mainly by anecdotal evidence. It can be argued that caring 
for older people remains a 'Cinderella' service that tends to attract less attention 
than higher profile, more technologically advanced specialities. A small number 
of studies have considered views of acute sector staff of people with dementia. 
Dewing (2003) suggests that staff have a tendency to speak about patients using 
language that can be detrimental to their personhood and therefore 
dehumanising. Gerdner and Buckwater (1994) attempt some justification for this 

approach by stating that some staff depersonalise patients as a way of dealing 

with feelings of fear and inadequacy. An alternative interpretation is offered by 
Schofield (1986) and Meyer et al (1999) who state that older confused patients 
are perceived by health care providers as relatively unimportant and unworthy. 
This idea is supported by Norman (2003a) who observed that patients who had 
been labelled as having memory problems were treated differently to others by 

nursing staff. The value attributed to older people with dementia in acute hospital 

settings may be summarised by Marshall (1999: 9) who quotes from harassed 

nurses who state 'they should not really be here'. 

This brief review of the social and political context surrounding older people with 

dementia demonstrates clearly the powerless position they may occupy in 

society. Given this disadvantaged position, it was considered essential to use a 

research method that set the study within the broader picture and provided the 

best possible opportunity for participants to convey their experiences to a wider 

audience. 
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Ethnography 

A review of texts reveals that ethnography has been through many incarnations 
since its beginnings in the early 1900's (O'Reilly 2005). It is a research method 
that remains resistant to absolute definition although its historical context and 
categorisation have been traced by many authors (for example Denzin and 
Lincoln 1994, Atkinson et al 1999). Whilst it is accepted that there is not one 
universal definition of ethnography, it is equally evident that a number of authors 
agree on the principle that ethnography includes certain key characteristics. It is 
generally acknowledged that ethnography embraces the following tenets. 

It is intended to provide a direct description of a group or culture (Creswell 
1998, Spradley 1980, Holloway and Todres 2003). 

'Thick' description is used (Geertz 1973, Maggs-Rapport 2001). 

e Data is collected through extensive fieldwork and interviews (Creswell 
1998, Fetterman 1998, Savage 2000, Holloway and Todres 2003). 

9 The researcher is the major instrument of data collection (Clifford 1997, 
Coffey 1999, Fetterman 1998, Maggs-Rapport 2001). 

* Key informants are sought (Rock 2001, Maggs-Rapport 2001). 

* Emic and etic perspectives are considered (Creswell 1998, Fetterman 

1998, Keating 2001, Hughes 1992). 

e Ethnography is both process and product (Holloway and Wheeler 2002, 

Savage 2000). 

It is the key concepts identified above that make ethnography a valuable 

research method for this study. A selection of these concepts is explored in more 
detail below. 

Direct, 'Thick' Description of the Group or Culture 

The purpose of this study is to provide a description and interpretation of the 

complex and dynamic culture of older people with dementia receiving acute 
hospital care, a culture about which little is currently known. It is suggested that 

the provision of 'thick' description (Geertz 1973), with accurate descriptions that 

include accounts of matters with which readers are already familiar, adds 
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authenticity and enables them to judge its completeness and recognise any bias 
(Stake 1995). 

Data Collection Through Observation and Interviews 
Use of differing methods of data collection has particular value in this study. The 

use of both observation and interviews offered the best opportunity of capturing a 
holistic picture of dementia care; using interviews alone caused some concern for 

a number of reasons. I believed that this method had the potential to produce a 

series of relatively uni-dimensional views that would not fully capture the critical 

complexity of the inter-relationships between the various groups involved. A 

further consideration was that interviews may generate data that reflects a 

situation that is quite different from the reality of life and that may not explicate 
the nuances of everyday practice. A final thought was that some participants, 

particularly those with dementia, may find interviews anxiety provoking or simply 
impossible. Although it is well documented that people with dementia can be 

involved in meaningful research interviews the majority of these have been 

conducted with people in the earlier stages (Keady 1996, Downs 1997). 

Participants in this study included people with more advanced dementia who 

could have found formal interviews distressing and uncomfortable or beyond their 

capability. Desire to ensure that a range of people, regardless of their status, 

were able to participate in this study led to the selection of a research method 

that included observation as well as interviews as methods of data collection. 

The Researcher as the Major Instrument of Data Collection 

A researcher being the major instrument of data collection is an idea that can be 

viewed as having both advantages and disadvantages. Until starting this study I 

was a senior nurse and professional lead for the study wards, together with many 

other wards, within the hospital. Advantages of this situation were that access 

was facilitated more easily and that I was able to'fit in' more readily. Equally, 

such familiarity with the research setting may have increased the risk of less 

rigorous questioning and potential 'taking for granted' of what was being 

observed. It was also possible that my previous senior role may have made 
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some junior staff wary. It was clear that role management was vital to the 
success of this study and ways in which this was achieved are discussed in 
subsequent sections of this chapter. 

It is apparent that the central tenets of ethnography fit well with the aims of this 
study. The need to set the research within the broader context led to the 
selection of the subtype of critical interpretive ethnography. 

Critical Interpretive Ethnography 
Ethnography remains open to a number of interpretations and within such 
interpretations a number of sub types have evolved. Number and definitions of 
subtypes vary considerably from one author to another but are perhaps 
expressed most succinctly by Holloway and Wheeler (2002) who distinguish 
between descriptive or conventional ethnography and critical ethnography. 
Descriptive ethnography focuses on descriptions of a culture and, using analysis, 
explicates patterns and categories. Critical ethnography is more political in 

nature. Thomas (1993: 4) defines critical ethnography as 'conventional 

ethnography with a political purpose'. 

Within critical ethnography there are variations on the critical theme (Thomas 
1993), again a range of subtypes are offered by different authors (see 
Hammersley 1991, Van Maanen 1988). Thomas (1993: 23) proposes a 

continuum from 'armchair reflection' to direct political action. This author states 
that postmodernists tend to be 'armchair radicals' in that they aim to change 

ways of thinking rather than attempting to action change. At the other end of the 

spectrum are the radical Marxist orientated approaches which advocate 

replacement of existing forms of social organisation. In this study an 'armchair 

reflection' approach is taken for three major reasons. Firstly, little is currently 
known about the experiences of people with dementia in acute hospitals. For this 

reason a major aim is to open the minds of readers to new ideas and 
interpretations and generate interest and further investigation into this poorly 

researched area. Secondly this relatively uncontroversial style has been chosen 
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because it is felt the intended practitioner audience is more likely to be influenced 

by rational, thoughtful work which is set in a broader context rather than by a 
highly political polemic. Thirdly there is a need to be realistic about the power and 
influence of a single researcher. Whilst it is reasonable to believe that 

recommendations may be made to improve practice, the goal of restructuring the 

organisation is perhaps too ambitious within the confines of this study. 

It is evident that the subtypes of ethnography each have their own value and are 

appropriate to different situations. The approach to ethnography is one that must 

be chosen by each individual ethnographer based on the subject being studied 

together with their underlying personal philosophical assumptions. There is 

agreement amongst authors of several research texts that it is vital the 

ethnographer defines and makes explicit their position in relation to the subtype 

of ethnography that is selected (Streubert Speziale and Carpenter 2003, 

Creswell 1998). 

This study draws on the philosophies of both critical and interpretive 

ethnography. As is often the case in ethnography, this choice has been made 

based on a 'purposeful and deliberate kind of eclecticism that can offer 

complementary explanations' (Lett 1987: 124). Choice of a critical interpretive 

approach is based on three fundamental beliefs that I hold. 

e To be of value this ethnography needs to be set within the broader political 

and social context. 

* The intention of the study is to enable the voices of this vulnerable group 

to be heard. 

9 The purpose of the study is to produce knowledge that may be used to 

influence future practice. 

Each of these beliefs and the context that they create for the study are discussed 

in more detail below. 
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Political and Social Context 

As discussed earlier in this chapter it is thought that conducting this research 
without considering the wider picture would risk reducing its impact on readers. 
The group being studied tend already to be in an invidious position which may 
then be compounded by admission to an acute hospital. It was therefore vital to 
consider the study in a broad context. 

Enabling Voices to be Heard 

In a broad context it has been seen that older people with dementia occupy a 

relatively difficult place in society in which their views may be poorly represented 
because of their relative powerlessness. The aim of this study was to provide 

participants with an opportunity to tell their stories to readers; this aim is 

congruent with gradual social and political changes that support enabling 

consurners'views to be heard (Thornton 2000). 

Knowledge to Influence Practice 

Reflection on the purpose of this study led to a review of three epistemologies 

outlined by Meleis (1999): correspondence, coherence and pragmatism. Specific 

ethnographic epistemologies of the emic and etic perspectives are also 

considered. 

Historically, the aim of much research has been to present readers with the 'truth' 

about the subject being studied. Definition of what constitutes truth has long been 

problematic. In positivist terms, at the most simple level, truth is described as 

correspondence to a fact. A broader interpretation suggests that truth consists in 

a relation to reality (Stanford 2005a). This concept of truth relies on the 

assumption that an objective reality exists (Im and Chee 2003) in which 

researcher and participants are rigidly separated and which is independent of the 

social and psychological aspects of reality (Lomborg and Kirkevold 2003). Whilst 

this realist position may have a value in some quantitative studies, it is clearly 

incongruent with the multiple world view beliefs of most qualitative researchers. 
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The qualitative paradigm demands a more flexible and broader perception of 
'truth'. 

Coherence theory perhaps moves towards a wider perspective suggesting that 
the truth of any proposition relies on its coherence with a specified set of 
propositions (Stanford 2005b). Truth is viewed as transient, if the proposition is 

sufficient now then it is considered that there is truth in it (Meleis 1999). The idea 

that it is the coherence of a belief with a totality of beliefs that provides a reason 
to assume that the belief is true is advocated by Rorty (1979). This theory seems 

plausible and more congruent with the qualitative paradigm but alone it lacks the 

embracing, practice-based philosophy that was sought for this study. 

A third epistemology suggested by Meleis (1999) is pragmatism. Pragmatism is a 
term derived from the Greek word meaning action. The words 'practice' and 
I practical' are also derived from this source (Doane 2005). In contrast to other 

epistemologies the aim in pragmatism is not to search for truth but rather to 

consciously set aside concerns about how evidence represents the world 
(Davidson 2001) and concentrate instead on the usefulness of evidence derived 

from different sources. Berman (2000: 198) captures the idea that truth is not an 

absolute; he proposes that the aim in research is ongoing inquiry rather than the 

establishment of a final truth: 'in the nomadic mind .... the road to truth is always 

under construction; the going is the goal .... 
for nomads 'truth' is a verb, 

something you live. No sooner are you at one point than an elaboration or 

revision suggests itself. Pragmatic inquiry acknowledges the inherent 

inseparability of theory and practice. 

Fundamental concepts of pragmatism as described by its originator Charles 

Pierce in the 1870's include respect for the views of others and the notion that 

conversations rather than universal truth are the basis for developing beliefs 

(Warms and Schroeder 1999). These original ideas have been revived and 

refined by Rorty (1987) who states that the values of pragmatism include 

tolerance, respect for the opinions of others, willingness to listen, reliance on 
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persuasion rather than force and emphasis on communication over truth. Rorty 
(1987) also stresses the need to leave room for alternative narratives. 

Pragmatists' view of truth and reality embrace the concepts that inquiry is a 
continual reweaving of different views of the truth which incorporate new ideas 

and better explanations in the context of human encounters (Warms and 
Schroeder 1999). This idea is supported by Freshwater and Avis (2004) who 
suggest that inquiry should generate evidence that can be integrated with current 
knowledge to enable discovery of better ways of living our lives. The practical 
nature of inquiry is emphasised by Rorty (1987) who states that arguments about 
truth versus falsity and objectivity versus subjectivity are unhelpful. Rorty 

suggests that our aim should be to listen to as many suggestions as possible and 
then find the best solution for that time, place and situation. Key thoughts in 

pragmatism are clearly summarised in a series of questions posed by Doane 

(2005). 

What practical difference would it make to anyone if one notion rather than 

another was true? 

What concrete difference would any theory make to anyone's life? 

What experiences would be different? 

What is the value of theory in experiential terms? 

It is noted that pragmatism is not without its critics. Pragmatism rejects the 

traditional philosophical concept of the pursuit of truth (Mounce 2000). Absence 

of seeking an absolute truth has led to the accusation that pragmatism is 'a 

position of diminished responsibility' (Barnett 1997: 84) in which there is 'an 

allegiance to "anything goes"' (Barnett 2000: 122). Badley (2004a) argues 

cogently that many of Barnett's criticisms of pragmatism are simply ill conceived 

and that his espoused beliefs and pragmatist ideology are in fact closely allied. A 

more proactive stance is taken by Freshwater and Avis (2004) who acknowledge 

potential pitfalls of pragmatism but state that these may be minimised by the 

researcher taking responsibility for their own authority. This requires an 
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awareness of one's own discriminatory processes, personal beliefs and how 
these originate and are embedded in the broader context. Freshwater and Avis 
(2004) suggest that taking a critically reflexive approach throughout a study 
ensures that the researcher fulfils their responsibility to examine the internal and 
external consistency of the beliefs thus negating the criticisms of Barnett (1997, 
2000) and other like minded writers. Use of reflexivity is discussed more fully 
later in this chapter. 

Whilst the epistemology of pragmatism remains controversial it fits well with this 

study in which the aim is to capture multiple truths with a view to discovering 

ways in which to improve practice. Warms and Schroeder's (1999) description of 

the pragmatist as a person who is open to listening to multiple ideas or versions 

of the 'truth' to better solve problems is wholly congruent with my personal 

philosophy. 

Ethnography offers two alternative but complementary epistemological bases, 

the emic and etic perspectives. In this study I have chosen to present a 

predominantly emic viewpoint, that is the insiders view. It is acknowledged that 

this choice is not without difficulty. Capacity of any researcher to present the 

views of participants is challenged by Clifford (1986: 2) who argues that 

ethnography is 'always caught in the invention, not the representation of 

cultures'. This author implies that any element of interpretation by the researcher 

detracts from accurate representation of the participants. 

Holloway and Wheeler (2002) define the interpretive paradigm as a research 

approach in which the focus is on humans and ways in which they interpret and 

make sense of their own reality. The aim is to reflect and reconstruct what the 

researcher sees and hears and thus provide an interpretation of the actions of 

participants. Use of the interpretive approach is questioned at a fundamental 

level by Josselson (1 996b) who suggests that the researcher's interpretations 

may be seen as an uninvited intrusion into participants' lives which deprive them 

of the opportunity to make sense of their own lives. In line with Josselson's 
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assertion, Stanley and Wise (1983) argue that participants should always retain 
the right to self definition. More specific criticisms of interpretivism are levelled by 
other authors. Savage (2000) claims that such interpretations could potentially be 
unverifiable whilst Clarke (1992) is dismissive of this approach, stating that 
interpretation and the relative importance attributed to different issues is at the 
whim of the researcher. 

Whilst these criticisms may have some validity, it is argued that interpretation is 

an inevitable part of ethnography. What is important is that it is made clear the 

product presented is the researcher's own interpretation (Lerum 2001) in which 
the aim is not to present an entirely subjective or entirely objective account but 

rather to mediate the 'two worlds through a third' (Germain 1993: 19). It is 

suggested that what is vital in ethnography is that in order to make interpretation 

transparent and open to scrutiny by others a clear audit trail must be 

incorporated (Koch 1998). This style of interpretation, in which the researcher 

makes themselves visible in the text (Chase 1996) and therefore exposes their 

interpretation, should help to diminish the power of the authorial voice (Josselson 

1996a) and ensure that interpretations are able to be challenged (Dingwall 1992). 

It is vital that views of participants represent the major voice in this ethnography. 
However it may be suggested that this view in isolation may not be sufficient to 

produce any change in practice. It is felt that there is therefore a need to combine 

the predominant emic perspective with aspects of the etic view, the outsider's 

perceptions. It is suggested that the researcher may discern patterns and ideas 

of which participants themselves are not aware (Katz 1997) and that these 

perspectives may prove to be a valuable addition to the study if clearly 

represented as an alternative view. 

Criticisms of Critical Interpretivist Ethnography 

Although ethnography is well established in the qualitative research community, 

as with all research methods, it remains open to criticism. Fundamental conflicts 

and tensions between qualitative and quantitative paradigms are well rehearsed 

in the research literature (for example Holloway and Wheeler 2002) and will not 
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be repeated here. It is argued that ethnography is a wholly appropriate research 
method for this study. Ethnography as a whole is open to a number of criticisms, 
perhaps the most significant of these is that ethnography is just story telling, that 
it is a particularly costly research method and that it is not generalisable. Addition 

of the critical element adds further to the criticism by raising the issue of 
researchers taking to their political soapboxes. 

Story Telling 

The idea that ethnography is viewed by some as mere 'story telling' with no 
scientific grounding is raised by Koch (1998). This author notes that, despite the 

reservations of some, story telling has its own unique value and has long been 

used as an effective means of communication. Benefits of story telling include 
the ability to make core health care practice visible (Hendricks et al 1996, Nelms 
1996). Additionally listening to patients may reveal ways in which practice could 
be improved (Koch 1994, Koch et al 1995). Story telling can be therapeutic 
(McDaniel et al 1995) and has been shown anecdotally to be beneficial in 

research involving people with dementia (Mills 1997, Sabat 2001). It is suggested 
by Van der Staay (1994) that stories can influence social policy and by Gabriel 

(1995) and Yanow (1995) that they can facilitate change in organisations. These 

claims almost certainly remain contentious in relation to contemporary health 

care settings. The major advantage of story telling in this research is that it allows 

marginalised groups to have a voice (Biddle 1996, Turton 1997); this is an 

opportunity that is particularly valuable when researching with a group that is 

often excluded by society. 

Katz takes up the idea of story telling in terms of presenting people's lifeworld; he 

poses the questions that if all ethnographers have to offer is a description of 

everyday experiences of participants, a description of day-to-day reality, then 'so 

whatT, 'who caresT (Katz 1997: 392). In answer to this idea it is argued that at 

present very little is known about the care of people with dementia in acute 

hospitals. It is suggested that those providing care are so involved with delivering 

the required service that they rarely have time to step back and reflect. It is 
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acknowledged that there is a remarkable paucity of research that investigates 

acute care from the perspective of people with dementia or their carers. Katz 
(1997) continues his discussion of ethnography by suggesting that people from 

outside the culture being studied can only view it through a 'veil of mystery' (Katz 

1997: 394), a strangely similar metaphor to Sabat's (2001) tangled veil of 
dementia. These metaphors perhaps point to a need for research that may begin 

to illuminate what is going on behind these veils. 

Cost 

Ethnography is deemed to be costly and time consuming (Savage 2000). This is 

a fair criticism as ethnography demands a high price in terms of the researcher's 

time to gather data through extensive periods of observation and interviews, 

followed by the translation of this data into a text that is of interest and value to 

others. However, it is argued that this investment is worthwhile in terms of 

answering this research question and indeed it would be difficult to construct a 

research method that yields the richness and depth of data required to discover 

more about this complex subject about which little is currently known. 

Generalisability 

It is contested that ethnography is not generalisable, an argument that can be 

levelled at any qualitative study. Generalisability is frequently judged to be the 

hallmark of good science (Murphy and Dingwall 2001 b) and this is therefore often 

used as a way of disparaging qualitative research (Morgan 1983). 

It can be suggested that ethnographers fall into three broad camps concerning 
their views on general isabil ity. One group are those that reject the whole concept 
of generalisability as an appropriate goal (for example Denzin 1983) even to the 

extent of describing it as being 'unimportant, unachievable or both' (Schofield 
1993: 201). An alternative view is taken by Stake (1995) who argues that the 

purpose of ethnography is particularisation rather than generalisation. This 

author suggests that the researcher's aim should be to understand the 

uniqueness of each participant and offer readers a vicarious experience of each. 
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Examples of how such vicarious experiences have been enabled are presented 
in chapter four. Stake (1995) describes readers as being invited to engage in a 
process of 'naturalistic generalisation' as they relate written stories of individual 
participants to their existing knowledge of other settings. Whilst there is clearly a 
value in readers making their own generalisations about research, Stake (1995) 
also suggests that researchers must choose the extent to which they organise 
their analyses and interpretations to provide propositional generalisations or 
assertions which allow readers to work with existing propositional knowledge and 
modify existing genera I isations. 

A third view is taken by researchers such as Koch (1998) who approaches 
generalisability from an alternative perspective stating that transferability (Lincoln 

and Guba 1985), that is the capacity to transfer findings to other similar settings, 
is more pertinent in ethnography. This type of approach is comparable with the 

views of Morgan (1983) who suggests that ethnographers should concern 
themselves with identifying generic processes and phenomena through which 
participants construct and understand their realities. Morgan (1983) argues that 

this identification of the generic factors is illustrated through the evidence of 
individual examples or archetypes so evidence is likely to be evocative rather 
than comprehensive. 

In this study the aim has been to accurately and thoroughly present stories from 

the participants that include enough raw data to allow readers to consider their 

own interpretations. Whilst it is acknowledged that data from individuals cannot 

simply be generalised to other people (Holloway and Jefferson 2000), effort has 

been made to identify generic processes and patterns that may be used to inform 

and influence practice and, as Savage (2000) states, identify ground breaking 

questions for further research. 

The Political Soapbox 

Although the need to present this research within its political and social context is 

justified, equally there is a need to avoid being so overtly 'political' that the 
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passion of the researcher supersedes the primacy of the voices of participants. 
The issue of the 'jargon trap' is raised by Van Maanen (1988: 28) who states that 
this can lead to overblown claims and distorted conclusions. Thomas (1993) 
proposes that the researcher should aim to lead the reader through data that is 
presented in sufficient detail to allow them to be convinced by the power of the 
illustration rather than the persuasiveness of the researcher. Thomas (1993) 
states that axe grinding should also be avoided by remaining faithful to the data 
rather than producing polemics that may alienate readers. 

Research Questions 
To guide the initial stages of the study a number of ethnographic questions were 
developed as outlined below. 

What is it like to be a person with dementia in an acute ward? 
What are lay carers' beliefs about the care received by people with 
dementia on an acute ward? 

* What informs the care that is delivered by health care staff? 

e Are the beliefs of health care workers congruent with the care they deliver 

in practice? 

9 What areas need to be explored further in interviews? 

Selection of critical interpretivist ethnography is based on the premise that the 

research is intended to acknowledge relevant social and political context, give 

voice to participants and be of value in influencing future practice. It is suggested 
that these aims can most readily be achieved using this approach. 

THE RESEARCH PROCESS 
Research design was ethnographic with data being collected through participant 

observation, conversations and interviews. The study was conducted in a 

specialist older peoples unit in an acute hospital. Three wards were involved; two 

specialised in acute medicine and one in orthopaedic rehabilitation. Each ward 

was led by a senior nurse supported by a team of registered and non-registered 
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staff. Therapy staff were unit based however physiotherapists tended to work 
predominantly on specified wards. Each ward had two allocated medical 
consultants with their associated teams. Social work staff were allocated on a 
case by case basis. Wards all ran at maximum bed occupancy with a constant 
pressure to expedite discharge. 

This section provides an overview of the research process. Issues that needed to 

be considered in preparation for data collection are discussed, namely access to 

the field and my role in terms of participant observation and insider versus 

outsider roles. Processes of data collection are considered including levels of 

participation, recording of information in the field, duration of observation and 

interviews, selection of participants and review of documents. Approaches to 

data analysis are explored. This section closes with review of ethical 

considerations and reflexivity. 

Preparation for Data Collection 
In ethnography it is clearly recognised that the researcher is an integral part of 

the research process. Until the study began I was in the unusual position of 

having been a senior member of nursing staff in the clinical settings being 

studied. This position required careful consideration in terms of the influence that 

it had on the research process. 

Access to the Field 

The study was undertaken on three care of older people wards in a large acute 

hospital. Initial stages of gaining access to the field involved selecting appropriate 

wards for the study. This choice was influenced by two factors. Firstly, whilst 

working for the Trust, I had undertaken a series of audits to establish the number 

of people with dementia in the hospital at specified time points. Two wards 

consistently had a relatively high proportion of people with dementia and 

including them would increase the chance of recruitment to the study. Secondly 

whilst working for the Trust I had developed respectful working relationships with 
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staff from all disciplines on these wards which would be valuable to the study. 
Addition of a third ward is explained later in this section. 

Once the study wards had been selected the process of obtaining approval from 
a National Health Service (NHS) Research Ethics Committee (appendix 4), an 
NHS Research Governance Committee (appendix 5) and an information 

governance manager (appendix 6) was undertaken. These approvals were all 
granted between March and May 2005. The next stage involved seeking 
approval from the General Manager, Director of Nursing, Medical Consultants 

and Senior Nurses. These clinicians and managers were gatekeepers 
(Hammersley and Atkinson 1983) and had the ability to open up or block routes 
to information. Fortunately, they gave their approval wholeheartedly. The most 
influential players had been contacted whilst I was working in the Trust and 
therefore were already familiar with plans for the study. 

Whilst approval was given readily by senior members of the organisation the 

reaction of ward level staff was slightly more circumspect. Theoretically they 

were interested in the study and could see its value but senior ward staff 

expressed concerns about potential impact on their own workload. One study 

ward had experienced a prolonged period of instability in leadership with senior 

staff being 'shuffled' around the older peoples'wards to maintain some 

leadership during a time of poor recruitment. This led to the ward experiencing 

over a year of temporary leadership and a relatively low sense of ownership of 

the ward. Gaining access was therefore initially quite challenging and frustrating. 

Whereas I could totally appreciate the enormous strain that senior staff were 

under, particularly having until recently been part of the equation, their inability to 

commit to the study was disappointing. At this stage I considered the work of 

Rock (2001: 33) which states that'no one will ever be as interested in one's work 

as one is oneself'. This idea, whilst seemingly obvious, led me to a period of 

reflection about the approach to accessing the field and also to my own 

experiences of being researched in practice. Rock (2001) suggests that for 

participants the researcher is not an important person and that generally there is 
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little reason why people should choose to take part. This idea had great 
resonance. I had not always given priority to the work of other researchers in 

practice as in my mind this activity had always been secondary to the provision of 
clinical care. One aspect of access that proved difficult was that only a matter of 
months before I would have had an automatic right of access due to my previous 
role, having to work so hard at it now seemed alien. A period of reflection was 
useful in resetting my mindset. At this stage a new Senior Nurse was appointed 
to a substantive post on one ward. This leader could see clear benefits to the 

research and felt that ward staff should have pride in the fact that they had been 

selected. I had spent some time talking to staff about the study and one 

established nursing assistant with considerable personal power and influence 

was particularly enthusiastic about the study. Support from these two individuals 

eased access to the field. Lessons learnt from gaining access to the first ward 

were useful when approaching the second ward. Again key staff assisted the 

process through their interest in the work and their influence with other staff. 

Fetterman (1998) suggests that the use of intermediaries is particularly valuable 

when accessing the field as the trust that participants have in these people will 

approximate to the trust that they initially place in the researcher. Having 

intermediaries with different spheres of influence led to me gaining free access to 

the field and a relatively high level of acceptance by participants. An honorary 

contract with the host organisation was secured. 

As the study progressed on the first two wards questions began to emerge about 

the extent to which people with dementia were offered rehabilitation 

opportunities. This thought led me to include an older peoples rehabilitation ward 

in the study. Access to this third ward proved much more fraught, to the extent 

that data collection was abandoned relatively quickly. This experience is 

described in more detail in appendix 7. 

75 



The Role of the Researcher 

The Role in Participant Observation 

Participant observation is an essential feature of ethnographic research 
(Fetterman 1998, Savage 2000, Holloway and Todres 2003, Coffey 1999) with a 
researcher being the major instrument of data collection (Clifford 1997, Maggs- 
Rapport 2001). Participant observation is open to a number of interpretations. It 
is described by Emerson et al (2001) as a core process of ethnography in which 
a place is established in the field for a relatively long period of time in order to 

allow the ethnographer to investigate, experience and represent the social life 

and processes of that culture. It is suggested by Savage (2000) that participant 
observation should be considered as more than merely a method of data 

collection and should be given explicit theoretical attention. 

In traditional ethnography there is an assumption of a duality between researcher 

and participants in which the researcher adopts the role of ignorant outsider 
(Coffey 1999) whose aim is to provide a comprehensive description of a little 

known culture (Denzin and Lincoln 1994). This approach is clearly not 

appropriate for this study, both in terms of my prior knowledge of the field and 

because of the belief that the emic perspective should be predominant. Denzin 

(1 997: xviii) supports the notion of a post modernist ethnography that discovers 

methods of 'feeling our way into the experiences of self and other .... an 

evocative epistemology that performs, rather than represents the world'. This 

post modernist ideology which supports a joint, multi-vocal production (Savage 

2000) between ethnographer and participants is far more congruent with the 

aims of this study. 

Savage (2000) raises the possibility of parallels between the process of 

knowledge production in participant observation and nursing. She cautions that 

knowledge generation must be tempered by acceptance that there is no 

guarantee of a reciprocal perspective between ethnographer and participants, 

that the subject is inevitably transient and that it may require the translation of 

non-verbal knowledge into language. These concerns have been, to some 
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extent, addressed by Lawler (1991) who describes nurses' understanding of the 
patient's experiences as 'somology'. This concept of understanding is based on 
the epistemological assumptions that there is a possibility of reciprocal 
perspectives or the availability of one person's lived experience to another and 
that experiences that are communicated non-verbally can be translated into 

meaningful language. 

I believe that my nursing experience has enabled me to develop a level of 
intuition about behaviours in health care that were used during participant 

observation to gain an understanding of the world view of others using data 

derived from all the senses. Equally, I maintained a high level of awareness that 

my preconceived ideas and intuition should not cloud the opportunity to view the 

field from a new perspective. 

Processes of participant observation and how these may be successfully 

accomplished are considered in the literature. It is likely that any person who is to 

be the subject of observation is likely to experience some level of apprehension. 
As Fetterman (1998) suggests, concerns of participants may be reduced by the 

use of intermediaries who are already known and trusted by participants. Equally, 

it would be unrealistic and potentially limiting for the researcher to rely 

substantially on a small number of people to establish them in the field. It is 

therefore vital that researchers begin fieldwork by building relationships with 

participants (Germain 1993). Berg (1998) stresses the importance of developing 

interpersonal relationships with participants in order to gain trust and co- 

operation. Hammersley and Atkinson (1995) support this idea stating that these 

relationships are at the core of knowledge creation in ethnography. 

The idea that the researcher should develop a rapport with participants appears 

superficially to be a common sense issue; unless some understanding, trust and 

reciprocity exist, it is unlikely that the researcher will be able to observe anything 

that is close to everyday practice. Rapport as a concept is moved to another level 

by Springwood and King (2001) who suggest that rapport when applied to 
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ethnography involves the researcher 'getting there' and 'being there' and makes 
powerful claims to understanding, authenticity and authority. This is a vast claim 
and in this study rapport was primarily concerned with establishing a new 
relationship with participants in which they had an understanding of the process 
and purpose of the research and in which I was recast in an academic-practice 
role rather than in my previous role of professional leader. Whilst the centrality of 
researcher-participant relationships in ethnography is acknowledged, it is argued 
by Harrington (2003) that accounts of establishing such links are infrequent and 
fragmented in the literature. Establishment of relationships in this study focused 

on ensuring that participants were aware of why and how the research was being 

conducted, identifying my role, causing minimum disruption and discomfort in the 
field and sharing the concept of creation of knowledge. Interpersonal skills I had 

gained during many years in clinical practice generally supported the 

development of effective research relationships. These relationships had to be 

continually nurtured through the data collection phase. On the first two wards this 

was relatively unproblematic. I remained alert to signs that participants may need 

to temporarily withdraw from the study and negotiated this on a regular basis. On 

the third ward staff appeared to find it exceptionally hard to grasp the idea that 

my aim was simply to observe what really happened in practice. A number 

remained convinced that my role was to judge or criticise their work. This made 

relationships extraordinarily difficult to establish. On each ward I attempted to 

begin to build a rapport with participants from the stage at which I introduced the 

research that was sustained throughout the study until eventual disengagement 

from the field. 

It is advised by both Germain (1993) and Fetterman (1998) that ethnographers 

should enter the field using a low key approach that minimises their unsettling 

effect on the culture. The aim is to preserve rather than control the culture and to 

become effectively integrated. Rock (2001) suggests that ethnographers should 

remain on the margins at first and not place too many demands on participants. 

This was particularly key as in my previous role I tended to be viewed as 

someone who deserved virtually automatic attention in light of seniority and there 
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was a need to dispel this idea. My aim was to adopt the stance of listener and 
learner (Fetterman 1998) and follow the advice of Gehring (1973) who stresses 
the importance of watching and listening initially before attempting to interpret 

what is observed. 

Fieldwork initially felt somewhat uncontrolled but this experience is recognised as 

relatively common in ethnography (Fetterman 1998). At the outset I 

concentrated on getting a feel of the culture in a holistic sense. This stage was 

particularly important in this study as I needed to enter the field in a new and 

substantially different role; there was a need to acclimatise to this perspective 
before considering more specific issues. It is suggested by Fetterman (1998) that 

once the researcher has some familiarity with the field work of participant 

observation can become gradually more refined. This idea is supported by 

Germain (1993) who states that whilst fieldwork is often exciting and intriguing 

the researcher needs to maintain some goal orientation. This author suggests 
that every two hours of fieldwork is likely to generate around eight hours of notes 
thus justifying the need to use time in the field to best effect. Whilst some degree 

of goal orientation in field work is advised by both Germain (1993) and Fetterman 

(1998) they also advocate a level of flexibility that allows capture of significant 

events that arise. 

Roles taken by researchers in ethnographic participant observation are widely 
acknowledged to be critical to the success of the study (Pellatt 2003, Preston 

1997, Koch and Harrington 1998). Participant observation is a complex 

undertaking that has been comprehensively discussed in the literature in terms of 
the insider-outsider dichotomy and the participant-observation continuum. These 
issues are considered below. 

Insider Versus Outsider 

The insider-outsider dichotomy was particularly pertinent in this study in view of 
the alteration in my role. As stated previously, I was the professional lead for 

nursing for the Directorate of which the study wards were a part. It may be 
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assumed that this role would automatically have conferred insider status but 

certainly my perception was that, even in this role, engagement with potential 
participants was peripheral as the role, if not myself, was regarded as part of 'the 

management' and therefore somewhat distanced from reality. It could be argued 
that working in the field for a protracted period actually increased the perception 
of me as an insider. Literature suggests an array of advantages and 
disadvantages for insider and outsider roles. Allen (2004) argues that only 
insiders who are truly immersed in a setting can produce an authentic account. 
Equally, this author raises the issue that researchers in a familiar setting may 

make assumptions about what is being observed without seeking clarification. 
Kanuha (2000), in a discussion about native and non-native roles, identifies a 

potential drawback of insider status as being a tendency to be accepting of 

vague statements and points to the need for insiders to consciously pursue such 

statements to ensure shared understanding. Benefits of being an outsider are 

perceived as including potential production of a less biased report (Allen 2004) 

and the opportunity to make the strange familiar (Pugh et al 2000). 

It is suggested by Spradley (1980) that a researcher with a dual role as insider 

and outsider is vulnerable to role confusion. In this study I was situated towards 

the midpoint of the continuum in the initial stages and tended to move along the 

continuum at different times during the study. Previous work in the area gave a 

degree of insider status and offered the advantages of having some 

understanding of the culture and an ability to 'fit in'. Equally, there was a need to 

maintain a conscious awareness that the field needed to be viewed with an open 

mind and that seemingly obvious questions needed to be asked to prevent me 

relying on my own assumptions. Conversely, I may also have been viewed as an 

outsider being relatively or totally unknown to some participants and no longer 

working for the organisation. Whilst this status offered opportunities to see the 

culture in a new light it also reinforced the need to build research relationships at 

each stage. 
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Burgess (1984) disputes the notion that there is an absolute polarisation of 
insider and outsider roles. This author states that it is rare for a researcher to be 

either totally familiar or completely unfamiliar with a setting. It may be argued 
that entering into a lengthy debate about one's position as insider or outsider is 

unlikely to be fruitful. The concept of an insider-outsider continuum, along which 
the researcher travels, seems reasonable. Hammersley and Atkinson (1983) add 

weight to this idea proposing that it is an existential fact that we are part of the 

world we study, thus being a complete outsider is impossible. It is suggested that 

a more contemporary approach to the insider-outsider debate is through 

authentic presentation of self in the research setting; this idea will be explored 

more fully in the reflexivity section of this chapter. 

The Process of Data Collection 
There are three major methods of data collection in ethnography: participant 

observation with recording of field notes, interviews and review of documents 

(Wolcott 1994). The first two of these were used as explained below. A review of 

documents was not completed. Reasons for this choice are examined. 

Level of Participation 

Fetterman (1998) describes the process of participant observation as a delicate 

balance between participating in the lives of the people being studied and 

maintaining sufficient professional distance to ensure adequate observation and 

data recording. In terms of the role in observation, researchers have a number of 

choices to make. Gold (1958) identifies a range of roles which include complete 

participant, participant-as-observer, observer-as-participant and complete 

observer. Junker (1960) identifies the same range of potential roles and suggests 

that the complete participant deliberately conceals their research activity from 

participants. It is unlikely that this approach would be considered ethically sound 

in the current climate. Participant-as-observer role supports the research being 

openly conducted but research activity is considered subordinate to the primary 

role of the individual. Observer-as-partici pant approach allows the role to be 

publicly known and supports a level of interaction between researcher and 
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participants. A complete observer engages in no interaction with participants. 
Junker (1960) describes these roles as a continuum through which the 
researcher is likely to oscillate in the course of the study. 

In this study it was essential to achieve a balance between acknowledging that I 

am a practitioner with many years of experience, with the reality that my role had 

changed to researcher in practice. The concept of being a complete observer 
was likely to lack validity given that I was known to a number of participants and 
that avoiding interaction would not only be extremely difficult but would also 
compromise effective data collection. A role of complete participant was 
untenable for practical and ethical reasons. A realistic approach was to adopt a 

role of social-participant-as-observer in which I was open about the research 

activity. I was clear that the research was my primary pursuit but also actively 

participated in actions that might reasonably be expected to be part of social 

rather than clinical interaction. Examples of these activities included assisting 

with bed making, helping patients to eat and drink and assisting with recreational 

activities. 

Two thoughts influenced selection of this approach. Firstly it provided a level of 

authenticity in that it acknowledged my previous clinical role whilst respecting the 

fact that this role had changed. Secondly it is noted by Germain (1993) that good 
fieldwork relationships are built on a degree of reciprocity between researcher 

and participants. This idea is supported by Harrington (2003) who states that 

there should be some exchange, some level of the researcher giving back to the 

participants, although it is noted that ways in which this can be achieved is not 

often stated. In this study, the fact that I demonstrated a readiness to assist 

participants, albeit in a very small way, encouraged their willingness to 

participate. It was acknowledged that the role of social-observer-as-partici pant 

was appropriate in terms of the research process, professional accountability and 

indemnity issues. However, it also proved frustrating when I had to resist being 

more actively involved in care delivery. This was a role to which I had to 

consciously adapt. 
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In practice this role proved challenging. My desire to be involved in care was 
difficult to overcome, particularly as clinical staff tended to include me in their 
communication despite efforts to remain on the periphery. Inclusion by staff 
occurred on a number of occasions. Examples of this included me being asked 
during a ward round, in which I was not involved, to provide an update on the 
progress of a participating patient towards nursing home placement. Another 
incident concerned the medical staff needing rapid, expert clinical advice on the 
management of intravenous fluids for a patient who was critically ill. Both these 
events, and many others, tested the boundaries of the research and professional 
roles and forced me to be flexible within reasonable limits. 

One issue in participant observation that had not been anticipated was the 
feeling of physical awkwardness experienced when first entering the field. Having 

spent many years as part of a ward team, the feeling of utter conspicuousness 

was difficult to manage. Coffey (1999: 73) describes this sense accurately 

suggesting that it is 'often difficult to know what to physically do in the field in 

order to look natural, comfortable, engaged and welcoming while not appearing 
bored, threatening or judgmental'. The extent to which I felt at ease varied 

considerably between the wards. On the first I spent long periods of time sitting 

at the ends of bays in chairs designated for visitors. This allowed good views of 

what was going on whilst not causing disruption to the activities of participants. 
Gradually participants became accustomed to my presence, as they grew more 

confident that I was not going to ask them 'difficult' questions they slowly began 

to include me in their work and conversations. This was the ward that allowed me 
to achieve the highest level of participation, being content for me to be involved 

in day to day activities such as bed making, providing drinks and completing 

menus. This relaxed approach allowed me to gather great volumes of rich data. 

The second two wards were smaller and I found it much more difficult to be 

unobtrusive. I felt that the staff were more wary of my presence and would 

sometimes actively avoid coming into a bay if I was present. I remained alert to 

this possibility to ensure that I did not compromise patient care. 
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Although the role of the researcher can be carefully planned prior to undertaking 
ethnographic research it was recognised that the nature of such a study is 
grounded in inter-relationships between researcher and participants and so 
needs to be adaptable within ethical and professional confines. In this study there 
was an ongoing need to clarify and negotiate my role so that it was understood 
and agreed by all parties. Practical issues of what I could actually do were 
considered and adapted on a regular basis. 

Recording of Information in the Field 

Field notes are generally acknowledged as being one of the central methods of 
collecting data in ethnography (Wolcott 1994, Emerson et al 2001, O'Reilly 
2005). It is suggested by Emerson et al (2001) that the ways in which information 

gathered in the field is recorded and valued as part of the research process vary 
from one researcher to another largely based on the researcher's underlying 
assumptions about ethnography and also influenced by personal preference. 

I left the decision about what should be recorded in field notes open until the field 

work began as it was extremely difficult to anticipate what might be observed. It 

is suggested by Emerson et al (2001) that field notes are inevitably selective, the 

researcher writes down things that seem significant whilst omitting other matters. 
From this perspective field notes never provide a complete account (Atkinson 

1992). In reality I found myself generating vast quantities of field notes. I 

recorded every interaction between participants with dementia and participating 
lay carers and staff members. I felt that it was vital to document these 

interactions verbatim as I did not want to lose the nuances of the communication. 

The only reason that this level of recording was possible was the marked 

infrequency of such interactions. Other field notes focused on communications 

between staff about participants with dementia, some of these involved lay 

carers. I also recorded field notes concerning the long periods of time in which 

the participants with dementia were alone and not engaged in activity or 

communication. I make no claim to have produced a complete account as I made 
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a conscious decision to absent myself from certain situations and clearly was 
only observing for fixed time periods. 

In this study field notes were central. They constitute what Fetterman (1998: 114) 
describes as the 'brick and mortar of an ethnographic edifice'. Field notes were 
the major tool of data collection reflecting the interactions and relationships 
between participants and between myself and participants. 

Methods by which I recorded and managed field notes were carefully considered. 
A need to record accurate field notes is not disputed. However, Emerson et al 
(2001) warns researchers against 'participating-in-order-to-write' suggesting that 
too much concentration on writing may impede their capacity to become 
immersed in the field and so appreciate the full picture. The way which field notes 
were recorded evolved during the course of the study. I initially envisaged that I 

would record jotted notes in the field as an aide-memoire for preparation of fuller 

notes. I had informed participants that I would be making notes. My plan was to 

record them in relative privacy on the assumption that the sight of me constantly 

writing would be inimical to the development of trusting relationships. Using jotted 

notes I quickly found that I was losing the subtleties of what I was seeing and 
hearing; the notes did not quite capture the detail that was so important. I began 

to openly write notes as I was observing and in reality participants rapidly grew 

used to me writing and did not appear disturbed by this. I found that writing fairly 

full notes contemporaneously ensured far more accuracy and depth of recording 

than was achieved with jotted notes. I engaged in many 'opportunistic' 

conversations (Costello 2002) with participants during the observation phase. 

These meetings were recorded in writing either in real time or as soon as 

possible after the event. Field notes were transcribed verbatim onto a template 

that allowed me to add further pertinent information in a separate column 

(appendix 8). Field notes recording observation in practice were also supported 

by a reflective diary that recorded my own thoughts and interpretations. This is 

discussed in more detail in the reflexivity section of this chapter. 
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Management of field notes is described in some detail by several authors (for 
example Fetterman 1998, Schwandt and Halpern 1988, Bogdan and Biklen 
1982) who provide relatively prescriptive advice on how this may be achieved. 
Emerson et al (2001) offer an alternative perspective accepting the field notes 
may be'messy' and unintelligible to others. These authors imply that the way in 
which field notes are recorded and managed is something that is highly personal 
to the ethnographer and an activity that evokes a deep level of ambivalence. I 

certainly found this quite a daunting prospect as a novice ethnographer. I used 
some key aspects of advice, such as ensuring that notes were written up as soon 
as practicable after the event to prevent the loss of vital detail. However, other 
aspects of field note management were developed on a personal basis as field 

work progressed. 

Duration of Observation 

Amounts of time spent in participant observation vary considerably according to 

the size and scope of the study. It is suggested by Fetterman (1998) that a period 

of observation in which the ethnographer is in residence for around six to twelve 

months would allow for immersion in a culture. It would seem that this advice is 

directed towards studies where ability to reside within a culture and time limits 

are not issues. A more pragmatic view is taken by Germain (1993) who advises 

that length of time in the field should be based on the amount of time it will take 

to build up a relationship with participants, how readily significant data can be 

accessed and of any seasonal and cyclical variations that may be relevant. 

A brief review of comparable studies reveals some unity in the amount of time 

needed for data collection. In a study of terminal care, Costello (2000) completed 

160 hours of participant observation over nine months. Tutton and Seers (2004) 

undertook 130 hours of observation whilst investigating the comfort of older 

people on one ward. A study by Coombs and Ersser (2004) considering staff 

relationships in an intensive care unit included 200 hours of observation in two 

phases. In view of my familiarity with the setting, I anticipated completing 

between 100 and 150 hours in practice. After completing 125 hours of 
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observation I reviewed the situation and concluded that I could continue to gather 
new and fascinating data ad infinitum. However in practical terms I had a huge 

amount of data to be analysed within a finite timescale and therefore chose to 
end the data collection phase. I initially expected to undertake observation as 
five-hour blocks three or four times per week over a period of several months. In 
the event I had to be far more flexible in light of difficulties in recruiting people 
with dementia, levels of activity on the ward and my own capacity to maintain 
high levels of concentration. Periods of observation lasted for between two and 
six hours and were completed over the course of a year. 

Interviews 
Observation and interview processes were iterative. In order to supplement and 

clarify periods of observation, participants were invited to be interviewed. 

Interviews were used as they offered the opportunity to facilitate participants to 

say what they wanted to, in their own language and using their own concepts 
(Sapsford and Abbott 1992). 

A total of eighteen formal interviews were undertaken with patients, lay carers 

and staff representing all disciplines and a range of grades. Approaches to 

interviews developed as the research progressed, all were conducted on an 

individual basis using styles that were acceptable to participants and met ethical 

guidelines. Interviews took place within the Trust in an area in which the 

participant felt comfortable and that afforded a level of peace and privacy. They 

were arranged at times that were convenient to participants and did not disrupt 

care delivery. I aimed to create a safe and comfortable forum in which the 

participant and I became 'conversational partners' (Rubin and Rubin 1995). A 

small number of participants were interviewed on more than one occasion in 

order to enhance the quality and depth of the data (Pratt 2002). Interviews were 

audio taped with permission of participants. Notes were written as soon as 

possible following interviews to capture any pertinent observations and thoughts 

(Mulhall 2003). 
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Initially the purpose of the interviews was to explore issues that had been 
observed in practice. The aim was to conduct relatively open interviews in which 
participants had the opportunity to air their views. I used participant observation 
to generate an interview schedule using predominantly open-ended questions. 
Even as I was conducting these interviews I was aware that they did not feel 
right. On reflection I realised that use of fairly fixed questions was limiting the 
ability of participants to express themselves fully. Reviewing the interview 
transcripts proved disappointing as they appeared to lack depth. 

When considering other approaches to interviewing I was attracted by the 

narrative methods. It had become clear that my own assumptions were clouding 
participants' opportunity to express themselves freely. I decided to change 
technique and ask a single narrative inducing question (Wengraf 2001), this 
tended to start with 'tell me your story about your involvement with I felt 

significantly more comfortable with this approach as it generated much richer and 

more person-focused data. At times I sensed that some participants were not 

wholly comfortable and I sometimes needed to offer supportive prompts in order 
to avoid participants stopping prematurely or being left feeling inadequate. 

Despite my occasional interruptions data proved fascinating. It is possible that 

the participants in this study found the narrative approach difficult as I was, to 

some extent, asking them to talk about another as much as themselves. In 

virtually all the interviews I found that I had to work hard to convince participants 

that they each had a genuinely valuable contribution to make to the study. 

Selection of Participants for Observation 

Participants belonged to one of three discrete groups: patients, lay carers and 

health and social care staff. The patient group comprised older people with 

dementia as a pre-existing condition, who were in-patients on the study wards. 

Initially I felt that it was important that patients met certain criteria, including 

specific memory test scores. Parameters selected were that they should have a 

documented diagnosis of dementia, be over sixty five years of age and have a 

mini mental state examination (MMSE) (Folstein et al 1975) score of below 
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twenty three which would indicate a range of impairment from mild to severe 
(George et al 1991, Dick et al 1984). At a very early stage in the study it became 

clear through observation and conversation that there was remarkably little 

correlation between MMSE score and the ability to communicate. This finding is 

supported in the work of Pratt and Wilkinson (2001) who recruited people on the 

grounds of their ability to communicate rather than a test score. It was also noted 
that the MMSE score quoted by staff sometimes bore little relation to the mental 
state that I observed. It is likely that patients' scores may fluctuate, particularly in 

view of their superimposed physical illness. In light of these thoughts the 
inclusion criteria for patients were amended to include anyone over the age of 
sixty-five with a documented diagnosis of dementia; MMSE scores were 
recorded for information only. Lay carers of any patients who met the inclusion 

criteria were also able to participate. Health and social care staff of any grade or 
discipline who provided direct care to patients on the study wards were included. 

Selection of Interviewees 
A purposive selection strategy was used, that is participants were selected for a 

specific purpose (Coyne 1997). Participants were chosen because they were 

recognised during participant observation as able to provide the rich data (Patton 

1990) required to produce meaningful findings. 

Interviews involved the three groups outlined above. Particular care was taken 

when involving patients and their carers to avoid unethical practice. The fact that 

they may, or may not, be aware of having a diagnosis of dementia had to be 

managed with tact and sensitivity. Interviews were conducted with the patient 

and carer together or separately as they chose. Health and social care staff of 

any discipline or grade that provided direct care to patients were interviewed. Key 

informants were identified during participant observation and purposeful sampling 

was used. 

Key informants are described by Holloway and Wheeler (2002) as those within 

the field who can provide specific, detailed information about the culture. In this 
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study key informants included those in roles such as Ward Sister and Lead 
Medical Consultant who exerted considerable influence in the setting. Whilst it is 
important to recognise and utilise the contribution of key informants, Rock (2001) 

warns against attaching too great a value to this and advocates that researchers 
should remain aware that such informants, in common with all others, only 
present their own embedded view of a complex world. 

Review of Documents 

It is suggested by Wolcott (1994) that a review of documents may be valuable in 

data collection. Documents that may have proved useful in this study included 

the case notes of patient participants and local guidelines, policies and 

procedures relating to dementia care. The idea of reviewing case notes was 

considered but I made the decision that, whilst interesting such a review 

represented an unnecessary intrusion into patients' privacy. Therefore on ethical 

grounds the idea was rejected. A review of guidelines was not undertaken as 

such documents simply did not exist. 

Data Analysis 

Data collection yielded many thousands of words from observation, informal 

conversations and interviews. Data collection and analysis were iterative 

processes; analysis has occurred throughout the study. The majority of early 

analysis identified key themes and questions for further investigation. It also 

pointed to the need to refine data collection techniques. Two attempts at more 

formal analysis were tested. In the first, data were coded and categories 

generated. This approach had the effect of fracturing the data and largely losing 

the essence of the people involved. In the study individuals were all surrounded 

by powerful stories and trying to break these down into codes and categories and 

then rebuild them into a meaningful whole was not successful. A further 

approach was to present the complete story of one individual, this was slightly 

more successful although the telling of the story may be seen as a rather crude 

attempt. 
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Data collected have proved complex to analyse. Kvale (1996) suggests that it is 

relatively common for qualitative researchers to find themselves with a mass of 
data wondering how best it should be analysed. Kvale poses a range of 
questions that are valuable in focusing the mind of the researcher on the task of 
generating writing that provides a unity between the original data, analysis and 
the final report. Data in this study have been gathered from a range of patients, 
lay carers and health and social care staff. As data have been collected in an 

acute hospital setting it has been patchy as patients are often transferred to other 

environments with little warning. At times it would have been useful to explore 

episodes of care in more detail and to follow up having had time to reflect on 
interviews. However, the nature of work in acute care and time pressures on staff 
has meant that this has not always been possible. Data are therefore fragmented 

in places. Whilst this may be frustrating from a research point of view it does 

accurately represent much of the care that I have witnessed. 

The nature of the data has generated a huge amount of thought about how it 

could be analysed and presented to meet the aims of the study. Initial attempts at 

coding and categorising and ethnographic description did not do justice to the 

individuals involved. Having experimented with these approaches I decided to 

clarify in my own mind what I was trying to achieve in data analysis and 

presentation. The following were my major aims: 

Ensure that participants with dementia remain central. 

Enable the voices of the participants with dementia to be heard in 

whatever way possible. 

9 Give equal value and credence to data collected through observation, 

informal conversation and interviews. 

0 Present fair and authentic accounts of the care given to people with 

dementia in the acute hospital setting. 

Ensure that the findings remain firmly grounded in the richness of the 

data. 

Reflect upon the findings of this study in the context of existing literature. 
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9 Relate the findings of this study to the wider social and political picture. 

Having elucidated my aims I began to look for alternative methods of analysis 
and presentation. I was attracted by the idea of narrative analysis and a review of 
key texts indicated that it could have some merit in this study. Principles of the 

narrative approach include the concepts that: 

* Individuals make sense of their world most effectively by telling stories 
(Bailey and Tilley 2002). 

It can democratise the experience of teller and listener (Jones 2003). 

It avoids the pre-determined assumptions in the researchers questions 
(Priest et al 2002). 

e What people have to say about their lives is far more enlightening than 

any research question will reveal (Chamberlayne et al 2000, Wengraf 

2001). 

9 The gestalt of the story is maintained if the story teller is not interrupted. 

Gestalt is defined as 'a whole which is more than the sum of its parts, an 

order or hidden agenda informing each person's life' (Holloway and 
Jefferson 2000: 34). 

Integration of narrative approaches to data collection led me to reflect on whether 
they would work for data analysis. There is fairly extensive literature on narrative 

analysis. There are a number of key themes in many of these writings but many 

of them appear to be at least moderately contentious. 

Definitions of narratives are not uniformly agreed upon. It is proposed by 

Riessman (1993), Polkinghorne (1988) and Elliott (2005) that a narrative is a 

story with a beginning, a middle and an end with a logical temporal sequence. 
The idea that a narrative is greater than and more structured than a story is 

suggested by Priest et al (2002). It could be argued that this debate is a matter of 

semantics and that the story or narrative is what the teller says it is. What 

actually constitutes a narrative is also open to debate. Whilst some authors focus 

on oral narrative (Holloway and Jefferson 2000), others state that narrative can 

92 



include any form of textual data (Priest et al 2002). Polkinghorne (1988: 13) 
suggests that narrative can be defined as 'any spoken or written presentation'. 
The concept that learning through narratives is inherent in humans is supported 
by White (1981) who suggests that communication through story telling is a 
natural human instinct. It is suggested by Priest et al (2002) that narrative 
knowledge is essential to enable people to make sense of the world. This idea is 

supported by Bruner (1986) who states that narrative knowledge is as valuable 
as paradigmatic knowledge, that is knowledge gained from science, in enabling 
better understanding of the world. 

It emerged from the review of literature on narrative approaches that narrative 

analysis has no single methodology or heritage (Priest et al 2002) and that it's 

epistemological foundations are unclear (Redwood 1999). It is evident that 

development of narrative analysis has been influenced by philosophy, 

anthropology, sociology, psychology, sociolinguistics (McLeod and Balamoutsou 

2000) as well as ethnomethodology and literary criticism (Torode 1998). 

In common with other forms of qualitative data analysis, narrative analysis does 

not have a standard set of procedures for researchers to complete (Riessman 

1993, Ekman and Skott 2005). There are frameworks available for analysis, for 

example Priest et al (2002) reviews the approaches of Emden (1998), McLeod 

and Balamoutsou (2000) and Gee (1986,1991) in analysing narrative. Each of 

these methods has a clear value but it could be argued that they all appear to 

focus on interview data and take a 'micro' approach focusing very much on the 

fine detail of words. This process is not entirely consistent with this study where a 

broader more inclusive style is needed. The bibliographic narrative interpretive 

method described by Chamberlayne et al (2000), Wengraf (2001) and Jones 

(2003) also appeared to have some merit. The idea that stories are unique and 

individually constructed wholes and that what people tell us about themselves is 

far more enlightening than anything we may glean from more overt questioning 

was resonant with my thoughts. 
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Whilst it is accepted that it is probable that no story is ever truly complete, it was 
evident in the work of Jones (2003) that narratives he analysed were extensive 

stories told by participants and that Jones used opportunities to complete second 

and even third interviews to generate rich and detailed data from individuals. The 

very exhaustive analysis of narratives that Jones and his colleagues used to 

analyse his data would not fit with the data I had collected. It was felt that any 

method of narrative analysis that focused more on language than plot may not 

work in this study as much of the data from participant observation is constructed 
in my own language as well as that of the participants themselves. Another 

concern with Jones's approach when applied to this study is that members of the 

analysis team who had not collected the data would be seeing the words in 

isolation. This may be very effective when working with participants who are able 

to articulate their ideas clearly. One of the strengths in using ethnographic 

methods of data collection is that it allowed me to 'be there' and contextualise the 

utterances of people, some of whom had profound communication difficulties. My 

aim was to assist with the articulation of experiences which some participants 

may struggle to put into words but which they communicated in other, often very 

subtle, ways. It is noted that Riessman (1993) describes narratives as 

interpretations in themselves. These stories then require interpretation by the 

researcher as they are not artefacts that 'speak for themselves'. It is suggested 

by Ayres and Poirier (1996) that this view on narratives may lead to doubts about 

the credibility of analysis. This argument is countered by Woods et al (2002) who 

states that as long as analysis has been undertaken responsibly and remains 

faithful to the data then conclusions produced may be considered a valid 

interpretation. Despite misgivings I was convinced that some form of narrative 

analysis would work in this study. 

There were two particular issues that suggested a flexible approach to analysis 

would have to be developed. One concern was that the narratives that were 

available were not always coherent and in places far from complete. I was 

doubtful about their internal strength. If it is accepted that a narrative should have 

a beginning, a middle and an end it could be said that this data is somewhat 
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lacking. The stories are, because of circumstance, patchy with different 
characters being involved at various times. Data could be described as having 
something of 'veil of mystery' (Katz 1997: 394). Words alone will not illuminate the 
story sufficiently and my task is to attempt to raise the 'veil of mystery' for 
readers. The data as a whole has parallels with Sabat's (2001) tangled veil of 
dementia, it often looks like a tangled veil of individuals doing their own work, 
frequently overlapping but rarely coming together as a coherent whole. Starting 

and ending points of the narratives are not clear cut but most are linked to 
admission and discharge from hospital. A second and perhaps more important 
issue to be considered was the extent to which people with dementia can be said 
to have a personal narrative. Whilst some researchers have demonstrated that 

people with dementia do retain at least an element of personal narrative (Mills 

1997), it is argued that dementia often with superimposed acute physical illness 

can lead to breakdown of the personal narrative. 

Chatterji (1998) raises the concept of personal narrative; she questions whether 

problems of communication that may be experienced by people with dementia 

may lead to the loss of the only means we have of gaining access to their stories. 
It is suggested by Desjarlais (1994) that people who live at the margins of society 

under conditions of deprivation may experience an existence of successive 

events that cannot be reproduced as a temporally coherent narrative. In 

acknowledgement of the idea that narrative may not be possible for some 

people, Chatterji (1998) suggests using the term 'voice' rather than 'narrative' 

suggesting that voice is 'premised on the act of listening' (Chatterji 1998: 357). 

Whilst accepting Chatterji's thoughts on narrative it is notable that by using an 

ethnographic approach to data collection and narrative approach to analysis she 

has successfully woven a convincing and well crafted story about one man with 

dementia and the various people involved in his care. Chatterii (2006) describes 

her approach to analysis as being influenced by phenomenology, the illness 

narrative literature and systems theory. Her published work is not explicit about 

how these influences have been used in practical terms, however the outcome of 

her approach is that she effectively presents a commentary supported by 
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extracts of data that link her findings with existing literature. The story she 
presents is clear and powerful. 

At this stage I felt that, whilst the actual techniques that had been reviewed would 
not work with the data, the principles of narrative analysis had considerable 

credence. The idea of McLeod and Balamoustou (2000) that'how to do it 

manuals' are not helpful and that researchers must create their own method 

encouraged me to pursue narrative analysis as the principles were congruent 

with my own aims. A review of narrative analysis has demonstrated some of the 

advantages and disadvantages of its use in practice. Major advantages are its 

recognition that, given an opportunity, most people will tell a story that is far more 
interesting, revealing and insightful than would be produced with data that is 

infused with the researcher's assumptions and questions. Difficulties of using 

narrative analysis in this study are noted. However it is felt that by drawing on 

current methods to create one that is specific for this work (McLeod and 
Balamoustou 2000) and that is faithful to the data (Woods et al 2002), the aims of 

this work may be fulfilled. 

Following review of ethnographic and narrative approaches to data analysis I 

finally chose to use elements of both techniques. Data were analysed in two 

distinct ways, these are presented as discrete entities in chapter three. Part one 

of the chapter begins with a brief description of the study setting which is 

intended to set the scene for readers. This is followed by a series of narratives 

which concern the five patients with whom I was able to spend most time. The 

purpose of these narratives is to enable the reader to gain an insight into the 

lives of these individuals whilst they were in hospital. Narratives are inevitably 

only snapshots developed from many hours of observation. However, hopefully 

they allow a small entry into the worlds of the individuals. It is important for me 

both personally and ethically, to try to describe the experiences of people and 

therefore, as Ashworth and Ashworth (2003) suggest, reinforce the idea that 

these individuals are people and understandable as such. 
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Development of the narratives was guided by the work of Polkinghorne (1995) 
who advises that the following components contribute to development of 'a story 
line or plot that serves to configure or compose the disparate data elements into 
a meaningful explanation of the protagonist's responses and actions' 
(Polkinghorne 1995: 17): 

Description of cultural context 
Nature of the main person in the plot of the study 
Identification of important, significant others in affecting actions and goals 
of protagonist 

Explanation of relationship between main characters 
Concentration on the choices and actions of the main character 
Attention to previous experiences 

Production of a study with a beginning, middle and end. 

Although Polkinghorne's (1995) criteria for developing a narrative appear 

reasonable they do present some issues in this study. In particular the 

identification of important, significant others in affecting actions and goals of 

protagonist is problematic in that in each case the protagonist has, to a greater or 
lesser extent, lost their capacity to define their own goals and actions. Ability to 

pay attention to previous experience is also compromised as knowledge about 

the main characters before their admission to hospital is limited. The reasons 

outlined above led me to adapt Polkinghorne's components to include: 

* The person 

The cultural context 

The plan 

Enactment of the plan. 

This approach sets the person with dementia firmly at the centre of the narrative. 

It is acknowledged that production of these narratives is in itself interpretive in 

nature and readers of them will interpret them again within their own frameworks 
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of understanding. However it is anticipated that they will begin to illuminate what 
it is like to be a person with dementia in an acute hospital. 

Ethnographic analysis was influenced by the work of Chatterji (1998) and 
Thomas (1993). Thomas (1993) in writing about critical ethnography encourages 
researchers to guide readers through the data providing enough detail to ensure 
that they are convinced by the power of the data rather than the opinions of the 

researcher. Whilst wanting the data to remain central there was also a need to 
link it with current knowledge and set it within the broader political and social 

milieu. To achieve this narratives are followed by shorter extracts of data from 

other patients and carers. Part two of the chapter explores the current state of 

practice as it was observed. This data is linked with existing literature, an 

approach that is used effectively by Chatterji (1998). Data is also considered 

within the broader social and political context; this is described by Thomas (1993) 

as an intellectual responsibility and an ethical obligation. 

Approaches to data analysis and presentation are firmly grounded in the 

traditions of critical ethnography and narrative analysis. Joining these two 

approaches could be considered to move this work into what Rapport et al (2005) 

describe as the edgelands of research. This type of flexible method is supported 

by Holloway and Todres (2003) who advocate a 'third position' that allows 

flexibility as well as consistency and coherence. It may be suggested that as 

research that actively engages with people with dementia becomes more 

prevalent, there will be an increasing need to consider innovative and flexible 

methods that meet the needs of individual studies. 

Following reflection on the analysis to this point I began to have reserva ions 

about my work. I achieved my aim in that I had presented data that were 

evocative and that health and social care staff could relate to in terms of their 

everyday work. Equally I started to feel that I had fallen into the trap that 

frequently catches ethnographic researchers. I felt that my data analysis was 

very much open to two criticisms. Firstly, although the analysis had met many of 
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the criteria suggested by Katz (2001) for a 'good' ethnography, for example the 
data presented is rich and varied, it describes poignant moments and it reveals 
social forces in action. I had not at this stage addressed the theoretical relevance 
or the potential of the research (Snow et al 2003). Secondly I had used intuitive 

rather than strictly systematic procedures for analysing the data. These two 
points left the study open to dismissal as 'nice read, but no theoretical 
implications' (Snow et al 2003: 183). It could be claimed that I had addressed the 
'what' and 'how' but had neglected the 'why'that is essential in every 
ethnographic analysis (Katz 2001). In many ways it could be argued that the 
'why' element is the key to good ethnographic research, it is the component that 

enables the development of theory and thus the potential to change practice. The 
'why' in this research is presented in chapter four which supports the proposition 
that in this work the analysis is in the interpretation. 

ETHICAL CONSIDERATIONS 

At the very early stages of planning this study I addressed one critical question, 

should older people with dementia be included in the study? Until a decision was 

made on this question the study could not progress. A review of literature 

presented two broadly opposing points of view. On one side there is a vast 

amount of literature from the biomedical field (for example Volicer and Ganzini 

2003, Wong et al 2000, Shah and Dickenson 1999 and Marson et al 1997). 

These authors and many others focus on the impairments in abilities and 

functioning that may be experienced by people with dementia. They present 

these people as a homogenous group (Norman 2003a) and tend to imply that the 

onset of dementia inevitably leads to a loss of capacity to make decisions (Shah 

and Dickenson 1999). It is notable, that while these papers broadly suggest that 

people with dementia are unlikely to be able to make rational decisions, they 

offer remarkably little coherence in their definitions or measurement of decision 

making capacity (Kim et al 2002b). It is suggested that this view of the ability of 

people with dementia to participate in research does much to reinforce negative 

stereotypes of incapacity (Wilkinson 2002) and allows the idea to flourish that this 
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group are senile old people who have 'lost their mind' (Lyman 1998, Mills 1997, 
Sabat 1998, Sabat and Harre 1992). 

There is an increasing alternative view that supports people with dementia being 
involved in research (for example Cotrell and Schulz 1993, Downs 1997, 
Wilkinson 2002). It is argued by Wilkinson (2002) that a social model of research 
should be adopted that focuses on social and cultural processes and policy 
frameworks that systematically disable people rather than on medical problems 
and deficits. In deciding whether to involve people with dementia in this study I 
considered two questions that Wilkinson (2002) frequently encountered in her 
research endeavours: why bother and is it possible? Once these issues were 
addressed the final question was how people with dementia can be included in a 
way that is both ethical and meaningful. 

The question of 'why bother? ' has a number of fairly straightforward answers: 

* There is a need to redress the power imbalances between researchers 
and people with dementia (Reed and Payton 1998). Traditional research 
has produced studies 'on' people with dementia and there is a need to 

undertake research 'with' this group. 

9 It is only by researching with people with dementia that we will begin to 

understand their lived experience. No amount of proxy reports will provide 

a real insight (Wilkinson 2002). 

9 Excluding people with dementia on the grounds that they may not have 

the capacity to consent using traditional approaches would be morally 

wrong as they would then remain as a silent and excluded voice 
(Wilkinson 2002) and be denied the opportunity to shape future services. 

9 There is increasing acknowledgement that service users should be able to 

influence services as stated in documents such as Patient and Public 

Involvement in the New NHS (DoH 1999b) and the National Service 

Framework for Older People (DoH 2001 b). 
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* At national level the need to include people with mental incapacity in 
research is being considered, particularly in the Mental Capacity Act 
(HMSO 2005). 

9 The inclusion of people with dementia demonstrates respect for the 

personhood of individuals (Kitwood 1997a) which is one of my 
fundamental desires. 

The question of whether it is possible to include people with dementia in research 
has been conclusively answered; a review of such studies has been provided in 

chapter one. A number of researchers have demonstrated remarkable success 
the only proviso being that most have tended to work with people with early 
dementia and there is relatively less evidence of success in working with people 
in the more advanced stages. Answers to the questions 'why bother? ' and 'is it 

possible? ' led me to the conclusion that people with dementia must be involved 

in this study. The challenge was to find ways that this could be achieved that 

were both meaningful and ethical. 

In any study the researcher has a duty to uphold the ethical principles of 

beneficence, respect for human dignity and justice (Farsides 2003). The 

principles of beneficence encompass the concepts of doing no harm, preventing 

harm and doing some good (Beauchamp and Childress 1989). A major ethical 

concern in this study was the wellbeing of the participants. There are three 

groups of participants in this study: people with dementia, their lay carers and 

hospital staff. Whilst these may be considered as three discrete groups it is 

argued that many of the principles of conducting ethically sound research will be 

applicable to all. For this reason the approach to all participants is broadly 

parallel. This choice was also influenced by a powerful desire not to treat people 

with dementia as a separate and alien group. The process of inclusion is outlined 

in figure 2. 
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Research Governance and Research Ethics Committee Approval 

Meet with gatekeepers including Ward Leader, Lead Medical Consultants, and Directorate I 
General Manager to explain research and gain permission to undertake study 

Put posters up on selected ward 

Researcher to meet with staff to 
explain study, invitation letter and 
participant information sheet to be 

given 

After a minimum of 24 hours 
participants will be asked for their 

verbal consent to take part in 
observation phase of study. Verbal 
consent will be reconfirmed with all 
participants on each occasion that 

the researcher undertakes 
observation. 

Registered nursing staff to identify 
patients / lay carers who meet inclusion 
criteria. RN's to explain research and 
give invitation letter and participant 

information sheet 

If patients or carers express an interest 
in participating in the observation phase 
of the study they will be invited to either 
complete the reply slip or asked for their 
permission to inform the researcher of 
their interest. The researcher will either 
ring or meet them to explain the study in 

more detail. 

Observation and initial data analysis will inform who will be approached to 
take part in formal interviews. 

Patients, carers or staff who are invited to take part in formal interviews will be given a 
further copy of the information sheet and will be asked to sign a consent form. If more than 

one interview occurs a consent form will be signed on each occasion 

Figure 2: The Process of Inclusion 

The aim of this process was to gain voluntary consent from each participant. 

Staff were given verbal and written information and sufficient time to consider 

their participation. Most staff agreed to participate and those who declined cited 

two reasons. Some stated that they could not bear to be watched, others said 

that they had not been trained to work with people with dementia and were 

therefore worried that they would be found to be 'doing it wrong'. In some 

respects I was relieved that staff of different grades and disciplines declined with 
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relative ease as this provided reassurance that my approach and previous role 

were not proving coercive. Patients and lay carers were initially approached by 

registered nurses on the study wards. Costello (2002) suggests that this tactic 

enables a decision to be made without undue pressure. Patients and lay carers 

who expressed an interest in the study met with me to discuss it in more detail. In 

the case of patients, their next of kin were approached and asked for their 

agreement to invite the individual to participate. This caused me some concern 
both in terms of potential detriment to personhood and because the action may 
be interpreted as asking for proxy consent which is not valid (DoH 2001 a). On 

balance it was considered to be good practice to involve the next of kin and is 

also now a requirement of the Mental Capacity Act (HMSO 2005). This style of 

consent is congruent with the negotiated model espoused by Grout (2004) which 

acknowledges that consent from older people with mental health problems may 

not fit with the dominant bioethical model. 

During the observation phase a process model of consent (Milton 2000) was 

used. This choice was based on the premise that a single act of gaining consent 

was inappropriate for a study that continued over many months. Verbal consent 

was gained from each participant at the beginning of every period of observation 

to ensure that they were willing to continue (Reed and Payton 1996). Consent 

from patients was based on the inclusionary approach of Dewing (2002), Grout's 

(2004) negotiated model and on the principles of interconnectedness espoused 

by McCormack (2001 a). I spent sometime with patients and staff developing 

relationships before attempting to include patients in the study. 

Participants who agreed to take part in interviews were asked to sign a consent 

form (appendix 9). This choice was justified as interviews were more formal, 

discrete episodes for which 'one off consent was valid. It is recognised that 

asking people with dementia to sign a consent form may be counter productive 

as it may induce feelings of anxiety (Hubbard et al 2002). During the observation 

phase I achieved a level of interconnectedness (McCormack 2001 a) with patients 

that enabled only those who appeared to understand and be at ease with the 
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research process to be selected for interview. Appropriate staff and lay carers 
helped to inform this decision. It was made clear at every stage that participants 
were able to withdraw from the study without detriment. 

Whilst ethical aspects of this study were well planned and had the approval of all 
the required bodies my experience in the field was not so straightforward. The 

process of trying to explain the study to people with dementia proved even more 
difficult that anticipated, trying to find the right words without being patronising 

was challenging. Conversations with patients led me to believe that they were 

willing to share their experiences. A number of this group said clearly that they 

were willing to tell me what they knew. However, despite every effort to explain 
that this was a research project I remained far from convinced that these 

participants comprehended this. My unease was compounded by concerns that 

were expressed by some staff about the inclusion of people with dementia. This 

led to several interesting debates about whether it was more ethically sound to 

attempt to gain the views of this group, albeit with a limited level of informed 

consent, or simply to assume that they had no valuable contribution to make. A 

small number of staff remained uncertain about engaging with these patients. I 

spent many hours agonising about whether it was really ethical to include these 

participants but eventually concluded that it could be justified on the following 

grounds: 

The research was highly unlikely to do participants any harm. 

Participants appeared to positively enjoy having periods of undivided 

attention. 
9 Findings may improve the care for people with dementia in the future. 

Despite rational justification I continued to feel a slight unease about the ability to 

gain informed consent and remained vigilant for verbal or non-verbal signs that 

participants wished to withdraw. 
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REFLEXIVITY 

In much of the literature concerning ethnographic studies the importance of 
reflexivity is recognised. Indeed Flood (1999: 35) goes as far as stating that 
'without some degree of reflexivity any research is blind and without purpose'. 
However, reflexivity is a contentious issue as it is subject to an array of 
interpretations. These interpretations vary amongst authors but may broadly be 
divided into two camps. Firstly there is the type of reflexivity that focuses 
primarily on the researcher; this fits with the category that Finlay (2002b) 
describes as reflexivity as introspection. This approach may be valuable in terms 
of self dialogue and discovery. Equally it may foster self-indulgence (Koch 1998, 
Marcus 1998) or even what Scott (1997: 134) describes as 'narcissistic 

preoccupation with self'. The pitfall of over concentration on self is that the 
researcher's voice may become dominant to the detriment of participants. 

An alternative view of reflexivity is provided by Northway (2000) who defines it as 
a means of promoting honesty and transparency in the research process, it can 
provide an audit trail and therefore indicate the rigour of the study. This approach 
is supported by Koch and Harrington (1998: 882) who promote the use of 

reflexivity as an effective way of signposting 'what is going on' in the study. 

It is recognised that examination of self and personal motivations and beliefs are 

essential for rigorous qualitative research. However the purpose of reflexivity in 

this study is based on providing a clear account of how knowledge has been 

acquired, organised and interpreted (Althehide and Johnson 1998) and the 

influence that both myself and the participants have had on this. It is about 

situating the research and doing justice to the personal stances of both 

researcher and participants. 

Reflexivity has been achieved in this study by critically examining each stage of 
the research process to ensure that the final product is both believable and 

plausible (Koch and Harrington 1998). A reflective journal has been maintained 

and 'critical friends' (Northway 2000), including the supervisory team, have been 
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enlisted to continually challenge my own assumptions. Reflexivity has been 

woven though the whole study rather than being treated as a separate entity and 
it is examined in more detail in chapter five. 

CONCLUSION 

This chapter has explained and justified the choice of critical interpretive 

ethnography as the predominant research methodology for this study. Reasons 

for incorporating elements of the narrative approaches have been examined. A 

need to employ flexible but coherent approaches to this relatively new branch of 

research involving people with dementia is justified. The research process has 

been explained in detail and issues around ethics and reflexivity have been 

explored. 
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CHAPTER THREE: THE COMMENTARY 

INTRODUCTION 
Chapter three combines both findings from the data and a discussion relating to 

these findings. The chapter comprises two main sections. Section one begins 

with a brief description of the study settings, this is intended to set the scene for 

readers. A fuller description of the settings is presented in appendix 7. To provide 

a picture of what it is like to be an older person with dementia in an acute 
hospital, a series of narratives have been developed. These narratives are 
intended to provide authentic accounts of the experiences of the five people with 
dementia with whom I spent most time. Narratives include insights into the 

experiences of the carers and are followed by shorter extracts of data from other 

patients and carers. Section two explores the current state of practice as it was 

observed. Each section incorporates a discussion of how findings relate to 

published literature. Construction of the chapter has been influenced by my 

desire to meet the following aims: 

Ensure that participants with dementia remain central. 

Enable the voices of the participants with dementia to be heard in 

whatever way is possible. 

e Give equal value and credence to data collected through observation, 

informal conversation and interviews. 

* Present fair and authentic accounts of the care given to people with 

dementia in the acute hospital setting. 

* Ensure that the findings remain firmly grounded in the richness of the 

data. 

Reflect upon the findings of this study in the context of existing literature. 

Relate the findings of this study to the wider social and political picture. 

The approach to the production of this chapter is somewhat unorthodox in being 

influenced by the traditions of both critical interpretive ethnography and narrative 

analysis. This choice has been driven by my desire to meet the aims outlined 
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above, particularly given that some of the participants in this study were in the 
more advanced stages of dementia. This approach is firmly grounded in 

accepted methods in that the ethnographic component identifies patterns and 
themes that constitute the culture and provide an account of people in their social 
and cultural context (Holloway and Todres 2003). Identification of patterns and 
themes involved a process of 'defamiliarization' (Thomas 1993: 43) in which I 

attempted to remove myself from 'taken for granted' assumptions about the data 

and review it in a new light searching for similarities and contrary experiences. 
This long process identified a range of themes that are discussed later in this 

chapter. The narrative component adheres to tradition in enabling the stories of 
individuals to be told in such a way that meaning is given to the thoughts and 
actions of participants (Polkinghorne 1988). The choice to use narratives was 
driven by the acceptance that traditional analysis is about transferring information 

whereas my goal was to communicate with readers (Ellis and Bochner 2006). In 

order to do justice to the participants in this research I wanted to capture their 

stories and, as far as possible, give readers an insight into their worlds. My aim 

was to enable readers to feel the experiences of the participants rather than 

merely be presented with 'disembodied words on a page' (Ellis and Bochner 

2006: 431). 

Critics may argue that these approaches lack analytic rigour. There are those 

that argue that narrative research is merely storytelling with no scientific 

grounding (Koch 1998). Criticisms of lack of rigour are equally applied to 

ethnographic analysis (Snow et al 2003). As discussed earlier, other methods of 

analysis had previously been attempted such as coding and categorising data. 

These were not successful in that they had the effect of breaking data into small 

sections in which the essence of the experiences of participants was lost. I felt 

that this style of data analysis and presentation had the potential to 'reveal 

meaning without committing the error of defining it' (Arendt 1973: 107). 1 wanted 

to produce work that had a clear relationship to the everyday life of likely readers, 

words that would be evocative and that they could relate to. It is suggested by 

Ellis and Bochner (2006: 435) that this 'style of communicating has more potential 
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to transform and change the world for the better [and] offers the possibility of 
opening hearts and increasing understanding of difference'. 

Within the written narratives are a range of photographs taken in clinical settings. 
Use of visual narratives is well documented in the fields of anthropology and 

sociology (Prosser 1998, Pink 2003). It is acknowledged that there is little 

evidence of this technique in health care literature (Riley and Manias 2003). 

One of the major concerns in using images was the ethical implications. As 

Harper (1998) suggests photography is more intrusive than observational 
fieldwork. For this reason the majority of images are of inanimate objects. Only 

one picture includes a clearly visible person with dementia. The consent process 

with this lady was negotiated with care (Banks 2001). We discussed the use of 

photographs and, when they were taken, we reviewed them and together 

selected the one for inclusion in this thesis. 

The photographs have been used at a simple level. Denzin (1995: 25) argues that 

visual images can show 'the real in all it's truth'. My intention was not to try to 

demonstrate any sort of truth but rather to reinforce and elaborate on the words 

provided (Harper 2005). It is recognised that images are inevitably polysemic, 

that is they have a range of possible meanings and each viewer will make their 

own interpretation. It is anticipated that the pictures will prove evocative and 

capture the imagination of the reader. They are intended to add to the richness of 

the narratives and enable readers to connect with the study (Harper 2005). 

It is the fusion of these approaches that move this work into what Rapport et al 

(2005) describe as the edgelands of research in which rigid frameworks are 

relaxed. This type of flexible approach, utilising a range of methods, is 

convincingly supported by Holloway and Todres (2003) who advocate a 'third 

position' that allows flexibility as well as consistency and coherence. The value of 

this technique is that it allows the provision of the fullest and most authentic 

possible accounts of the experiences of the participants. 
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Ways way in which findings and discussion are depicted is based on the work of 
Polkinghorne (1995), Thomas (1993) and Chatterji (1998). Descriptions of the 
study settings have been included in order to set the scene in which the data 
were collected. Narratives were developed using an adapted version of a 
framework devised by Polkinghorne (1995). This author provides a clear outline 
of the information that is needed to compose a comprehensive narrative. 
However this approach was not wholly suitable for this study as it required a level 

of detail that was not available from all the participants. The framework was 
therefore simplified to include a description of the person, cultural context, plan 
and enactment of the plan. Reasons for this adaptation are explained more fully 
in chapter two. The purpose of including narratives is to provide an authentic 
account of the experiences of older people with dementia and their carers. 

Presentation of this chapter has also been influenced by the work of Chatterji 

(1998) and Thomas (1993). Thomas (1993: 63), in writing about the production of 

critical ethnography, urges writers to 'lead the reader, step by step, through the 

data with as little prompting as possible by painting a picture in sufficiently sharp 
detail that readers will be convinced by the power of the demonstration, rather 
than the passion of the researcher'. Whilst the desire for data to remain central is 

paramount there is also clearly a need to link findings with current knowledge. To 

achieve this extracts of data are followed by a discussion that links data with 

existing literature, a technique that is used so effectively by Chatterji (1998). Data 

is also considered within the broader social and political milieu. Thomas (1993) 

describes this critical approach as both an intellectual responsibility and an 

ethical obligation. 

The final part of the chapter brings together findings and discussion and 

considers ways in which these may be used as a basis for practice development. 

It is felt that this approach to the presentation of findings and discussion, whilst 

unorthodox, meets the aims of presenting fair and authentic accounts of care 

received by older people with dementia in an acute hospital and setting it within 

the context of current literature and the social and political context. As discussed 
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in chapter two the commentary essentially provides the 'whatT and 'howT of this 
ethnography (Katz 2001). 

Throughout the chapter direct quotes from participants and field notes are 
presented in italics, underlined words are those stressed by participants, 
underlined bold words are those said very forcefully. 

The Study Setting 
The study is set in a large acute hospital trust in the United Kingdom and 
involved three wards: 'Freshwater', Ventnor' and 'Shanklinwhich are part of a 
unit dedicated to caring for older people; this is in a separate building that is 
attached to the main hospital by a long and exposed corridor. Most patients enter 
the unit on beds, trolleys or in wheelchairs from the emergency department or 
from the admissions ward via this corridor. It gives the impression of taking 

people well away from the hub of activity in the main hospital buildings. The 
immediate impression of the unit is not one of welcome with a bare and 
institutional entrance area occupied by only a few people who move quickly 
between wards and departments. 

Wards are similar in that they offer specialist care for older people, generally 
those over the age of seventy five, although people are admitted on the basis of 
need rather than age. Each ward is led by a senior nurse supported by a team of 

nursing staff both registered and non-registered. Wards also use temporary bank 

staff on a regular basis. Staff are mixed in terms of gender, race and age and the 

wards provide placements for nursing students. Much of the clerical and 

administrative work is undertaken by the ward clerks, the senior nurses also have 

access to some secretarial support. Wards tend to work predominantly with their 

two allocated medical consultants and their attached teams of junior doctors. 

Therapy staff are unit based, however physiotherapists tend to work primarily on 

specified wards. Social work staff are allocated on a case by case basis 

dependent on their workload and the geographical area in which the patient 

normally resides. 
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There is a ward round with each of the consultants at least once a week. Each 
ward also has a mu Iti-d isci pli nary team (MDT) meeting each week largely to plan 
discharges. Ways in which these meetings are conducted is very much 
dependent on the mixture and grades of disciplines that attend and they may be 
led by any member of the team. Patients with complex problems or complicated 
discharge plans may have a case conference. These meetings may be attended 
by the patient, their lay carer and a range of staff from the MDT. 

'Freshwater' and Ventnor' wards provide acute care whilst'Shanklin' focuses 

more on rehabilitation although, in reality, these are not absolute distinctions as 
pressure on bed capacity leads to patients being allocated the next available 
empty bed. Wards all run at maximum bed occupancy and ward staff experience 
constant pressure to expedite discharge. Wards all have some patients for whom 
discharge is delayed, these patients are medically fit for discharge but remain in 

hospital awaiting either a package of home care or placement in a residential 
home. 

The wards participating in the study, whilst superficially similar, actually have 

markedly different cultures. This is a phenomenon that I was aware of whilst 

working in the hospital but which was even more obvious when viewing the areas 
through the eyes of a relative 'outsider'. It was evident that care was influenced 

by the prevailing culture but that individual personal philosophies were equally 

powerful. A more detailed description of the three wards is provided in appendix 

7. 

Data revealed that care was variable. Some was excellent whilst some clearly 

needed improvement. It is acknowledged that it may be more straightforward to 

capture examples of poor care. These tend to be more discrete and rapid 

episodes. The good care that was delivered was generally more consistent and 

appeared to be linked to the mindset and beliefs of individual practitioners. It was 

notable that those who appeared to deliver'good' care, that is care that 

preserved the personhood of individuals, were often unable to identify that their 
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skills were greater than those of any of their peers. This explanation may, or may 
not, offer some mitigation to the apparent harshness of my observations. 

THE NARRATIVES 
A total of eleven patients were involved in this study. Length of involvement 

varied from a brief meeting to several weeks of participant observation and 
conversations. Duration of involvement varied for a number of reasons. One 

patient initially agreed to participate in the study but as I was talking to her I knew 
intuitively that this was an uncomfortable experience for her. She was clearly 

searching for the 'right' thing to say and her anxiety at the thought of getting 

anything wrong was obvious from her expression. I therefore chose not to involve 

this patient any further. Other patients were involved for much longer periods but 

their participation often stopped abruptly as they were transferred to other areas 

or discharged with little warning. I was able to spend prolonged periods of time 

with five of the patients. This section presents their narratives, experiences of 
their carers are incorporated. Narratives are presented in newspaper format to 

signify that they are reports of the stories of individuals. Following the narratives 

a series of shorter extracts of data are provided which illuminate the experiences 

of other patients and carers. 

The amount of information I was able to glean about the patients was limited. 

Details of age, mini mental state examination (MMSE) score and abode was 

generally available, information about next of kin (NOK) was sketchy and any 

insight into these patients as individuals was virtually absent. Brief details of the 

patients involved including approximate length and type of participation are 

provided in table 3. 
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Name Age MMSE Abode NOK Length of 
involvement 
(approx) 

Type of involvement 

Tom 84 7 Residential home Daughter 3 weeks Observation and conversation 
Hilda 85 4 Ownhome Brother 8 weeks Observation and conversation 
Ph His 93 3 Ownhome Son 2 weeks Observation and conversation 
Walter 92 4 home Paid carers 3 weeks Observation and conversation 
Doris du I I Ownhome Daughter 1 week Observation and conversation 
Anthonv 94 0 Ownhome Wife 1.5 weeks Observation and conversation 
Win 85 1 Ownhome Son 1 hour Observation and conversation 
Dora 92 0 Residential home ? 4 weeks Observation, conversation and 

interview 
Ben 93 1 Ownhome Daughter 3.5 weeks Observation and conversation 
Amy 0 Ownhome Husband 1 2.5 weeks Observation and conversation 
Eileen 84 0 Ownhome Husband . 13 weeks Observation and conversation 

Table 3: Information on Patient Participants 
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HILDA'S NARRATIVE 

Introduction 

Hilda was admitted to hospital having been 

found by the police in the street wearing her 

nightclothes. She stayed in hospital as a 

place of safety for nearly ten weeks until she 

was found a placement in a residential 
home. 

The Person 

Little was known about Hilda prior to her 

admission. It seemed that she had lived 

independently alone in her small bungalow. 

She was eighty five years old. Hilda had a 

mini mental state examination score of 4. 

She had no obvious medical problems. 
When she arrived on the ward Hilda had 

none of her own possessions, a situation 
that did not change for the duration of her 

stay. Hilda was a tiny lady with short, 

straight grey hair. She had lively, often alert 
blue eyes. Hilda could walk without help but 

always appeared to struggle with slippers 
that did not quite fit. 

She was a quiet lady but clearly enjoyed 
company and would join in conversation 
initiated by others. When asked about 
herself Hilda gave a very brief description. 
She explained that she usually lived in 
London with her parents and her twin 
brother, she missed them very badly and 

wanted to get home to them soon. She 

worried about how they were coping without 
her as she usually did all the housework and 

cooking. She said that she worked in a 

grocery until she was in her sixties. She 

never had children as she was widowed 

young and 'didn't really bother with that 

again'. Hilda said that she was in hospital on 

the South Coast as she was here on 

holiday. 

The Cultural Context 

Hilda was on Freshwater Ward in a bay with 

five other patients, the bay was relatively 

bright and spacious. Hilda had a bed by the 

window out of which she enjoyed watching 

builders constructing a new section of the 

hospital. Hilda's bed space was very sparse, 

on her locker top were a wipe and a bar of 

soap. There were a few hospital clothes in 

her locker and a suitcase beneath her bed. 

There was remarkably little interaction 

between Hilda and the other patients in the 

bay. Initially Hilda befriended another lady 

with more severe dementia, they would 

sometimes sit together in the afternoon and 

[)ave a cup of tea and watch the work of the 



ward. The other patient died suddenly, Hilda 
told me how upset and shocked she was by 
this event as she thought the lady was going 
home soon. Other patients appeared to view 
Hilda with some concern. They indicated 
that Hilda could be restless at times and 
sometimes woke them up. The lady in the 

next bed talked about Hilda as though she 
didn't exist saying 'sometimes when she 
speaks she seems quite intelligent you know 

... there seems to be more and more of 
them, / suppose we're living longer'. 

The Plan 

From the time of admission it was 

recognised that Hilda did not have any acute 

medical problems. The focus of her care 

was therefore to help her to meet her 

personal care needs and to expedite her 

discharge. A decision was made rapidly that 

Hilda would be unable to return to her own 
home. Her brother agreed that she should 

go into a residential placement but did not 
feel able to be involved in the process due to 

his own poor health. 

The Enactment of the Plan 

Hilda's days quickly fell into a routine. She 

was woken early and had a cup of tea and 

some breakfast. At some point in the 

morning Hilda was invited to go out to the 

bathroom to have a wash. On the whole she 

was given a set of wash things and 

sometimes clean clothes and guided to the 

bathroom. It was not clear how able she was 

to wash herself, however it was clear from 

her words and actions that being clean and 

neat was very important to her. Once Hilda 
had finished in the bathroom she returned to 
the chair by her bed and dozed. Her day 

was then punctuated mainly by mealtimes, 
drinks rounds and visits to the lavatory. 

The staff said they liked Hilda and found 
her easy to look after. Apart from one 
episode soon after admission when she tried 
to get into bed with another patient she 
exhibited little challenging behaviour. She 

took minimal time to look after and was 
unerringly polite. She was described by staff 

as 'happy in her own little wor/d'and as a 

cheerful little thing'. 

Hilda seemed to be quite aware that there 

was a definite routine to her days, she also 

communicated her thoughts about the 

various components of this routine. Hilda 

was able to make clear and decisive 

decisions about what she would like to eat 

and drink. She tended to forget that she had 

completed a menu and told me 'youjust 

have to eat what is put in front of you'. She 

said that most of the food was okay 'they 

feed you well as long as you like it'she said 

pulling a face. I told Hilda that I thought she 

was losing weight, she said she needed to 

lose a bit, I told her not to get too thin and 

she smiled. Hilda had quite a high level of 

manual dexterity and enjoyed eating and 

drinking spontaneously. One nursing 

assistant routinely presented her with cereal 

and a jam sandwich for her breakfast'/'ve 

made it into soldiers for you'. At this Hilda 

smiled benignly, her face painting a picture 

of someone who knew she was being 

patronised. As the tea trolley was wheeled 
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round Hilda requested 'cup of tea please, no 

sugar'without prompting. She carefully 

moved the cup to the windowsill by her bed. 

Hilda was often left to wash herself, 

however her capacity to do this appeared 

slightly compromised. Hilda was clearly 

concerned about her personal hygiene. One 

nursing assistant had doubts about whether 
Hilda was managing to wash herself, this 

nurse offered Hilda a bath one morning. 
Hilda had a bath and hair wash which she 

said she really enjoyed. She spent a lot of 

time following this adjusting her clothes to 

her satisfaction. Hilda was discontent with 
the input of nurses on some occasions. One 

morning a nursing assistant accompanied 
her to the bathroom and stayed to help her 

wash. When Hilda returned from the 

bathroom I asked if she had enjoyed her 

wash. She walked past me muttering, when 
I asked her to repeat what she had said she 

replied clearly 'talk about a lick and a 

promise, not enough soap'. Her clothes 

were badly marked. Hilda spent many 

minutes adjusting her clothes but seemed to 

remain dissatisfied with her appearance. 
The fact that Hilda had none of her own 
clothes also concerned the staff, they 

managed to find her a selection of ill fitting 

clothes. The staff regularly attempted to 

ensure that she was decently attired. Hilda 

had a skirt that was too big for her and the 

staff spent some time trying to ensure that it 

was secure. A SN strides up to Hilda. She 

asks how she is today and Hilda says she is 

fine, the SN, who has a strong accent, starts 
to speak very quickly. It is clear from Hilda's 

face that she does not understand. The last 

bit is 'your skirt, your skirt'. The SN goes up 

to Hilda and lifts her cardigan, the nurse 

gives an affirmative grunt and walks away. 

Hilda says to me I don't know why she 

wants to look at my fat'. / tell her / think that 

the nurse was checking that the safety pin 

was still in her skirt so that it didn't fall down. 

Hilda nods but looks uncertain and mildly 

disturbed by this interaction. 

On another occasion Hilda seemed much 

more content with the approach of a nursing 

assistant. An NA comes over to see Hilda, 

she's noticed that her skirt is slipping down 

so she comes with a bandage to use as a 
belt. She notices someone has already put a 

safety pin in Hilda's skirt, Hilda says this is 

fine. The NA approaches Hilda in quite a 

purposeful way and explains why she is 

doing what she's doing, Hilda's nod is much 

more positive this time, she appears to 

make sense of what the nurse is doing. 

Hilda spent some of her time tidying up her 

bed area. She acknowledged that she liked 

everything to be clean and in its correct 

place. She did not like to have her used 
cutlery and crockery on her bed table for too 
long. When a nursing assistant was 
collecting rubbish from each patient's bed 

space Hilda asked her to take her cup and 
glass away. She was told 'no, we don't take 
them now'but was offered no further 

explanation. Hilda looked really dejected. 
When gathering Hilda's wash things one 
nursing assistant pulled her locker right to 
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the far end of her bed and opened it facing 

She took out the contents, mostly hospital 

mugs and cup holders, there were very few 

of Hilda's possessions. The nurse said to 

the other patient I think we like hoarding', 

they both laughed. 

Hilda spent many, many hours sitting in 

her chair, sometimes dozing. When we 

talked about being bored she said that it was 

not really a problem as'/ watch what goes 

on'. The majority of her interactions with 

staff were short and purposeful in nature, for 

example Hilda being reminded to have a 

wash or someone helping her to complete 

her menus. She had her vital signs checked 

daily. A nursing assistant comes over to 

Hilda and says 'hello cheeky, we I/ have to 

take your temperature under your arm now 

you've started your tea, we'll try and 

squeeze it in there'. She puts the 

thermometer under Hilda's arm and goes 

back to another patient. She returns to Hilda 

and asks if she can take the thermometer 

out. Hilda says she can if it's still there, the 

nurse says 'we'll forgive you', Hilda looks 

deeply puzzled. 
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Hilda's care was primarily based on her 

physical needs although there were 
occasional episodes when there seems to 
be more of a person to person connection 
between Hilda and individual staff. One 

nursing assistant told me 'one day / think 

she'd spoken to her brother and then she 
was crying, she was having a very lucid 

moment as much as she did, she said 
there's nothing of mine here sometimes 

want to write little notes and .... / can't, 
don't have anything and the next day / 

bought in a little notepad and a pen and she 

was happy as happy could be but / don't 

think she ever wrote in it but it was 
there'. 

Hilda showed me her notebook. She 

seemed to derive some comfort from having 

it although she did say that she hadn't got 

around to writing in it. The act of kindness of 

giving Hilda a notebook was ridiculed by 

another member of staff 

The nurse comes back from her break and 

goes through the things on the top of Hilda's 

locker again, she finds a notebook 'this must 

be your little notebook .... 
(to others) not that 

there's anything in it' 
, she puts it in Hilda's 

suitcase. Hilda did not appear to hear this 

comment. 

Hilda rarely displayed overt emotion 

although she did become upset following 

contact with her brother. Hilda received a 

telephone call from her brother. She was 

clearly pleased to hear from him, she spoke 

to him for several minutes. One of the 

nursing assistants was sitting by Hilda while 

she talked to her brother, she seemed 

the lady in the next bed. 



visibly shocked that Hilda was so upset and 
became tearful herself. The nursing 

assistant talked about the awfulness of 
thinking about Hilda being in a home. She 

described Hilda as a loveable person who 

she would like to take home with her. When 

Hilda finished the conversation she returned 
to her chair. She said that her brother was 

miserable because he was alone. She said 

she didn't want to go into a home. I said to 

her that it may be better than being here. 

Hilda said she liked it here, I asked why and 

she said she didn't really know, she's just 

used to the people. I said she may get to 

know some people in the home better as 
they stayed there for longer, Hilda nodded 
but was clearly not convinced. She said her 

brother would come to see her less now, I 

knew he hadn't visited since she'd been in 

hospital. Hilda said 'he's got his own car so 
he doesn't need other people's vehicles'. 
She said 'all / want is for him to come in and 

say that / don't have to go'. She sat back in 

her chair and gazed out of the window. 
As the weeks went by Hilda began to look 

gradually more weary. One morning she 
looked particularly tired. When I asked her 

how she was she smiled broadly and told 

me that she had not been here long. I said 
that she looked a bit tired, she replied I 

don't sleep well in hospital'. I asked her if 

she knew why, she said she didn't know. I 

asked if the bed was comfortable and Hilda 

replied that it was fine. I noticed that as time 

passed Hilda's attempts to communicate 
became less frequent and she gave the 

impression of slowly shrinking and becoming 

more tired both physically and spiritually. I 
noted Hilda is fast asleep in her chair, she 
looks just a little thinner and a little more frail 

since last week. Again she looks as though 

she has fadedjust slightly over the last 

couple of days. 

Whilst Hilda lived through her daily routine 
of personal hygiene, eating, drinking and 
dozing the MDT worked on her discharge 

plans. Hilda remained clear throughout the 

process that she wanted to return home. 
The MDT decided that this was too much of 
a risk and a decision was made swiftly. 
Hilda's brother agreed that she should be 
found a residential placement but declined 

to be involved in the process due to his own 
frailty. 

A social work care manager was allocated 
to Hilda. The care manager visited her on 
the ward on many occasions trying to build 

up a picture of Hilda and the type of 

placement that she might like. The care 

manager spoke of the burden of 

responsibility of having to choose a 

placement for someone else. Initially there 

was a plan that Hilda should visit a possible 

placement however it was decided that it 

would be too upsetting for her to leave the 

hospital and then return. Due to a number of 

issues the first placement was lost so the 

care manager viewed a number of other 

homes. She finally chose one on the basis 

that it was small and family run. It had a very 

friendly environment with lots of interaction 

between staff and residents. The care 

manager felt strongly that Hilda would be 

happy in this homely environment where she 

119 



could be involved in some domestic 

activities and there was a large garden. 
When Hilda talked about her future she 

said that someone wanted her to go into a 
home but that this was not what she wanted. 
She seemed unclear about why she was in 

hospital, she suggested that she had come 
in for an operation that had now been 

performed, she said V don't know how long 

I'm going to be here, I've been here for a 

while, I thought once I was back on my feet 

they'd send me home'. She regularly 

expressed great concern about her future 

and said that she never saw a doctor. On 

this occasion the consultant ward round had 

very visibly bypassed her. Hilda talked a lot 

about going home to her parents and her 

brother. She said she didn't get much time 

to herself because there was always a lot of 
housework to do. She used to enjoy reading 
the newspaper and playing darts when she 
had some spare time. She worried a lot 

about her brother being alone in London and 
felt she should be with him. We talked about 

what makes a good hospital, she said that 

this one is fine but that she prefers the one 
in London as it is nearer home. She said it's 

important that people get on and that no-one 

argues. She really didn't like arguing. Hilda 

looked frightened when she heard raised 

voices particularly when she couldn't see 

who was speaking, just the volume of a 
large group of people talking normally 

seemed to disturb her. When I asked her if 

she was happy in hospital she thought for a 

moment and said 'not really happy, but 

contented'. We agreed that perhaps 

contented is the best you can hope for in 
hospital. Each time the subject of going 
home arose Hilda became tearful and 
distressed. She pleaded with me to get the 
doctors to change their minds. She said 'the 
trouble is once you get into these places you 
rarely get out of them'. She said that some 
of her friends had gone in and never got out. 

The medical staff communicated with 
Hilda in differing ways. Hilda said that she 
hadn't seen a doctor since she came into 
hospital but that someone would tell her 

what was going to happen to her. On the 

ward rounds Hilda tended to be passed by 

or discussed over the notes trolley. On one 
round the doctors said that Hilda was 

awaiting a placement in a home for people 

with mental health problems and bemoaned 

the fact that she was privately funded so 
they had no control over speeding up her 

discharge. A senior doctor commented that 

Hilda was never ill in the first place and so 

never needed to be in hospital. On occasion 
the doctors stopped and saw Hilda briefly. A 

doctor approached Hilda and said in a 

clipped tone 'you look worried, what's the 

matter', she rapidly turned away from Hilda 

and moved on to the next patient. Another 

conversation began 'you don't look so 

smiley today' without waiting for a response 

the doctor started to tell Hilda that they were 

waiting for a place in a home for her. Hilda 

replied adamantly that she wanted to return 

to her own home. The more the doctor 

repeated the message the more distressed 

Hilda became. This led the doctor to back 

track using long and complex sentences 
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including concepts such as preparing for the 

idea and trial placement. The conversation 

was curtailed abruptly as the doctor returned 
to the huddle of her colleagues around the 

notes trolley where they giggled slightly. The 

day prior to discharge a more junior doctor 

visited Hilda and asked her if she knew what 

was happening to her on the following day. 

The doctor explained that Hilda would be 

moving to her new home tomorrow. Hilda 

remained adamant that she wanted to return 
home, she cried pitifully. The doctor and 
Hilda continued to talk until they reached a 

natural lull, the doctor then turned to me and 

said that she didn't know what to say next. 
She wanted to tell the truth but was aware 
that this was distressing Hilda terribly. Her 

expression conveyed just how much this 

dilemma worried her. Following the 

conversation Hilda turned to me and 

pleaded 'can't you get them to change their 

minds'. The nursing staff described Hilda as 

a quiet, gentle person who was 

undemanding on their resources. Soon after 

one of the ward rounds a registered nurse 

came to see Hilda, she was plainly shocked 

to see Hilda crying. The nurse sat on Hilda's 

bed and rubbed her forearm, she spoke to 

her in a very soft voice peppered with 

sweethearts and darlings. She tried to 

rationalise with Hilda why she needed to go 

into a home but with each point the nurse 

made Hilda offered a reasoned 

counterargument. Eventually the nurse said 

simply'/ don't know what to say nexf . The 

nurse opted to distract Hilda by getting her 

to tidy her locker; Hilda stopped crying. On 

the day of her discharge a nursing assistant 
sat on Hilda's bed and said 'do you know 

what day it is, you're going home today 
Hilda's face totally lit up but soon crumpled 
as the nurse added 'to a special home'. 
Hilda started to cry quietly. She seemed 
unable to settle and spent her day tapping 
the arms of her chair rather than having her 

usual naps. Eventually in the late afternoon 

an ambulance crew arrived to collect Hilda. 

She cried and said she didn't want to go but 

moved to the wheelchair without argument. 
She looked totally defeated. 

I heard several weeks later from the care 
manager that she had visited Hilda in the 

home. She had settled in quickly and was 

enjoying being able to join in with some of 

the housework. Hilda contracted a chest 

infection and died in the home two months 

after her transfer. 
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AMY'S NARRATIVE 

Introduction 

Amy had been in respite care when she fell 

and sustained a complex fracture of her 

neck of femur. She was initially admitted to a 
trauma ward where she underwent internal 

fixation of the fracture. She was transferred 

to Shanklin ward where she stayed for five 

weeks until her transfer to a residential 
home. 

The Person 

Amy had been diagnosed with Alzheimer's 

disease two or three years prior to this 

admission. She had been offered anti- 
dementia medication but had absolutely 

refused this treatment despite the efforts of 
her husband and medical staff to get her to 

accept it. Amy's husband talked about how 

her condition had declined steadily since 
diagnosis. Her behaviour had deteriorated 

with increasingly frequent angry outbursts 

which, although quickly forgotten, were 

clearly distressing for him. Amy and her 

husband lived together in a ground floor flat. 

Over the last few months Amy had become 

less and less able to leave the flat. Her 

sleep pattern had become severely 
disrupted leaving her husband exhausted. 
She had become very noisy at night 

choosing to clean the flat in the early hours, 

this had led to several complaints from their 

neighbours. As her condition had worsened 

Amy needed an increasing level of home 

care. Her husband also employed a private 

cleaner. His physical health was failing and 

he was unable to do much around the flat. 

Amy had begun to go into respite care 

periodically to allow her husband some rest. 
It was whilst in respite care that Amy fell and 
broke her hip. She was admitted to a trauma 

ward where she had the fracture internally 

fixated. The fracture was complex and the 

fixation only partially successful, this meant 
that Amy was left with an unstable and 

painful hip. Following surgery Amy was 
transferred to Shanklin ward. 

Amy was tall and 'stick thin'. Her husband 

explained that her appetite was poor and 
that she tended to eat mostly crisps now. 
Her hair was beautifully cut and Amy took a 

pride in ensuring that it looked right. She 

had a range of cosmetics in her locker which 

she allowed staff to apply occasionally. She 

had her own clothes. Amy could walk a few 

steps with a zimmer frame and the support 

of one or two nurses, the pain of this 

process was etched on her face. Amy 

appeared to be constantly agitated although 

her level of agitation fluctuated. She talked 

incessantly but it was extremely difficult to 

follow the thread of what she was saying. 

Amy spent much of her time looking through 

magazines or at some photographs that 

were on the ward. She seemed more at 

ease when she had some company. 

The Cultural Context 

Amy was being nursed on Shanklin Ward in 

a bay of four patients all of whom needed 

rehabilitation following trauma. The bay was 
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clean, bright and airy. Amy had a lot of her 

own possessions around her. In particular 

she had a huge range of chocolates and 
biscuits which her husband brought in for 

her. She spent a lot of time rearranging 
these and offering them to other people, she 

rarely ate them herself. The beds in the bay 

were relatively far apart and there was little 

interaction between any of the patients. The 

other patients looked exceptionally frail and 

one also clearly had some cognitive 
impairment. Amy talked virtually all the time 

she was in the bay. One morning almost 
from the moment she woke Amy started 
talking to the lady opposite. First she asked 
the lady if she was still alive and then 

enquired why she had a mouse running 

across the top of her bed. Amy kept up a 

constant stream of questions and comments 
but received little response in return. The 

lady opposite nodded acknowledging what 
Amy was saying for a while but eventually 

muttered 'do shut upunder her breath. 

The nursing staff were aware that the 

other patients were finding Amy's relentless 
talking through both day and night very 
tiring. They were also aware that Amy 

appeared to enjoy company so she spent 

much of each day sifting in a wheelchair at 

the nurses station talking to anyone who 

would listen. It transpired that Amy spent 

some of her nights out in the ward corridor 

as she got noisy and distressed and 

disturbed other patients. 

The Plan 

As Amy had sustained a complex fracture of 
her hip, the initial plan was to try and 
rehabilitate her as far as possible in terms of 
mobility. It rapidly became evident that the 

rehabilitation offered to Amy was minimal 

and the plan soon altered to focus on the 

provision of personal care and rapid 
discharge arrangements. 

The Enactment of the Plan 

Although the initial purpose of transferring 

Amy to a rehabilitation ward was to try to 

maximise her mobility, this aim was not 
followed through. On initial assessment by a 

registered nurse Amy was quickly labelled 

as someone who may not benefit from 

rehabilitation. The nurse said 'she had what 
/ call a significant degree of Alzheimer's 

disease really in that she can't irst 
., we f 

noticed it in terms of her mobility and trying 

to rehabilitate her, she can't, she can't and 

she couldn't um, process any kind of 
detailed instruction for mobility so her only 

mobility, Wher sort of mobility abilities really 
is about that kind of automatic mobility'. The 

doubts about Amy's capacity to rehabilitate 

were echoed by the physiotherapist who 

stated simply 'she's got no carry over'. The 

physiotherapist rapidly withdrew from Amy's 

care. This caused some concern for the 

nursing staff although one could see some 

justification stating that 'well the physio 

found that she couldn't really activel 

rehabilitate her so there was no point us 

giving her detailed rehab goals or working 

with her to detailed rehab goals cos she 
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couldn't, she couldn't negotiate those goals, 

she couldn't agree those goals'. This nurse 

went on to say that 'it's a shame to some 

extent that the physio's have withdrawn from 

her'. They withdrew from her because they 

said they couldn't actively rehabilitate her 

'which seemed a bit unfortunate really 
because you believe that everybody's kind 

of capable of it. Another registered nurse 

commented 'she had no physio, she had no 
0T input, um, unless she would cooperate 

with it, they're so busy they're going to go to 

someone who cooperates aren't they? '. Both 

nurses attempted to rationalise why Amy 

received virtually no therapy input. 

Amy's active rehabilitation quickly ceased. 
Her care then focused mainly on daily 

activities such as personal hygiene and 

eating and drinking. The nurses had differing 

ideas about how Amy's personal hygiene 

needs should be met. One registered nurse 
took a flexible approach suggesting that 'we 

don't have to have a routine with this little 

lady do we, why do we have to get her up 

and wash her at a certain time, let's do it 

when we can'. Other nurses had differing 

beliefs, one nursing assistant stated that all 

patients must be washed in the morning 
'they have to be finished by twelve so we 

can go to lunch'. This nursing assistant 

entered Amy's bay, Amy asked if she could 

go to the loo. The nurse said 'you want to go 
to the toilet'. Amy didn't answer immediately, 

the nurse stood in the doorway of the bay 

with hands on hips and said 'do you want to 

go to the toilet or not'. Amy looked a bit 

surprised and still did not offer a quick reply. 

The nurse said 'come along then the 
breakfasts arrived ten minutes ago'. The 

nurse walked with Amy to the loo, the nurse 
sighed and raised her eyebrows. Amy said 
'if only it didn't hurt so much', the nurse did 

not respond and Amy limped a little further 
towards the bathroom. She said again how 

much her leg hurt. The nurse told her it 

would hurt less if she just kept walking 'so 

you won't be standing on it for so long'. The 

mornings were particularly difficult for Amy, 

as she sat in her bed one morning trying to 

reach her breakfast she said clearly V can't 

get out of bed at all noW her face was a 

picture of pain and frustration. Her breakfast 

was removed largely uneaten with no 

comment. Another day Amy was more 

successful with her communication V need 

you to help me', the nurse replied gently'/ 

Will'. 
One morning a registered nurse hurriedly 

washed Amy while she was still in bed, 

when she had completed the wash she said 
6are you going to get up now, everyone is up 

now in their chair, come along, good girl'. 
Amy responded V ache all over so don't 

make it too difficult. The nurse realised that 

Amy had not taken her morning medication 
including her analgesia, the tablets had 

been left on her bed table. She helped Amy 

to take her tablets and rapidly proceeded to 

get her out of bed, Amy sounded distraught, 

she shouted 'leave me alone', eventually 

she was transferred to her chair. The nurse 

later explained that it was difficult to wash 

Amy this morning as you need to be polite 

and kind when looking after her. This 
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morning the nurse said she felt'excited' 

because she was so busy. The nurse 
described the experience as horrible and 

acknowledged that Amy did not enjoy her 

wash. 
Amy seemed to find mealtimes 

uncomfortable, as she was given her lunch 

one day she said to the nurse '/I/ pay for it 

but / can't eat it, let the foreigners have it. I 

encouraged Amy to eat her lunch, she told 

me it was foul. She asked if she should dish 

out my lunch. She moved the food around 
her plate and then carefully tipped it all into 

the dregs in her coffee mug. The nurse 

came to clear the plates and commented 
that the 'soup' looked absolutely horrible. 

Amy replied 'the cat wouldn't eat it'. A 

registered nurse noticed that Amy seemed 
to find the huge plates of food that were put 
in front of her rather daunting. This nurse 

observed that Amy had lost a lot of weight 

and found that she was more inclined to eat 

when V got her a bowl or a small plate and 

put little things on a plate and cos shell eat 
it with her fingers'. This approach was not 
followed by all staff. A nursing assistant took 

some porridge into Amy, she stood some 
distance from her and said 'sugar and 

milk? '. Amy replied V didn't ask for porridge 

this morning', the nurse tutted. She added 

sugar and milk and put the dish on Amy's 

bed table. She barked at Amy to sit up. The 

nurse returned and shoved some toast on 

the table. Several minutes later she 

reappeared and buttered the toast without 

comment. Amy ate a minute bit of her 

breakfast and it was soon removed largely 
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uneaten without comment. Amy's diet 

seemed to consist mainly of the chocolate 
and biscuits that her husband brought in and 
the frequent cups of tea she was given by 
both nursing and domestic staff. 

Amy clearly enjoyed company, she was a 
great talker, much of the content of her 

speech, particularly when she was more 
agitated concerned religion and she seemed 
fearful of divine retribution. Amy tried to offer 

words of wisdom to staff 'learn to love your 
life by leading your life, life will teach you a 
lesson'. This statement was completely 
ignored. The nursing staff got Amy to spend 
long periods each day sitting at the nurses' 

station to provide Amy with some company 

and also give the other patients in the bay 

some peace and quiet. 

I 

Amy's husband mentioned the decision to 

allow her to sit at the nurses' station V find 

that very kind, very kind of them to let her do 

that, / think that, you know, for, for a busy 

ward, / think that's kind. Whilst Amy sat at 

the nurses' station staff of all disciplines 



talked to her. Although Amy enjoyed having 

company she sometimes seemed to find the 

level of activity overwhelming. She disliked 

noise, one morning as she sat at the nurses' 

station the telephone rang virtually 

constantly, Amy said angrily 'stop it, horrible 

thing isn't if. She listened to what is going 

on around her. As she was sifting by the 

telephone a nurse rushed to answer it, her 

manner was abrupt. Amy looked at me and 

commented 'someone's for the high jump'. 

She became visibly upset if she thought 

there was any conflict on the ward, as two 

nurses talked in the corridor outside her bay 

Amy said'/ do wish they wouldn't stop 

arguing, would stop arguing / mean', she 
laughed gently realising her error. 
On occasion some of Amy's retained 

abilities became clear. When reading a 

magazine she commented on an article 

about a character in a television programme 

who was going to die shortly. Amy was 

obviously familiar with this series, her 

husband also mentioned it. Ironically the 

character in question had developed 

Alzheimer's disease, Amy's husband said'/ 

thought oh no he's got it as well, / don't want 

to be reminded about that damn thing'. Amy 

was saddened at the thought of the 

imminent death of this character despite the 

fact that many staff had told her it was not 

real. Amy told the nursing staff that she 

wrote poetry, she had some of her work with 

her. A nurse gave Amy a plain piece of 

paper and a pen 'what shall / write? ', 

I anything you want to ... anything you want 

to', 'what shall / write? ', 'write about today, 

write about your husband, we don't know 
him as well as you do', '/ should hope nof , 
they both laughed, V can't be bothered' says 
Amy, the nurse went off. Amy let me read 
some of her work, she had written some 
astonishingly insightful poems about being 

in hospital. She said 'I've got an 

extraordinarily imaginable mind or so I've 

been told'. 

The senior nurse explained that her aim 

when caring for Amy was to 'kind of make 
the most of the, you know, the skills that she 
has got, which are still there, it's about trying 

to value that'. Others seemed not to notice 

what Amy had to offer. This was evident 

when Amy was sifting with me at the nurses' 

station. A nursing assistant started to tell me 

about a project she had done about 
dementia. Amy worked hard to join in the 

conversation so I had one person talking in 

each ear and neither of them was going to 

give way. They both talked ceaselessly and 

ignored what the other was saying. Amy 

seemed to want to belong to the staff group. 

She talked about the disorganisation on the 

ward, she said 'look at the state of this' as 

she began to tidy the nurses' station yet 

again. As she finished the tidying Amy 

noticed a nursing assistant wandering 

around the desk clearly looking for 

something. Amy said 'what are you looking 

for dear, cos I've been here most of the 

morning'the nurse replied brusquely'you 

won't know where it is Amy. Amy didn't 

reply, the look of absolute hurt on her face 

was clear to see. This pattern was repeated 

on many occasions. Amy was regularly 
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given a reminiscence book or some old 

photographs to look at, few staff engaged in 

any discussion about these pictures and she 

was left to thumb through them alone. 
As Amy lived her day to day existence on 

the ward plans were being made for her 

discharge. Amy's husband was virtually 

unable to think about her care on the ward. 
He struggled considerably when I asked 

about her care. He evaded the question and 

quickly noticed when I asked it again. He 

finally answered it briefly saying V think 

she's getting as much care as she would if 

she was private, / don't see they can do any 

more'. Although his words were positive they 

were said with an overtone of absolute 

resignation. He talked about how difficult 

Amy could be to care for and alluded to her 

verbal and physical aggression towards 

staff. There was an implicit suggestion that 

staff were doing their best in caring for 

someone who frequently did not appreciate 
their efforts. Amy's husband seemed to be 

embarrassed by her behaviour and to feel 

some sense of responsibility for it. The 

impression was that he felt she received the 

care that she deserved. He seemed wholly 

preoccupied with her discharge plans, 

particularly the financial implications of any 
decisions that were made. 

During various discussions amongst the 

multi-disciplinary team it was thought that 

Amy's husband was very unlikely to be able 

to cope with her at home any more. His 

health was deteriorating and Amy was 

becoming more and more reliant on home 

care and respite care. Amy's community 

social worker had indicated that there were 
problems with home care and that night 
cover could not be provided. Amy's husband 
had been providing a high level of direct 

care for her whilst they were at home. He 
talked about the burden of this and the 
detrimental effect it was having on his well 
being. He described his absolute exhaustion 

as her disturbed sleep pattern gradually 

worsened. He seemed enormously relieved 
to abdicate responsibility for her direct care 

whilst Amy was in hospital. 

The ward doctor talked to Amy's husband 

about the possibility of residential care. Her 

husband recounted this conversation saying 
'she W never recover sufficiently for me to 

look after her not in, that's what the doctor 

said, he advised me to get her into a home, 

two doctors, my doctor and the ward doctor. 

/ don't want her to start thinking about 

coming home cos she's not, it's 

impossible'. 

Amy's husband seemed to derive comfort 

and validation from the fact that the decision 

was doctor driven. His overwhelming 

concern seemed to be about finances, 

have to have some sort of financial 

assessment presumably, let's hope they're 

not too hard on us'. Having made the 

decision that Amy should go into a home her 

husband gradually receded from the story. 

He visited her less frequently as his own 

condition declined. 

As soon as the decision to look for a 

residential placement was agreed Amy was 

referred to a hospital social work care 
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manager. At this stage Amy's daughter 

arrived on the scene. She was a lady who 
lived many miles away and cared for her 

disabled husband. She planned to stay for a 

week to sort everything out. She met with 
the nursing staff and forcefully expressed 
her dissatisfaction with some aspects of 
Amy's care, particularly the state of her 

clothes. She told the nurse that the ward 

was a 'stinking p/ace'. Amy's daughter 

visited her solicitor and arranged power of 

attorney. She then met with the care 

manager who contacted the brokerage 

service for details of available placements. 
The daughter visited these homes and 
deemed them unsuitable. She rang round 

many homes locally and visited them until 

she found one that met her requirements 

which included a Christian ethos and 

accessibility for Amy's husband. She 

arranged for the home manager to visit Amy 

and he agreed to her transfer. Initially social 

services refused to fund the home that had 

been chosen. After much fraught negotiation 

a compromise was agreed which involved 

the payment of top up fees. Amy's daughter 

returned to her own home and several days 

later Amy was taken by ambulance to her 

new home, she seemed unaware of what 

was happening. Two days later she returned 
to hospital having fallen and fractured her 

other hip. 
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BEN'S NARRATIVE 

Introduction 

Ben was admitted as an emergency with a 
chest infection and inability to cope at home. 

His stay in hospital lasted for three and a 
half weeks and ended with his transfer to a 
residential home. 

The Person 

Ben was a ninety three year old man who 
had been admitted primarily because he 

was no longer able to cope at home. His 

package of care to support him at home had 
broken down due to his increasingly 

challenging behaviour. He also had a chest 
infection. He had had several previous 

admissions the last being approximately five 

months before. His most recent mini mental 

examination score was 1. Ben lived in his 

own house and had been receiving home 

care three times a day, seven days a week, 
to attend to his personal hygiene, nutrition 

and medication needs. Ben's only family 

was his daughter who lived many miles 

away. She had a child of her own who had 

special needs and required considerable 

care. This made it difficult for her to visit Ben 

and her visits were very infrequent. 

The first time I met Ben he was sitting in 

an armchair by his bed in a six bedded bay 

on Freshwater Ward. He was wearing 
hospital pyjamas with the logo of the laundry 

service emblazoned across them, the top 

was green and the trousers bright orange. 
With his pyjamas Ben was wearing dark 

socks and black lace up shoes, an 

incongruous looking outfit. He was wearing 
large, very dirty glasses. Ben was sitting 
staring into space, he seemed totally 
detached from his surroundings. He gave an 
immediate impression of being a quiet, 
private man. Ben had a bed table in front of 
him with a drink and some tissues on it. 
Beside him was a zimmer frame. Ben's 

speech was virtually inaudible and he spoke 
only when conversation was initiated by 

others. He was able to tell me very little 

about himself but as time passed he did 

reveal a little about himself. He told me that 
he used to teach Divinity. One of the few 

possessions that Ben had was a copy of 
Psalm 23 which his daughter had sent him. 

He recited it fluently and said that he looked 

forward to putting it up on his wall at home. 

During our conversations it became clear 
that Ben was thinking about the future and 

what it might hold for him. He said to me 
'don't know what's happening to me .... do I 

stay here forever? ....... people never look 

and they never speak, the doctors and that 

they come in, there's a reason for it but it's 

not very satisfying'. When Ben talked about 

the time he had spent on Freshwater he 

described things being very dark, he didn't 

know exactly what but knew it was black. He 

said 'not exactly happy is life you know'. 

After a long pause Ben spoke again, 

suddenly his face crumples he talks about 

being brave and unpleasant, someone being 

angry. 7 don't know, I'm not sure about it 

129 



here', his face crumples again. Later he 

described his experiences further 'what 

happens, nothing much, but you don't 

expect much, no reference to the so called 
doctor'. I asked Ben if the ward was a good 

place to be, he told me 'it's horrible 

sometimes, the feeling's horrible, for one 
thing they change their ideas'. I asked if it 

was difficult when people changed their 

ideas, Ben responded 'yes, it's a bit 

horrifying some of these things are'. Ben 

appeared to spend some time sifting and 
thinking about his future. When we first met 
he talked about going home but gradually 

over the weeks this talk diminished and he 

seemed to lose sight of this goal. 
Ben's capacity to meet his own activity of 
daily living needs was severely curtailed by 

both his dementia and his acute health 

problems. Ben was able to eat and drink 

independently, he did need to be prompted. 
Physically, he was able to wash himself but 

did not do this unless he was guided through 

each stage of the process. He was 

consistently incontinent of urine and 

occasionally incontinent of faeces. Ben 

walked with the aid of a zimmer frame, he 

had a very unsteady gait and had fallen both 

before and during this admission. He had no 

ability to take his medication as prescribed. 
His sleep pattern was severely disrupted 

and he spent much of the night awake. He 

communicated with difficulty especially when 

he was approached suddenly and with too 

many choices at once. When given sufficient 

time he was sometimes able to 

130 

communicate thoughtful ideas that gave 
some insight into what he was thinking. 

The Cultural Context 
Ben was in a bay with five other men all of 
whom looked old, frail and unwell. The room 
felt small, gloomy and rather cramped. The 

view out of the window was of other hospital 
buildings. The four walls of the bay seemed 
to be the limit of the patients' horizons. Ben 
had very few possessions with him. He used 
hospital wash things, the clothes in which he 

was admitted remained in his locker other 
than his shoes. There was an absolute lack 

of interaction between patients in the bay, 

they simply did not speak to each other. 
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The bay was a hive of activity in the 

mornings as patients were helped to have a 

wash. Much of the therapy and medical care 

was delivered in the morning and the bay 

was visited by a group of phlebotomists. At 

the end of the bustle of activity in the 

morning the patients had lunch. After this 

there was a quite time and the bay often 

remained peaceful for the rest of the day as 

few patients received many visitors. 



The Plan 

The plan for Ben's care was to treat his 

chest infection and assist him to meet his 

day to day activity of daily living needs. A 

major element of Ben's care was to expedite 
his discharge to a suitable setting. His chest 
infection responded quickly to a course of 

antibiotics and after a week he was declared 

medically fit for discharge. 

The Enactment of the Plan 

On admission Ben was unkempt and 

unshaven, his clothes smelt strongly of 

urine. A nursing assistant gave Ben a bath 

soon after his arrival on the ward. 'I'd say 

once he'd had a bath and a hair wash, his 

nails had been done, his feet had been 

soaked, he had proper shoes and socks on, 

and clothes, the jumper with the 'kerchief ... 
he looked dapper, he did look dapper 

though. He looked lovely and when he 

smiled it sort of reached his eyes as well, he 

was, it was a true smile he was giving you'. 
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Ben was helped to wash each morning. A 

nursing assistant gathered up Ben's wash 
things and some clean pyjamas, she issued 

a list of short instructions which Ben 

complied with. After a few minutes a 
registered nurse went behind the curtains 
and asked if he could take over Ben's wash 
so the nursing assistant could go to coffee. 
The nurse reported bluntly that she had 
'done the bottom half but not the top'. 
Neither of them talked to Ben. As the 

registered nurse continued to wash Ben 

another nursing assistant and a student 

nurse entered the bay and walked in behind 

Ben's curtains. The registered nurse sent 

them off with a list of jobs to do in another 

bay. A few moments later the student nurse 

returned, the nursing assistant then 

reappeared. Both went behind Ben's 

curtains with no warning. The patient in the 

next bed pulled back Ben's curtains to see 

what was going on. The nursing assistant 

told him very sharply to stop looking. 

Throughout his wash Ben and the nurse 

both spoke but didn't actually respond to 

each other. 'You're very good at doing that' 

said Ben referring to the nurse tying his 

shoelaces, the nurse responded '171just 

clean your glasses'. When Ben had been 

washed the nurse tidied up the area, 

checked Ben was warm enough and gave 

him a drink. Ben looked clean and tidy but 

appallingly sad and worried. 

On another occasion Ben was incontinent 

of urine and needed to have a wash and 

some dry trousers. Two nursing assistants 



came to help him. They tutted audibly as 
they approached him. One commented that 

Ben was not 'their' patient as they were 

working in another bay. They gathered the 

necessary equipment grudgingly and pulled 
the curtains around Ben's bed. At first they 

did not communicate with him at all. They 

began the process giving Ben some 
instructions 'put your leg in, point your toes, 

put your foot on the floor, stand up'. These 

instructions were delivered rapidly one after 

another 'Ben stand up tall like a soldier, 

stand still or you'll fall over'. The task was 

performed quickly and mechanistically. 
Ben's incontinence became an increasing 

issue with the nursing staff who reported 
that he had passed urine into his supper and 
into a clinical waste bag. One recounted with 

amusement the fact that Ben dismantled the 

radiator in the bay during the night and 

passed urine into it. One morning the 

curtains were partially around Ben's bed. I 

noticed he had a cardboard urinal in his 

hand. A moment or two later he emerged 
from the curtains with his trousers soaked in 

urine, he walked through a small puddle on 
the floor. He leant on the linen skip which 
just started to move. A nursing assistant 

quickly stopped him and told him he needed 

to move back and sit in his chair. She 

guided him firmly and told him to sit down. 

She mopped up the puddle and then told 

Ben to stay in his chair until she came to 

help him wash. Ben said he was cold and 

she put a blanket around his knees. A little 

later a therapy assistant came into the bay 

and looked behind Ben's curtains, she 

asked if he was alright, she picked his 
blanket up off the floor and noticed his 

pyjamas were wet. She spoke to the nursing 
assistant who said to her that Ben missed 
the bottle and it went everywhere. She said 
V drew the short straw this morning', it was 
clear that she was finding the shift hard 

going. Ben was rearranging his bedclothes. 
The nurse went in to help him wash. She 

stripped all his bedclothes and put them in 

the linen skip. He said 'I'm not really used to 
this'she didn't respond. She asked him to lift 

his bottom off the chair which he did. She 

left his bed space and returned with a 

matching set of pyjamas. She asked him to 

take off his pyjamas and gave him further 

short instructions which he complied with. 
She started to wash him. She spoke a little 

more gently, she said to him 'hang on', he 

said 'hang on's not my name', the nurse 

grunted in response. It seemed that his 

incontinence was also a cause of concern to 

Ben as he communicated during one 

conversation. He stops talking for a minute 

and then looks at me and says 'could you 
just excuse me for a minute ... I need a 

piddle'. I walk with him to the lavatory, he 

has a slow shuffling almost Parkinsonian 

gait. I tell him he's doing well walking, he 

says 'do you really think so? '. He comes 

back with soaking wet trousers and says 

he's so sorry. I tell him that the nurses will 

get him some dry trousers, he laughs very 

gently and pats my arm 'thank you, you've 

really cheered me up'. Suddenly his face 

creases and tears well up. 
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As Ben's physical condition improved 

plans for his discharge were made. Initially 

Ben was clear that he wanted to go home, 

this desire appeared to gradually diminish 

during his admission. This lessening of 

stated desire was the only active part that 

Ben played in the discharge process. There 

were several discharge meetings at which 
Ben was discussed. At one meeting 

attended by nursing staff, an occupational 
therapist and a care manager it was agreed 
that a decision needed to be made about 

whether or not Ben would be able to return 
to his own home. They agreed that Ben's 

case should be discussed again at a 
forthcoming case conference which was set 

up for when Ben's daughter returned from 

her holiday. 

A case conference was booked for when all 
the involved parties were able to attend. The 

consultant, junior doctor, registered nurse 

and occupational therapist gathered. The 

occupational therapist announced that the 

community psychiatric nurse was not able to 

attend as he was on holiday. The social 

work care manager arrived and reported that 

she had just received a telephone call from 

Ben's daughter saying that she would not be 

able to attend but that she would be 

available by telephone. The daughter asked 
if Ben was attending the case conference. 
The doctor said that it would be too 

upsetting for Ben to attend as he was not 

able to make a decision, everyone nodded 

in agreement. 

The meeting proceeded with each person 
giving their opinion about Ben's current 
condition and his future. The occupational 
therapist said that she initially felt that Ben 

was coping with his home circumstances but 
began to revise her views several days after 
his admission. 'The nursing staff were 
reporting that he was deteriorating, that he 

was becoming increasingly incontinent 

... he'djust gone downhill and was really 
struggling maintaining safety on the ward let 

alone at home'. She reassessed him and 
found that his condition had deteriorated to 
the point that she thought it would distress 
him to repeat his cognitive assessments. 
She stated that his community psychiatric 

nurse had reviewed Ben and that he had 

I alwa been adamant that the patient went 
home, and then when the CPN came in and 

reviewed him and said that he'd gone 
downhill considerably, and / knew then that 

my sort of inkling had been confirmed and 
that he wasn't coping as well as he had 

been when he was at home'. After extensive 
discussion the care manager summarised 
that Ben needed residential care for safety 

reasons. The doctor stated that this decision 

was made for 'more than safety reasons, it 

is a matter of acceptable risk'. Having 

concluded that Ben needed residential care 

the staff discussed his particular 

requirements. On a previous admission a 

member of staff had found that Ben enjoyed 

painting. This appeared to be the only 

'personal' fact that was known about Ben. 

This notion was taken by other staff as being 

paramount in planning Ben's future care. 

133 



When selecting a residential home one 

senior member of staff stated 'we tried to 

make sure that in the alternative solution 
there was as much, for as many of the 

issues that Ben had always felt were 
important went with him which was about 
having a nice view and being able to paint'. 
The idea was followed by a colleague 'that's 

when / said he would need to go somewhere 
that would allow him to paint because that 

was something that was obviously reall 
important to him'. I noticed that in all the 

conversations I had with Ben he never 

mentioned painting and yet it seemed to 

have become his defining feature in the 

minds of some staff. 
At the end of the case conference the doctor 

telephoned Ben's daughter, the doctor broke 

the news of the decision gently expecting 
the daughter to say that she wanted Ben to 

return home. The daughter said she had 

already been looking at homes near where 

she lived. They had a brief conversation in 

which the doctor justified the decision, the 

doctor then suggested that the daughter 

discussed placements with the care manger. 
The doctor closed by saying that there was 

a limit on how long Ben could stay in 

hospital awaiting placement. 
The question of how the decision to seek 

placement should be communicated to Ben 

was discussed. The doctor reported that 

Ben was still saying that he wanted to go 

home from time to time. Today he asked 

very crossly on the ward round 'when am 

going home? ', the doctor sidestepped the 

question. The occupational therapist and 

care manager suggested strongly that Ben 

should be informed, the occupational 
therapist stated 'we need to keep him in the 
loop, needs to know what is going on, it is 
him'. They agreed to go and talk to Ben and 
plant the idea that he will be moving on. 
They agreed with the doctor that at this 

stage they would put it in terms of a 
temporary move to be nearer his daughter. 
Ben seemed unmoved by the news he was 
given. 

His daughter worked closely with the care 

manager to find a suitable residential home. 

A week later she found a home that would 

accept Ben. His daughter visited Ben with 
the care manager and told him a little about 
the home, she let the care manager do most 

of the talking. 

Ben was transferred to a residential home a 

week after the case conference. A week 
later the home manager rang the ward to 

complain that Ben had had a difficult 

transition, he was extremely disturbed and 
having frequent aggressive outbursts. The 

manager thought he would have to move to 

another home as they could not manage 

him. 
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EILEEN'S NARRATIVE 

Introduction 

Eileen was admitted to hospital from home. 

She had just returned to her home following 

a brief stay in respite care where her 

condition had deteriorated rapidly. Eileen 

remained on the ward for eight weeks until 

she moved to a residential placement. 

The Person 

Eileen lived in a bungalow with her husband 

who was her main carer. She had been 

diagnosed with dementia several years ago. 
Her condition had gradually deteriorated 

over the years but since being in respite 

care her decline had been dramatic. On 

admission Eileen's mini mental state 

examination score was 0. She attempted to 

communicate verbally but mostly only made 
incomprehensible sounds, occasionally she 

managed to articulate her thoughts. Eileen 

looked considerably younger that her eighty 
four years. 
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She had thick brown hair which was clearly 
regularly cared for, her skin was clear with 
few wrinkles. Her eyes were bright and alert 
much of the time, Eileen rarely made eye 
contact. Eileen always wore two ornate rings 
which looked slightly bizarre with her gaudy 
pink hospital nightdress. Prior to her 

admission Eileen's husband described her 

as being able to walk a few steps with 

assistance although he did acknowledge 
that it had been getting gradually more 
difficult for her to get out of the chair. On 

admission to hospital Eileen was totally 

immobile. She had gross leg oedema and a 
large pressure sore on one heel and was 

physically very weak. She needed to be 

prompted frequently to eat and drink and 

often needed assistance. Eileen was doubly 

incontinent as she had been for sometime at 
home. 

The Cultural Context 

Eileen was nursed in a four bedded bay on 

Ventnor ward. Her bed space was very 

much her own as her husband had bought in 

a number of her own possessions including 

clothes, toiletries, magazines and a range of 

drinks and chocolates. Eileen was placed by 

the window, she was nursed on an air bed 

the position of which could be adjusted 

automatically. The bed had integral side rails 

and appeared high even when lowered. Her 

bed looked in a perpetual state of disarray 

as Eileen tended to spend a lot of time 



tugging at and then folding the sheets and 
blankets. Eileen was copiously incontinent 

and her sheets frequently needed changing. 
The three other ladies in the bay were 

extremely unwell and there was virtually no 
interaction between patients. Eileen's 

husband visited each day. He arrived the 

moment visiting was allowed and left at the 

last possible minute. Each day he brought in 

some chocolate for Eileen and often a new 

magazine which they sat and looked at 
together. The white board above Eileen's 

bed had comprehensive instructions about 
her care scrawled on it in several colours. 

The Plan 

On admission Eileen was diagnosed with 

swollen legs, possibly due to cardiac 

problems, a urinary tract infection and 

immobility. The plan was to treat the cardiac 

problems medically, to give antibiotics for 

the infection and to rehabilitate Eileen prior 

to her return home possibly with an 

increased package of care. 

The Enactment of the Plan 

It was clear that Eileen had quite complex 

medical problems. She was suffering with a 

cardiac arrhythmia and had become 

severely overloaded with fluid. These 

problems were treated with medication but 

were slow to respond. Her treatment was 

regularly reviewed. Her lower legs remained 

swollen until discharge. Her urinary infection 

rapidly resolved with a course of antibiotics. 

It was not clear why Eileen had suddenly 

become so immobile. It was felt that her 
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general weakness and swollen legs were 
contributing factors but did not offer a full 

explanation. It was suggested by some of 
the staff that perhaps Eileen's husband had 

a slightly optimistic view of her previous 
abilities. Her husband reported that he 'was 

persuaded by family and a lot of others to 
have a respite'. From the way he spoke it 

was evident that he had come to bitterly 

regret this decision. When asked about the 

care that Eileen was now receiving her 
husband was initially complimentary saying 
'/ like this ward, the equipment, everything is 

perfec as far as / can see. / think they're 

wonderful'. As Eileen's stay in hospital 

continued her husband became dissatisfied 

with some aspects of her care. 
Eileen was regularly reviewed by the 

medical team. The doctor arrived to do his 

ward round. He stood at the end of Eileen's 

bed and said it was nice to see her, he 

waved, he did not wait for a response. 
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He asked the nurse about Eileen's pressure 

sores and inquired whether she was 

managing to eat and drink. The nurse 

responded that Eileen needed help to eat 



and drink, the doctor replied 'so it doesn't 

matter that she can't reach her drink? ', he 

pointed to the bed table which was some 
distance away. As Eileen's acute medical 

problems began to be controlled her care 
focused on trying to regain enough mobility 
to allow her to be cared for at home. She 

was assessed by a physiotherapist who 

concluded that Eileen had some automatic 
functions but that she needed to be given 

very short instructions. The physiotherapist 

saw Eileen each weekday and attempted to 

get her to walk. Her abilities appeared to be 

declining, a situation which her husband 

found very hard to accept. He expressed his 

dissatisfaction with the input of the 

physiotherapists saying 'she came in ten 

days ago and she's had one session where 

she's walked with the help of nurses. Since 

then she hasn't walked, they haven't got her 

up to walk despite the fact that on three 

days ago the doctor in my presence 
distinctly said to the staff nurse, she can 

walk tomorrow'. He continues stating 'the 

bank holiday has come upon us and nothing 

real/V has happened. The physiotherapy 

people are not around. I've been very 

concerned about that so / went to the main 
desk one day during this weekend and er, 

asked if / could talk to the physiotherapy 

people and they said well unfortunately 
they're all on bank holiday. So / am verv 

concerned that they haven't walked her'. Her 

husband acknowledges that it is a bank 

holiday weekend but goes on to say 'but 

there's always something that stops i for 

some reason'. 

He seemed to find his inability to influence 
Eileen's care unbearably frustrating V even 
said in the early stages give me half an 
hours notice on the telephone, PH come 
down and PH get her up, or out of bed or 
whatever it is'. 

The nursing staff initially tried to mobilise 
Eileen. They followed the instructions on the 
board above her bed which stated that she 
could walk up to thirty metres with two 

people or two people and a zimmer frame. It 

stated that she needed a lot of help to get 
from sifting to standing. The nurses own 

assessments of Eileen's abilities were less 

positive in terms of her mobility. It also 
transpired that they sometimes found Eileen 

difficult to manage especially when she 
became aggressive. A registered nurse 

explained that she was waiting for three or 
four nurses to be available before she 

attempted to wash Eileen. She said that 

sometimes Eileen hit them, particularly when 

people didn't explain what they were doing 

and she got scared. The nurse justified 

having so many people saying 'might be a 
bit intimidating for her but it's safer for us'. 
Whilst she was waiting for the other staff to 

come and wash Eileen the nursing assistant 

offered her a cup of tea saying 'oh nice'. 

Eileen responded 'we won't get another 

one', 'you will do later' said the nurse. She 

then continued 'yes, you have it really, yes 

you do, drink your tea, you were thirsty 

weren't you? Staff nurse will be pleased with 

you, you've drunk a whole cup of tea, you 

are good' This was all said in the type of 

voice that might be used when talking to a 
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small child. A registered nurse stood by 

Eileen's bed and called loudly to a nursing 

assistant'are you able to help us with 
Eileen, then we can crack on with her9'. 

Three nurses gathered to wash Eileen. A 

nursing assistant called loudly 'do you know 

how wet this lady is? She's saturated'. They 

stood around Eileen's bed and discussed 

catheterising her but decided she'd pull a 

catheter out. The registered nurse said 'shall 

we give her a bath? It would be easier we 

could hoist her into the bath chair. A nursing 

assistant said in a baby voice 'you're going 
to have a nice bath Eileen'. The registered 

nurse returned 'we're going to bath you 
Eileen'to which Eileen responded V didn't 

know'. The nurse said 'you didn't know, well 

we're going to'. The nurse went to touch 

Eileen who said ', don't, don't. The nurse 

explained what she needed to do and Eileen 

said 'it hurts, it hurts, I hurt'. The registered 

nurse suddenly shouted 'and up, and 

around'. Eileen landed in the chair, she was 

wheeled unceremoniously to the bathroom 

with her nightdress just about covering her 

modesty. 

WOMM 
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The registered nurse went into the bathroom 

and yelled at Eileen to stand 'and up' and 
then 'and down'. Eileen sounded 
increasingly distressed. When her bath and 
hair wash were completed Eileen was 
wheeled back to her bedside. The nursing 
assistant called to her colleague 'are we pad 
and panting? ', 'yeah' replied the registered 
nurse. Her pants were put on with the 

curtains only partly around. Despite it being 

a bank holiday a physiotherapist arrived to 

see Eileen. She went to assist with Eileen's 

transfer to her chair. The nurse and 

physiotherapist bombarded her with 
instructions. They were not succeeding 
'come on, come on Eileen, come on, come 

on', Eileen yelled out but eventually moved. 
A nursing assistant told Eileen that she was 

going to dry her hair, Eileen answered 'it's 

getting drier', there was no response to this 

comment. This nurse recounted how 

pleased she was that Eileen had had a bath 

and that she now looked clean and cared 
for. She speculated about what Eileen used 
to be like, the nurse believed she must have 

been very polite because she said excuse 

me when she coughed during a meal. The 

nurse heard Eileen say'bible' so she 

thought that she may have a religion. She 

wondered if Eileen was a teacher because 

she seemed like someone who was used to 

being in authority. 
Eileen was helped to wash each day. It was 

an experience that regularly seemed to 

cause her some distress. A student nurse 

went to wash Eileen. She spoke to her in a 

normal voice. ' Will you dance with me? ', 



'dance with you? ''I'm going to put the towel 

over you'. She talked quietly to Eileen and 

explained each bit of what she was doing. 

The nursing assistant joined the student 
behind the curtains, the student told her 

what she had washed already. '1just need to 

give you a little wash down below'. The 

nurse said 'we need to lie her flat and roll 
her, that's what we normally do'. Eileen 

began to sound distressed 'no, please dont. 

The nurse said 'you're wet we need to 

change you', Eileen responded 'don't do it 

darling please, don't do that its bavvy, why 

are you washing your wash? '. The nurses 

continued washing, one said they needed to 

get the senior nurse to look at her heel. 

Eileen resisted slightly'Ei/een we need to 

dry you'. The nurse said'/ don't know why 

she's in bed, she came out from behind the 

curtains and asked the registered nurse if 

she knew why Eileen was in bed, 'because 

she was falling out of the chair. The nurse 

asked for help to change Eileen's sheets. 
The three nurses talked and giggled for a 

minute and then told Eileen they needed to 

change her bed. 'No, no, no' she responded. 
They discussed the pros and cons of getting 

out of bed and decided to leave Eileen in 

bed until lunch time and then get her out and 

change the sheets. 'No you don't switch into 

there', 'nice big puddle' said the nursing 

assistant, they put an incontinence pad 

under Eileen's leaking heel. The wash was 

rapidly accomplished. 
The balance between encouraging 

mobility and safety was becoming 

problematic for all involved in Eileen's care. 

The physiotherapist had amended her 

whiteboard to read 'please T frequency of 
walks + help with initial sit to stand, try with 
blue belt'. The nursing staff assessed Eileen 

prior to each transfer, sometimes she 
managed with two people but she generally 
needed a hoist. A registered nurse 
acknowledged that Eileen's mobility was 
better with her husband's guidance. Eileen 
did not like being hoisted. A nursing 
assistant arrived at Eileen's bedside with a 
hoist 'we're just going to put you back into 

bed' she said in a baby voice, 'pop your 
hands across your chest'. They put a sling 
behind Eileen and moved the hoist into 

place, 'give yourself a cuddle darling', the 

nurses moved quickly, 'oh this hurts'said 

Eileen. The nurses laughed quietly amongst 
themselves although this seemed unrelated 
to Eileen, 'oh deary dear oh dear' she said. 
Eileen's husband seemed unsurprised that 

she didn't like the hoist'/ can understand 
that because it's a frightening looking thing, 

like a small fork lift truck'. He expressed 

some frustration about the fact that the 

nursing staff seemed to be using the hoist 

more and more and not working on Eileen's 

mobility. He explained 'here if she resists 

and even wants to bite them or whatever 

then theyjust back away, they say they're 

not allowed to do this or not allowed to do 

that. / can understand that but / feel that in 

the old fashioned days the sister and all the 

nurses wouldjust have got hold of her firmly 

and done what they had to do like / have to 

do at home, but now they're frightened of 

being sued or whatever'. He said that he 
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had found that there had been a 'resistance 

to getting a grij) of thing ' and 'that they've 

got this attitude is quite annoying in 

everything they do'. He went on to recognise 

other aspects of care 'otherwise I think 

they're wonderful. It's not a nice job or an 

easyjob'. On occasion Eileen attempted to 

voice her own feelings. Whilst being washed 
Eileen became overtly distressed as she 

struggled to say 'it's very hard noW she 
looked sad'domey, domey, domey, dome, 

grope the grope, it's very hard, it's terrible'. 

This utterance was completely ignored. 

Eileen's attempts to communicate gradually 
diminished. 

The uncertainty about Eileen's future was 
discussed at a multi-disciplinary team 

meeting attended by medical, nursing and 
therapy staff. The plan of Eileen's care 

appeared vague, several staff reported on 

conversations they had had with her 

husband, each offered a slightly different 

interpretation. Her husband appeared quite 

clear about his thoughts 'if she can walk 

again even with me just holding her then I 

can continue to look after her. If that's not 

going to be possible then I don't see gkiýte 
how I can manage'. The occupational 
therapist suggested that there was a need to 

have a clear pathway for Eileen's care as 
her husband and the staff needed to know 

what they were aiming for. She said that at 

the moment it was not clear whether they 

were aiming for mobility or safe hoist 

transfers. The physiotherapist said that 

Eileen's mobility was now as good as it was 

going to get but that it had been suggested 

to her husband that it may improve once she 
is back in her own home. Eileen's husband 
had told some staff that he could only 
manage Eileen at home if she was mobile, 
others stated that he wanted her home 

regardless. He had voiced concerns about 
residential care 'then of course the last 

option is for her to go into a nursing home 

which I am hoping won't happen for two 

reasons, one is the expense of it and the 

other is that .-... I, I've experienced being at 
home on my own and it's not very nice 
[voice cracksj. The conclusion of the multi- 
disciplinary team meeting was that they 

should aim to discharge Eileen home with a 
big package of care and a hoist. The nursing 

and therapy staff felt that Eileen's husband 

was unrealistic about her scope for recovery 
but that he should be left with some hope. 

The occupational therapist planned to 

assess Eileen's transfers and complete a 

site visit to her home. Following these 

assessments and discussions with her 

husband it was concluded that Eileen 

needed too high a level of care to return 
home. Eileen was referred to a social worker 

who found a vacancy at a suitable 

residential home. Eileen's husband did not 

want her to go to this home. He found one 

he preferred and that was nearer to their 

home but at present this home had no 

capacity to take Eileen. Eileen was rapidly 

transferred to the first home on the 

agreement that she would move to her 

husband's preferred location as soon as a 

vacancy arose. 
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DORA'S NARRATIVE 

Introduction 

Dora arrived in hospital as an emergency 

admission from her residential home. She 

had a urinary tract infection as a result of 
which she had become very agitated and 

volatile. The carers in her home had become 

unable to cope with Dora's behaviour. She 

spent five weeks on the ward prior to 

transfer to a specialist older people's 

psychiatric unit. 

The Person 

Dora was a person who was very alone in 

the world, a fact which she seemed to feel 

keenly. She had been living in a residential 
home for two years. She had a daughter 

with whom she had no contact and an old 
neighbour who visited her once whilst she 

was in hospital. Dora was a very 

communicative person, she particularly 

enjoyed talking to men and would always 

mention if a doctor or clergyman had visited 
her. She was remarkably accurate in 

knowing who she had seen. Dora talked a 
lot about her family, her husband had died 

many years ago. She regularly said that he 

had been a good catholic, the church was a 

common topic of conversation for her. 

Dora was ninety two years old. It was 

unclear when she had been diagnosed with 
Alzheimer's disease. Dora's latest mini 

mental state examination score was 0. This 

was not congruent with her obvious insight 

into much of what was going on around her. 

She was a slim lady with a mass of curly 

white hair, faded blue eyes and a set of 

slightly loose dentures. Dora wore her own 
clothes when she first came into hospital but 
after a short time seemed to lose the desire 
to get dressed. She was mobile with a 
zimmer frame and walked up and down the 

ward corridor particularly when she was 
feeling unsettled. 

The Cultural Context 

Dora was cared for in a side room on 
Ventnor ward. The furniture had been 

moved around to meet her needs. The bed 

was against the wall as she preferred this. 
Dora mostly sat in an armchair at the 
doorway of the room so that she could see 

what was happening on the ward. She didn't 

like sifting in the room as it was quite dark 

and the only view was of other parts of the 

hospital building. She had a television but 

said that she wasn't much interested in 

watching it. Dora had quite a few of her own 
belongings with her including multiple tubes 

of denture cleaner which she frequently 

rearranged. She had one get well Gard 

which she kept on her bed table, she was 

unsure who had sent it to her but she looked 

at it and admired it frequently. Dora had a 

small collection of her own clothes. 

Dora watched the work of the ward and 

sometimes commented on what she saw. 

'The nurse and that do come round, they get 

a bit browned off with it, you can tell they do' 

she said 'they take on a load of like nurses, 

see 'em once, you don't see 'em no more'. 
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Dora avidly watched a lady who was in the 

bay opposite her room. As the nurses 

struggled with the lady Dora commented 
6gotta put them somewhere haven't they? '. 

She told me the lady 'kicked up'yesterday 

as well. Dora said she wouldn't like to be a 

nurse as it tires you. She said she had 

worked as a nurse in the past. She 

commented on the care she saw now'they 
don't do it properly now, nah [fiercely], don't 

do it like they done it years ago. They don't 

care, they don't care if they do it or if they 

don't do it, they don't do it, sometimes it's 

terrible. / don't know how they get away with 
it'. Dora sometimes seemed to find the ward 
disturbing. She disliked interactions that she 
believed were unfriendly. She commented 

about a relatively peaceful ward round 'just 

before lunch there was a going on about 

something, / don't know what it was. / wasn't 
involved in it but they were quarrelling'. She 

said later'a/ways someone quarrelling, 

arguing, you'll never win like that. 

The Plan 

Dora was initially admitted with a urinary 
tract infection. The plan was to treat the 

infection and for Dora to return to her 

residential home. 

The Enactment of the Plan 

On admission Dora was disturbed and 

agitated. She was unable to settle on the 

ward and spent much time walking up and 

down the corridor banging her zimmer frame 

loudly on the floor and shouting. Her 

behaviour deteriorated in the latter part of 

each day. On occasion she attempted to 
barricade herself into her side room. If 

approached by staff she swore vociferously 
and attempted to bite them. Dora was 
treated with a course of oral antibiotics, this 

was successful in managing her infection. 

Her behaviour calmed slightly but she 

remained feisty. As soon as her infection 

resolved Dora was declared medically fit for 

discharge. The nursing staff telephoned the 

home to plan her transfer. The home 

informed the staff that they were not willing 
for Dora to return as the carers had 

threatened to walk out if she came back as 
they could not tolerate or manage her 

behaviour. The home had a mixture of 

general and elderly mentally ill (EMI) places. 
The ward staff suggested that Dora could 

move to one of the EMI places but the home 

refused to have Dora back under any 

circumstances. This decision effectively 

rendered Dora homeless. The multi- 
disciplinary team (MDT) decided that Dora 

should move to an alternative EMI 

placement as soon as a vacancy arose. The 

allocated social worker agreed to seek an 

appropriate placement. 
Whilst awaiting Placement Dora remained 

on the ward. She continued to be agitated 

and aggressive on occasion. Dora said that 

she was very fed up and didn't know what to 

do, she wanted to go home to her own place 

and stay there. She said she didn't much 

like being in hospital 'it gets you down, it do, 

it really gets yer, 'oh I don't know I'm sure, 

just before lunch I felt terrible, nobody come 

to you and said to you what's the matter or 
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nothing ... they didn't care, so long as they 

come in and you see 'em, you see 'ern and 
they see you, that's all that matters'. Dora 

regularly expressed concern about not 
knowing what was going to happen to her 

'you don't know where they're going to put 

yer, you're never, everv da it's change 

which is wrong'. 
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One morning I arrived on the ward to find 

Dora sitting at the nurses' station. She told 

me she was very fed up, she had been there 

since seven o'clock. She looked up at the 

clock and said it was eight o'clock now. She 

said that no-one told her what to do 'it's 

awful isn't it'? 'She had a quick look at a 

medical textbook and then said she had to 

go down to the shopping centre to get the 

bus. Two nursing assistants talked about 
Dora expressing empathy with her situation. 
They were unclear about whether anyone 
had spoken to her about a plan, they said 
that one of the things that Dora often voiced 

was that she didn't know what was going to 

happen. They agreed that they would feel 

frightened if they didn't know what was 
happening to them. They felt that this 

underlying fear may contribute to some of 
Dora's challenging behaviour. One said 'how 

can you be warm with people when you 
don't know what's going to happen to you? ' 

The nursing assistants who regularly 
cared for Dora said they had got to know her 

and that she felt safe with them. They talked 

about how they provided care that 

minimised Dora's agitation. One nurse 
explained that she just gave the care that 
Dora would tolerate. If she refused a wash 
at a particular time the nurse would not push 
the issue as this would 'just wind Dora up 
and increase her aggression'. The nurse 

said she would just return to Dora later and 
try again. She was clear that she felt under 

no pressure from registered nurses to give 

care that Dora would not agree to. 

Dora's aggressive outbursts continued at 
differing levels throughout her stay, the way 
in which these were managed varied among 

staff. One morning Dora threatened to throw 

her breakfast at a nursing assistant, the 

nurse spoke calmly to Dora saying gently 
'no, don't do that'. Dora put the bowl down 

and ate her cereal. Although the nurse 

sounded calm she looked anxious, her 

colleague stood close behind Dora 

seemingly to protect the nurse if Dora did 

become more aggressive. The situation was 

quickly and effectively diffused. When 

talking to the nursing assistants they were 

clear that Dora's behaviour did not concern 

them. One nurse said that she didn't feel 

much when Dora was aggressive. Her 

colleagues said that they were used to 

aggression and that it didn't frighten them, 



one stated 'you just cope don't you? ' The 

permanent nursing staff on the ward had a 
clear strategy for managing Dora's outbursts 
'if she wants to go a certain way and she's 
wandering, she's wanderin and you're not 
going to stop her, she will bite, she will 
shake with anger'. The nurse said that when 
this happened they left Dora alone. 

Dora decided it was time to go downstairs. 

A nursing assistant said over Dora 'oh she's 
up to that again'. Dora became a little 

agitated, the nurse remained calm and 

gentle. Dora got more cross and said she 

was going home. The nurse tried to guide 
her towards her room but she got more 
cross and banged the zimmer frame. She 

was left to walk to the end of the ward, she 
called out 'where have / got to go? Where 

are you'? She called out 'yoohoo' the 

domestic answered and she went up to Dora 

who asked her to take her downstairs. She 

said she couldn't and offered her a cup of 
tea. Dora starts to shout how terrible it was. 
Dora wandered down the ward and met 

another nursing assistant who suggested 

she had a wash and a cup of tea. Dora 

shouted that she wanted to get downstairs. 

The nurse walked away for a moment and 
then returned to offer Dora a cup of tea. 

Dora said she wanted to go downstairs and 
have a wash. The nurse said she could give 
her a wash. Dora started to shout 'leave me 

alone, this is terrible, it's wicked to treat 

people like it. The nurse guided Dora back 

to her room. Dora complained she needed 
to go to the lavatory, she had been to each 
lavatory in turn over the last hour or so. 
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The nurse mentioned this to the senior 

nurse who offered Dora some medicine for 

her bowels, they stood in the corridor and 
helped Dora to take her medication. Dora 

headed for the staff lavatory. She said 'it's 

terrible here, they're not doing what they're 

meant to do'. The senior nurse spoke to 

another nurse about sorting Dora's bowels 

with an enema or suppositories as she 

thought the discomfort was agitating her. 

The nurse reported back that she had just 

retrieved some net knickers from the staff 

loo, there was also a bowel motion so no 

need for an enema. Dora walked up and 

down the ward peacefully and unhindered. 

Eventually a nurse brought Dora back to her 

room, she shouted 'they don't care, / don't 

know what to do, my legs and my back 

they're terrible'. 

The nursing staff expressed sadness at 

Dora's situation. They strove to maintain 

some sort of normality for her. They were 

very aware of her disrupted sleep pattern 

saying 'we try, we try and keep her awake 

during the day and get her into a proper 

sleep pattern again'. They likened Dora's 
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disrupted sleep to how they felt when 

working night duty and suggested that this 

may contribute to her agitation. The nursing 

staff felt that Dora was very bored on the 

ward 'she needs a job'. They had enabled 
her to do some tidying at the nurses' station 
but thought she would be much better in a 
home where she could be involved in more 

consistent activity. As her stay progressed 
Dora became more subdued, as she went to 

the bathroom one morning I note 'Dora 

stops in herjoumey, she looks utterly 

exhausted'. Dora said she felt tired and 
funny this morning, she was not sure what 
kind of funny it was but said that you often 
do feel funny in the morning at her age. 

Dora's days passed in a haze of 

uncertainty for her, she frequently voiced her 

concerns about her future. She was 

regularly reviewed on the medical ward 

rounds although she was not convinced of 
this saying 'and the doctor do come round 

when he think he will, it's terrible really. The 

senior doctor went into Dora's room and 

said good morning to her, they shook hands. 

He told her that she looked well and said it 

was nice to see her. He exited before Dora 

had spoken. On hearing the news that Dora 

was now homeless the doctor was not 
happy. He discussed Dora with the senior 

nurse, he was keen to increase her 

antipsychotic medication to try to control her 

behaviour. The nurse indicated that Dora 

had previously become drowsy with this 

medication so they agreed to restart it at a 

reduced dose. The doctor asked about 

Dora's psychiatric care, the nurse reported 

that the community psychiatric nurse (CPN) 
had stated that she did not need to see Dora 

whilst she was an in-patient. The doctor was 
incensed by this information stating that it 
'beggars belief'. He described Dora as 'a 

wandering dement who is aggressive and 
difficulf. He said she needed to be 
transferred to a psychiatric in-patient unit as 
she had no physical health problems and 
needed a review of her psychiatric 

medication. The nurse asked the doctor if he 

would refer Dora to the psychiatric team, he 

refused stating that it was a management 

problem. At the next MDT meeting it was 

clear that no progress had been made with 
transferring Dora's care. The doctor restated 
that it was a management problem. A 

discharge co-ordinator offered to ring the 

matron of the EMI ward to try and expedite 
transfer. The doctor stated that Dora was 

not safe here and that the staff were not 

safe looking after her, she needed to be 

'shifted'. During the next ward round the 

doctor explained Dora's case to a medical 

student. He said that Dora was admitted 
from a rest home where she had been 

aggressive and hitting staff. She had 

become delirious due to a UTI and it was 

appropriate that she was in hospital. Now 

she was physically recovered and needed 

psychiatric assessment, he said it was not 

acceptable that the psychiatrists seemed not 

to want to take over her care so they could 

'fiddle'with her complex medication needs. 

The discharge co-ordinator spoke to the 

psychiatrist's secretary who said she wasn't 

sure that they want a 'social' admission. 
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After more than a week of prevaricating 

about who was responsible for referring 
Dora to the psychiatric team the doctor 

eventually decided to make the referral 
himself. He telephoned the psychiatrist who 

visited Dora the following day and agreed 
that she should be transferred for psychiatric 
in-patient assessment prior to long term 

placement. A bed became available two 

days later and Dora was transferred. She 

had no preparation for this move as no-one 
had told her the plan. 
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Discussion 
This discussion draws together individual stories that have been captured during 
data collection. Although each person had their own unique story there were 
commonalities across a number of experiences. Findings are set within the 
context of existing literature and the broader social and political milieu. 

At present exceptionally little is known about the experience of people with 
dementia in acute hospitals. Literature about carers, in this setting is also 

relatively sparse. Data indicates that older people with dementia found being in 

hospital a difficult experience. Their days were long, punctuated mainly by brief 

interludes in which essential activities were completed. Those who were able to 

articulate their thoughts generally described their admission in relatively negative 
terms. Observation demonstrated that other participants found the delivery of 

care stressful and traumatic on occasions. On the whole, care was delivered 

according to ward routine with little attention being paid to the desires of 
individuals. Attempts by patients to communicate were not always supported and 

were, relatively frequently, totally ignored. Lack of recognition by staff of these 

participants as people with their own biographies and range of human needs had 

a major impact on their perception of hospital i sation. These findings are 

considered in relation to the general literature concerning the care of people with 

dementia and the small body of work that has investigated the experiences of 

people with dementia in institutional settings. 

In order to set this work within the current context of dementia care, a brief 

review of current approaches to care is provided. General literature broadly 

divides dementia care into two camps 'old culture' and 'new culture'. The two 

cultures are briefly explored and the extent to which each was experienced by 

the participants is discussed below. 'Old culture' is based very much on the 

biomedical model with an underlying philosophy of 'no cure, no hope'. This 

negative mindset and assumption of futility in caring for people with dementia is 

congruent with wider societal attitudes. The society in which we live tends to view 
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old age negatively and place a premium on high levels of cognitive function (Post 
1995). Therefore people who are both older and have impaired cognition can 
become stigmatised (Goffman 1974) and, at the extreme be categorised as non- 
people (Dewing 1999). Belief that people with dementia are 'empty shells' (Moore 

and Hollett 2003) with no capacity to participate in their care typifies the 'old 

culture' philosophy. 

Kitwood and Benson's seminal work (1995) heralded the development of the 
'new culture' of dementia care. It was Kitwood's belief that the individual's 

experience of dementia could not be explained by neuropathological changes 
alone. He argued that the experience is influenced by a combination of 
neuropathology and external influences. Kitwood stated that the approach that 

other people have towards the person with dementia has a major impact on the 

person's experience of the condition. He describes negative interactions with 
others as malignant social psychology (MSP), he delineates seventeen different 

elements of MSP. This type of interaction gradually undermines the individual. 

Kitwood (1 997a) is clear that the term malignant does not imply that those 

delivering care are bad, he stresses that much care is delivered kindly and with 

good intention. The malign element is a result of our cultural heritage rather than 

any ill intent on the part of individuals. 

Preserving personhood is the focus of the 'new culture' of dementia care. 

Personhood is defined as 'a standing or status that is bestowed on one person 

by others, in the context of relationship and social being. It implies recognition, 

respect and trust. Both the according of personhood and the failure to do so, 

have consequences that are empirically testable' (Kitwood 1997a: 8). Whilst 

Kitwood is clear that it is possible to test the extent to which actions of others 

impact on the personhood of individuals it is suggested that in practice this effect 

is difficult to discern with absolute certainty. The speed with which some patients 

move through acute hospitals and the number of staff with whom they come into 

contact would make such judgements complex and potentially unreliable. 
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Whilst it is acknowledged that measurement of this preservation of personhood is 

challenging, it may be suggested that care that is based on person-centred 
models should enable the personhood of individuals to be protected and possibly 
enhanced. Packer (2000a) states that person-centred care has long been 

embraced in the philosophy of dementia care. However this author provides a 
realistic perspective on the extent to which the philosophy is actually applied to 

practice. Packer (2000b) notes the growth industry in education and publications 
that espouse person-centred care but questions the extent to which this alters 

processes of care in the long term. It is acknowledged that, whilst the concept of 

person-centred care has been present for many years, it continues to lack a 

cohesive and consistent definition (Packer 2000b). It is considered that provision 

of truly person centred care, in whatever way it is defined, is likely to require 

considerable investment from everyone involved. It may also be a provocative 

undertaking (Packer 2000a). 

Although an absolute definition of person-centred care remains elusive there are 

a wide range of models relating to the concept. Three of these that are 

particularly relevant to caring for people with dementia include positive person 

work Kitwood (1997a), communicative care (Vittoria 1998) and person-focused 

care (Cheston and Bender 2003). These models each take a slightly different 

approach but all attest to the centrality of the need to know the person, the 

necessity of communication that acknowledges the emotional or felt meaning and 

the requirement to work with rather than for people. 

The extent to which the participants' experiences mirrored 'old culture' and 'new 

culture', person-centred care is explored in more detail below. Data are rich in 

examples of ways in which personhood is preserved and undermined. A range of 

examples of MSP are surnmarised in table 4. As can be seen it is difficult to 

separate each element and on occasion several different types of MSP can be 

seen within a brief interaction. 
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Element(s) of MSP Example 
Treachery A very young NA tries to humour her by saying that she is here on 
Invalidation holiday. Phyllis does not accept this at all and says Roy, her husband, 

will be waiting for her. 
Disempowerment She asks if he can shave himself, he says he can. She says 'are you 

sure? I don't want you to cut yourself. The NA proceeds to shave Ben. 
Infantalisation _ 'I've made it into soldiers for you' referring to Hilda's breakfast. 
Intimidation The NA starts to give out lunches in the bay. He goes over to Walter 
imposition and asks him if he wants lunch. Another NA comes in to help get Walter 
Accusation out of bed. She asks him if he is going to sit up in bed or sit out in his 
Disparagement chair for lunch. They pull the curtains round the bed and start to get 

Walter into his chair. They bombard him with instructions, 'sit up, sit 
yourself up, no, no'. It seems that Walter would prefer to stay in bed 
'you can't do that, look what you've done in the bed' * It appears that 
Walter has been incontinent. They tell him to sit in his chair and eat his 
lunch. He does not look comfortable or settled, they tell him to sit in his 
chair and eat his lunch and they will 'clean him up afterwards'. To add 
to the humiliation the curtains are pulled back and the bed stripped and 
remade in the middle of the bay. 

Labelling The 'only sociar label that is frequently applied to patients who did not 
have any acute care needs. 

Stigmatisation The SN says 'we'll start these two when I get back'pointing at Eileen 
and a very poorly lady in the next bed 

Ignoring An NA sits down by me and starts to talk about a project she did on 
Banishment dementia. Amy works hard to join the conversation so I have one 

person talking in each ear. They both talk incessantly and ignore what 
the other is saying. 

Outpacing They give him some instructions 'put your leg in, point your toes, put 
your foot on the floor, stand up, these instructions come in quick 
succession and it sounds as though Ben is struggling to comply 'Ben 
stand up tall like a soldier, stand still or you'll fall over'. 

Objectification The doctor gets to Walter and says 'hello, home on Wednesday for 
Disruption you'. Walter doesn't respond. The doctor looks a little more closely at 

Walter and removes his glasses without comment, he says 'umm --.. 
ptosis here'he turns to the junior doctors and asks what are the most 
common causes of ptosis in the elderly. He then replaces Walter's 
glasses slightly askew and moves onto the next patient. Walter 
straightens his glasses and carries on drinking his tea. 

Withholding She walks with Amy and her zimmer frame to the bathroom and starts 
to talk to her, Amy says 'if only it didn't hurt so much'the NA completely 
ignores this. Amy limps a little further towards the bathroom. 

Withholding People are still wandering up and down outside Tom's room talking, 
they seem to be disturbing him much more now. Tom gets momentarily 
agitated and tries to get out of bed. - ... someone shouts 'Pat there's a 
phone call', Tom answers 'yes okay, he is /eft alone in his distress. 
. Mockery She [the NA] starts to take out the contents [of the locker] mostly 
hospital mugs and cup holders and very few of Hilda's own 
possessions. She says to the lady in the next bed 7 think we like 
hoarding'they both laugh. 

Disempowerment The NA goes to Anthony and stands at the end of his bed 'shall we give 
Intimidation you a wash now? 'He doesn't respond. The two NA's collect the 
Outpacing equipment for his wash and close the curtains 'LLQht Anthony let's give 

' Objectification . There is you a nice wash then, then we'll trV and sit you out in the chair 
Imposition something in the NAS tone that makes her sound as though she is not 
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Disparagement looking forward to this procedure. A SN goes behind the curtains, the 
three nurses talk about what needs to be done on the ward. 'Can you 
wash your face Anthony? That's better, that's it. 'Let's wash your body 
my darling, let's wash your arms, relax, relax'says the bank NA. 'Wait, 
wait, let's get the soap off'says the other. They give instructions one 
after another in quick succession. 'Right, coming to me, rolling to me love alright' , The interaction is only functional. 'Come to me, come to 
me, Anthony, calm down, just relax, bend this leg, keep the other one 
straight, youW be on the floor if you go on like that, stop fighting 
Anthony'. they bombard him with instructions. The NA leaves to get a 
conti . hence pad 7 wish he wouldn't do that he makes it twice as hard for 
us'she says on her return. She barks 'roll to the other NA relax these , legs, roll, roll, just roll to the other NA, don't fight. Anthony turn your 
head, this way to me, roll'. She sighs loudly 'you're stiff as a poker, just 
keep your arms still' , The NA goes to get the hoist just relax your knees 
sweetie, just relax, right we're going up now'as they raise the hoist. 
'Rýqht lift your feet up marvellous'. 

Infantalisation The student nurse opened the conversation with Walter saying'shall we 
Objectification go and have a bath now? That will wake us up'. This question was 

followed by Walter being taken to the bathroom. The student nurse 
takes him to the bathroom. She holds his hand but walks an arms 
length ahead of him and doesn't interact at all. It looks as though she is 
taking her pet for a walk. 

Infantalisation A student nurse comes /. nto the bay and starts to do the menus for that 
Withholding evening and breakfast and lunch for the next day. The choice on the 

menu is vast. She goes through every option with a man with a visual 
impairment. When she gets to Walter she offers him a jam sandwich for 
breakfast, no choice really, then fish fingers for supper, she selects 
whatever he is going to have with the fish fingers. In other periods of 
observation when Walter was given a choice when completing his menu 
he did not opt for jam sandwiches and fish fingers. He still had capacity 
to select food the food he enjoyed. 

Infantalisation A SN comes into Tom's room with his lunch. She tells him it is time for 
Objectification lunch, he doesn't seem to register anything. She tries to prop him up 

with pillows. She takes the lid off his meal tray, it is mince with mashed 
potato and carrots, she mashes it all together with a fork. She asks Tom 
to open his mouth, he doesn't respond. The SN has not told him what 
he has for lunch. Tom only opens his mouth when the fork is actually 
touching his lower lip, it looks as though it is an automatic response. He 
has four mouthfuls of the mixture, between mouthfuls the nurse 
completes bits of Tom's paperwork, he seems to have some difficultly 
swallowing and I can see quite a lot of food left in his mouth. The SN 
moves on to his pudding, apple and custard, she gives him three 
spoonfuls interspersed with orange juice and then stops. Throughout 
the meal the nurse keeps up a constant conversation /questioning 'is it 
alright? ', 'are you alright? ''open your mouth. He doesn't respond. She 
completes the food and fluid charts. 

Disparagement Walter was known to have been a pharmacist, he was still able to talk 
lucidly about this work. This did not have any impact on the nurse who 
was administering his intravenous medication. She said to Walter by 
way of explanation 'let's sort this wire out then, I'm going to pop some 
water in, lift your arm up then'. 

Outpacing The nurse comes into the bay with the drug trolley, initially he looks at 
Walter's drug chart and moves on without waking him. When Walter 

wakes and mumbles the nurse goes back to him and asks him how he 
is feeling, Walter mumbles and the nurse says 'not so good? ' Walter 
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says yes and the nurse asks specific questions 'are you uncomfortable? 
Do you have pain? Do you fee/ sick? ' The questions are delivered so 
rapidly that Walter doesn't have a chance to formulate an answer. The 
conversation finishes and the nurse moves back to the patient in the 
next bed. 

ignoring Walter is dozing in his chair. His drip runs out so the nurse comes to 
Mockery chanae the baa. She says hello to him and then can't get the pump to 

work, the nurse says she has locked the pump as 'Walt was trying to 
help yesterday'she giggles a little. 

Table 4: Examples of Malignant Social Psychology 

The examples above indicate the great prevalence with which IVISP occurs in 

practice. It is, of course, relatively easy to identify snapshots of IVISP. 

Identification of discrete examples of person-centred care is more difficult. This 

may be because, in dementia care, we have been conditioned to see and hear 

the negative. Equally those that work in a person-centred mode may do this 

consistently making it more difficult to capture specific incidents. However there 

were examples of care being delivered from a person-centred perspective in 

which staff and patients were seen to connect with each other; these were often 

very brief episodes. Examples of this type of care are outlined below: 

The nurse walks up to Tom and makes eye contact, she speaks to him in 

a normal but deliberate tone and says hello. She asks him clearly if he is 

alright, she asks the question very clearly and then leaves an almost 

uncomfortably long pause to allow Tom to answer, he says 'yes'. She 

waits for a moment and asks Tom if he is comfortable, he takes her hand 

and kisses it gently, she smiles but says nothing. 

The nursing assistant helps Hilda with her menu. She gives her one menu 

at a time and gives her time to read them and make her choices, the nurse 

ticks these off. Hilda has a very clear view on what she likes to eat. They 

chat about filling in the menus and how boring it is reading them out time 

after time, they both laugh, the SNA gives Hilda her full attention for a 

moment. 
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Walter returns from x-ray in a wheelchair. He is met by the therapy 
assistant who stops the porter at the door of the bay. She asks Walter if 
he would like to walk to the window of the bay. He stands up and starts to 
move, he say's 'let me just get clear of the thing behind me'referring to 
the wheelchair footrest. He starts to walk slightly unsteadily towards the 
window but tries to turn towards his bed. The assistant asks him to keep 

going to the window which he does. She asks if he can see what the 
builders are doing outside, he says no. / ask if he can see without his 

glasses, he says no. The assistant helps Walter to walk back towards his 
bed, he says he needs to go to the toilet andjust starts to go. The 

assistant takes him to the toilet, she then gets him clean pants and 
trousers. She makes absolutely no fuss andjust puts the soiled clothes in 

a bag in his locker. She then looks for his glasses and cleans them, she 
bends down to talk to Walter and asks him if he wears his glasses all the 
time orjust for reading. He says he wears them all the time and she puts 
them on for him. 

What was absolutely clear during data collection was that much of the care 

appeared to be delivered with kindness and no deliberate negative intent. Staff 

seemed to focus on ensuring that patients were kept clean and dry and had 

adequate food and drinks. Although this approach could largely be considered 
'kind' in that the staff thought that they were doing their best for patients, it 

enabled staff to ignore the uniqueness of individuals. This idea is in keeping with 

some of the literature on care delivery. Whilst kindness is an important factor in 

care delivery it is stated by Ashworth and Ashworth (2003) that caring with 

kindness does not equate to affording the individual respect. These authors 

argue powerfully that there is a need for staff to recognise that each individual 

has their own unique lifeworld, they suggest that such recognition would enable 

staff to act respectfully. Ashworth and Ashworth (2003) acknowledge that there is 

still a lot of work to be done to humanise the way in which older people with 
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dementia are viewed. This thought was clearly illustrated in a number of 
interactions between staff and patients. 

Instances such as ignoring the communication of patients or not allowing them to 

undertake tasks of which they are capable has a detrimental effect on their well 
being. The assertion of Killick (2004) that an individual's failure to connect with 
another may lead the person with dementia withdrawing into themselves and 
reducing their efforts to communicate due to the frustration of not being listened 

to was seen in a number of the participants. Equally some participants were seen 
to give up attempting to undertake certain tasks. As Faulkner (2001) suggests 
disempowering patients in a single task appeared to have a cumulative effect to 

the point where they did not retain any desire or ability to self care. The 

experience of participants indicates that the care that they received was far from 

being person-centred. Their care was primarily based on ensuring that their 

physical needs were met. There was relatively little evidence of staff getting to 

know, or developing relationships with, patients. 

When considering relationships between people with dementia and staff, Kitwood 

(1 997a) discusses the work of Buber. It is suggested by Buber (1937) that there 

are two alternative ways of being in the world, he describes the notions of I-It and 

I-Thou. When relating to another, I-It implies coolness, objectivity and 

engagement without commitment whereas I-Thou requires real involvement and 

therefore an element of personal risk taking. Data suggests that there is still 

currency in Kitwood's (1 997a) assertion that the I-It mode of relating in health 

care is so common that it is often taken as normal. There were exceptions to this 

thought and examples of staff moving, albeit temporarily, to the I-Thou mode. It 

was rare to witness spontaneous conversation between people with dementia 

and staff. Generally interactions were limited to those related to functional 

activities. 
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This idea is congruent with the findings of Norman (2006) who proposes that 
nursing activity involving people with dementia is clearly divided into either 
practical or emotional work. Practical aspects involves minimal collaboration with 
relationships being those of provider and receiver of care. Emotional care was 
characterised by a higher level of collaboration, some negotiation and some 
prioritisation of patients' needs. Norman (2006) does not elaborate on the extent 
to which each type of care was delivered but from the extracts of data that are 
provided it is possible to deduce that functional care dominated. In this study 
there were few episodes of communication that moved beyond that which 
allowed physical care to be delivered. On occasion communication moved into 

the realms of I-Thou. Patients and staff conversed in a way that allowed them to 

achieve a level of interconnectedness, a state which McCormack (2001 a) 
describes as being a relationship of equals which is situated in a framework of 

negotiation. These brief encounters in which there was mutual respect gave 

apparent pleasure to both parties. This approach evoked and reassured the 

selfhood of participants. In these brief moments of authentic relationship the 

patients appeared to experience a fleeting nourishment of their personhood. 
Personhood is discussed further in the section related to the current state of 

practice. 

Literature concerning the new culture of dementia care, with its focus on 

preservation of personhood and person-centred care continues to grow. 

Evidence about the experiences of older people with dementia in institutional 

settings remains small. A very limited number of studies have sought the views of 

patients and residents in a range of facilities. The definitive finding that is 

common to this study and the literature is that people with dementia are able to 

actively engage in research. The extent to which current research can be 

compared is limited as the settings were relatively diverse. There were 

similarities between this study and the work of Norman (2003a) which also 

investigated patients' experiences in acute hospitals. This author attests to the 

notion that people with dementia are treated differently, as a stigmatised 'they' 
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(Goffman 1974). Norman (2003a) observed that patients, who might or might not 
have a confirmed diagnosis of dementia but who showed signs of cognitive 
impairment, were quickly labelled by staff and subsequently treated in a different 
manner to other patients. In common with this study Norman also observed that 
patients' attempts to communicate were often misinterpreted or disregarded. 
These patients equally expressed concerns about the lack of information they 
had about plans for their care. 

Other studies that have inquired about residents' experiences have been 

conducted in specialist mental health or dementia care facilities. In small scale 
studies Barnett (2000) and Train et al (2005) investigated the views of people in 
long term care environments. These residents appeared to value the security of 
being in a familiar environment. This comfort was not experienced by a group of 

veterans who expressed a sense of uncertainty and bewilderment as they 

struggled to understand why they were unable to leave the locked unit in which 
they resided (Moore et al 2003). Brief descriptions of the units suggest that those 

studied by Barnett (2000) and Train et al (2005) were more homely than the 

veterans unit. It is notable that Norman (2006) suggests that the patient 

participants in her acute hospital study construed the ward as a living 

environment. This perception is contrary to the findings of this study in which the 

participants were aware that the hospital was not their 'home' and therefore they 

felt some anxiety about what would happen to them next. 

Train et al (2005) asked twenty-one residents in ten long stay hospital wards and 

homes about their experiences of care. A number of these residents commented 

about the staff being rough when delivering care. Although the participants in this 

study did not directly articulate concerns about rough handling, their responses to 

care indicated that when they were not informed of what was going to happen 

next or were manhandled they became distressed. An issue that was raised by a 

number of residents in the study of Train et al (2005) was that of choice. Some 

residents reported feeling confined to the home, others yearned for very simple 
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choices such as being able to have a drink when they wanted one. Participants in 
this study raised few issues of choice despite the fact that this was routinely 
denied to them. It may be suggested that their level of uncertainty about what 
was happening to them was such that they were willing to tolerate the lack of 
opportunity to make choices. 

These findings present rather a bleak picture of the experiences of patients. They 

describe their time in hospital in quite negative terms and some express 

particular concerns about perceived arguments and ill feeling on the wards. 
Several patients felt that they did not know what was planned for their future. It 

was evident that the care that was delivered tended to focus on physical activities 

rather than the holistic approach that is advocated by the proponents of person 

centredness. Most care appeared to be delivered with kindness but this did not 

stop the niggling erosion of personhood through the inadvertent use of malignant 

social psychology. The experience of being in an acute hospital seemed to have 

the effect of slowly but surely diminishing the person. 

Data demonstrated that, in common with people with dementia, their carers often 

found hospitalisation a difficult experience. A total of seven carers were involved 

in this study. Three were husbands of patients, one son, two daughters and one 

friend. There is a moderate body of knowledge about lay carers' experiences of 

the care received by people with dementia in in-patient facilities. Most of the 

literature relates to care in residential or mental health settings rather than acute 

hospitals. 

In this study ways in which carers discussed care was wholly unexpected. They 

tended to provide very broad statements including 'well they're marvellous 

people here, you can't fault them at all whatsoever..... they are, theyre terrific'. I 

had believed that carers would express much more powerful feelings about the 

finer points of how day to day care was delivered. I had also anticipated some 

debate about topical issues that have been highlighted regularly in the media 
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such as poor nutritional intake and the use of tranquilising medication (Guardian 
1999,2006, Daily Mail 2006). Both anecdotal evidence and the literature support 
the idea that carers often have very definite views about the care that is 
delivered. An example of this includes the work of Hodkinson (2004) who writes 
with conviction about the care her mother received during admission for planned 
surgery. Hodkinson cites the lack of understanding and communication, both 
between staff and with her mother, as the major factors that led to suboptimal 
care. 

Carers appeared to struggle or to be reluctant to express their thoughts on 

quality of care. It is possible to speculate on a number of reasons for this. Ways 

in which participants were recruited to the study allowed ward staff to filter out 

those whom they felt were unsuitable or difficult, I was aware that some more 

vocal carers were not invited to take part. Those carers who were involved may 
have been reluctant to articulate their thoughts candidly whilst their relatives were 

still in-patients in the belief that any negative comment may impact on future 

care. The three husbands provided very general statements about care. Their 

broadly positive thoughts may simply be attributed to the fact that they genuinely 

felt that their wives were receiving satisfactory care. Equally it was notable that 

they all expressed some gratitude that the burden of being responsible for day to 

day care had temporarily been lifted from them. This release, even if only short 

term, may have been sufficient to encourage the carers to take a very uncritical 

stance. The concept of deserving, or of having a right to, a certain level of care 

may also have influenced their thoughts. As a group of older people they may 

have been more accepting of the care offered and have more limited 

expectations than younger generations (Bytheway 1995). Periods of observation 

suggested that the husbands felt some sense of responsibility for the ways in 

which their wives behaved. When they displayed socially unacceptable behaviour 

the husbands' embarrassment was palpable. Together these factors may have 

rendered the carers particularly reluctant to express any concerns about quality 

of care. 
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Carers spoke of their experiences of providing care to their relatives, some 
described it purely in terms of burden whilst others acknowledged a sense of 
satisfaction. The burden of care is the focus of much of the research involving the 
carers of people with dementia (Cheston and Bender 2003). This burden may 
include feelings of physical and emotional overload, anger, frustration, 
dissatisfaction and guilt (Schofield et al 1998, Broe et al 1999). Although 
caregiver burden is well documented it is also noted that many carers derive 
enormous satisfaction from their caring role (Jeon et al 2005). Whilst caring for 
people with dementia can be seen as both satisfying and demanding (Pickard et 
al 2000) the carers in this study, with one exception, were older people who 
reported becoming increasingly frail themselves; this led to caregiving becoming 

an increasing strain. 

The extent to which carers wished to be involved in the process of caring in 
hospital varied greatly. Husbands appeared broadly content to step back from 

the caring role, they seemed relieved to allow others to take over their 

responsibilities. In principle Eileen's husband was willing to relinquish his role as 
direct care giver, in practice he found this extremely difficult. It is suggested by 

Andren and Elmstahl (2005) that whilst family care givers experience both 

positive and negative reactions to caregiving one of the satisfying aspects is 

providing best care. Eileen's husband rapidly became dissatisfied with aspects of 
her care which he clearly felt he could do better. This type of discontent with the 

performance of others is noted by Redfern et al (2002) who found that 

disruptions to usual routines were likely to increase care giver stress. Eileen's 

husband experienced great frustration and forcefully expressed his 

dissatisfaction when staff appeared not to listen to, or act on, his advice about 

the best ways of caring for his wife. 

Investigations have been conducted into the extent to which carers are involved 

in care delivery in in-patient settings. In a small study in a psychiatric inpatient 

unit for older people Walker and Dewar (2001) found that the majority of carers 
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expressed dissatisfaction with their level of involvement. This was attributed to 
two main causes, hospital systems and processes and relationships between 

staff and carers. Staff on the ward where Eileen was nursed certainly had a 
routine they preferred to follow. Hughes (1984) suggests that a desire to control 
their own time and protect their routine can result in nurses dismissing carers' 
demands. However, this ward did not appear to have such an entrenched routine 
that this would be the case. It would appear that communication became strained 
and that Eileen's husband may have been implicitly critical of the nursing staff 
about their lack of ability to get her to walk as he did at home. The major issue 

effecting Eileen's husband appeared to be the lack of communication that is 

reported as being so prevalent between carers and staff (Simpson et al 1995, 
Gilmour 2002, Walker and Dewar 2001). 

Involvement of lay carers in care delivery can be an area of contention. Allen 

(2000) suggests that it may be difficult for carers to negotiate an active role in a 
hospital environment that is alien to them and which tends to favour service 

providers. In this study it appeared that carers at each end of the spectrum of 

care delivery were generally satisfied with their experience. Doris's carer was 

absolutely clear that she intended to continue with her usual role. She 

communicated this expectation to staff as soon as she arrived on the ward and it 

was accepted particularly by nursing staff: 

'The first day / came in they sort of said visiting time's not til, / said I've 

come in to help, to help vo ', / wash and do everything else here, one of 

the girls or a couple of the girls help me if she's being Doris, otherwise / do 

exactly the same here, / don't mind cos / don't like leaving her you see'. 

Doris's carer reported that the nurses welcomed her with open arms and told her 

to get on with it 'but they do help me'. The relationship she forged with nursing 

staff was strong and they readily accepted her input into care. It is notable that 

the medical staff were slightly more circumspect about her input: 
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The carer tells the NA's she doesn't think Doris is very well today, she 
sounds a bit chesty. The carer stops one of the SN's and tells her that 
Doris's breathing does not sound so good, she is worried because Doris 
had a chest infection last week. The carer says that Doris should be 
having some oxygen but that she won't tolerate it. The SN says that the 
doctors will be round soon. The carer refers to them by their first names. 
The doctors arrive to do the ward round, the carer says that Doris is not 
breathing so well and perhaps she needs some more antibiotics. The 
doctors say probably not at the moment, they have a very brief 

conversation. The carer tries to engage them further by asking more 

questions, they answer tersely and move on. They do not listen to Doris's 

chest. The carer is not happy but acknowledges that she cannot force the 

doctors to do anything. 

This observation was somewhat at odds to the carer's assertion about the 

doctors 'they tell me everything, they're very good because they know I'm with 
her all the time'. Doris's carer became quite troubled when she felt that her 

expertise was not being recognised. This was evidenced again in an interaction 

with an occupational therapist in which she was advised to leave Doris on the 

commode if she resisted being moved: 

'It's alright saying you can't force them to do this, that and the other, but it 

comes to a point where, where it's dangerous. Like this morning and the 

occupational therapist came and she just said leave her on the commode 

and I thought if she falls off the commode and whacks her head what are 

you supposed to do then?.... I said to one of the girls did she know she's 

got dementia, I wasn't impressed'. 

This carer had the advantage of some familiarity with the hospital and its systems 

through a previous admission with Doris. She also had tremendous force of 
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personality. She was welcomed by staff who willingly provided assistance with 
care whenever requested. This experience was totally different to that reported 
by Warner and Wexler (1998) who found that many carers of people in hospital 
were simply left to get on with it. It is likely that the clarity with which Doris's carer 
expressed her needs played a pivotal role in her partnership working with the 
nursing staff. At the other end of the spectrum several relatives were content to 
take no part in care delivery. These two approaches appeared to be acceptable 
to staff, possibly because the wishes of the carers were clear and unchanging. 
Staff evidently categorised these carers, particularly the carer of Doris, as a 
I saint' (Cheston and Bender 2003). They regularly commented on her devotion to 
duty. 

Staff were clearly appreciative of the input from Doris's carer. Relationships 
between staff and Eileen's husband appeared much more strained. As 

suggested previously, communication was not effective and Eileen's husband felt 
that his expertise was not recognised. This can cause enormous frustration to 

carers (Hodkinson 2004). It is suggested by Allen (2000) that staff may view 
getting to know patients and their needs through their lay carers as undermining 
their professional role. In this case the lack of consistency in advice and the way 
in which it was delivered was more pertinent. Poor communication and lack of 

clarity about levels of involvement in care giving appeared to lead to Eileen's 

husband being cast in the role of 'sinner' (Cheston and Bender 2003). This 

stereotyping resulted in a further reduction in communication as he became more 
discontent with the care and staff became more cautious about approaching him. 

Plans for the future occupied a considerable amount of the carers time and 
thought. This was particularly the case for the three carers who eventually came 
to the conclusion that they would have to move their relative to a long term 

residential placement. As is so often the case, this decision was precipitated by 

the health crisis that had required hospital admission (Wright 1998). The choice 
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to seek residential placement was a cause of great anguish, in different ways, to 
each of the carers involved. 

Transition to residential care is a major life event (Centre for Policy on Ageing 
1996). Victor (1992) suggests that entry is sometimes regarded by carers as the 
final sign of failure. This idea certainly appeared congruent with the regrets that 

were expressed by the carers. It is very common for admission to a residential 
home to be 'expert driven' (McAuley et al 1997) with doctors often taking the lead 

role (McAuley et al 1997, Brown 1998). The decision to admit each of these 

patients to residential care was heavily influenced by the mu Iti-discipli nary team. 

Carers all appeared to experience ambivalent emotional reactions to their 

decisions (Dellesega and Nolan 1997), these included both relief and guilt 
(Lewycka 1998). In the case of Amy's husband, his abdication from involvement 

in selecting a home may have been a part of the process of gradual detachment 

from his wife (Jones and Martinson 1992). Carers of Eileen and Ben remained 
fully engaged in each step of the journey. 

The Audit Commission (1997) propose that the decision to seek residential care 

is sometimes made more difficult because alternatives are not explored, often 

because there are few genuine choices. In these instances the hospital team 

invested considerable time and energy exploring alternatives to residential care. 

In reality potential plans were often thwarted by limitations of finance and staff 

availability. Brindle and Holmes (2005) suggest that it is vitally important that 

future care needs should be based on ethics rather than expediency. Whilst each 

decision was ethically sound and agreed by both carers and the mu Iti-d isci pli nary 

team, it may be suggested that the pressure to vacate hospital beds (Lundh et al 

2000) added some time pressures to the carers. Each carer was supported by a 

member of the social work team. However, as noted by Lundh et al (2000), it 

took an assertive and persistent person to influence the process of selecting a 

residential home. 
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Carers found the act of telling the person that they were moving to residential 
care extremely painful to the extent that Ben's daughter chose to enlist the help 
of the social worker. This phenomenon is also seen in the study of Lundh et al 
(2000) in which carers spoke of their experiences of moving family members into 

residential care. The emotional turmoil of the move to residential care was 
compounded by the concerns some carers expressed about the financial 
implication of such a move. Financial burdens of care in old age have been 
debated extensively in the press and media but, as yet, little empirical research 
has been completed. 

A complex picture was painted by carers. It was striking how circumspect they 

were when commenting about the care received by their relatives and friends. 

They were mainly complimentary about the care given however they spoke in 

very general terms and tended not to articulate fully the thoughts that 

underpinned their opinions. Possible reasons for the paucity of data concerning 

care are examined. The extent to which carers wished to, and felt able to, 

contribute to care in hospital varied. It was evident that it took some confidence 

and determination to continue in this role. It appears that the major barriers 

included the hospital routine and the lack of effective communication between 

staff and carers. Although carers appeared reluctant to criticise staff it was clear 

that some resented the lack of acknowledgement of their expertise. Although the 

burden of day to day care had, on the whole, been lifted the carers remained 

central to care as they concentrated on the difficult decisions and arrangements 

that had to be made in relation to the future care of their relatives. In theory they 

were supported to make these decisions and assisted to make the necessary 

arrangements. In practice there was a powerful impression that, despite 

acknowledging this support, the carers felt very much alone in planning the future 

for their relatives and themselves. 
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THE CURRENT STATE OF PRACTICE 
This section reflects on the current state of practice as observed; it embraces the 
thoughts of staff about the care they deliver to people with dementia. Staff 
involved in the study included registered and non-registered individuals from a 
range of disciplines including nursing, allied health professions, social work and 
medicine. Eighty-five staff agreed to participate in the research although in reality 
a small minority were not actively involved as they were never present during the 

periods of observation. Composition of the staff participant group is presented in 
table 5. 

Staff Group Number of Participants 

Registered nurses 25 

Non-registered nursing staff 33 

Registered allied health professionals 9 

Non-registered allied health professional staff 3 

Social work staff 2 

Medical staff 13 

Table 5: Composition of Staff Participant Group 

A total of twelve interviews were completed with staff with each discipline being 

represented. Data were analysed to elucidate the ethnographic 'what' and 'how'. 

This section is divided into three themes which have been derived from the data: 

philosophies of caring for people with dementia, the value that staff attach to their 

work and the ability of staff to provide care. Findings are considered in the 

context of current literature. 

Philosophies of Caring for People with Dementia 

Data suggest that many staff had clear personal philosophies that they felt 

influenced the way in which they delivered care to people with dementia. These 

philosophies were, to some extent, based on intrinsic beliefs and personal 

experience rather than on any specific knowledge or education. People with 

dementia were clearly viewed as being different to other patients. Staff seemed 
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particularly prone to labelling these individuals, labels took several different forms 
but were powerful and pervasive. 

When asked about the way in which they cared for people with dementia several 
staff struggled to articulate their thoughts. Staff that provided direct care tended 
to suggest that they delivered care in the way they would like their families to be 

cared for. One nursing assistant stated: 'I think you've got to um, respec them, I 

think, you know and maybe treat them how you would like, or your relative. 
Imagine that was your gran there that you've known all your life, you know I sort 

of, sort of treat people how you would like to be treated I think'. 

This thought was reiterated by another nursing assistant 'you try to give every 

patient the care that you'd want your relative to have I think'. Similar ideas were 

expressed by a registered nurse 'it's mainly, how maybe it's a gut feeling of how, 

maybe I fee/ that if it's my family how would I want to look after them, if it's my 

god forbid any of E2Lfamily members how I'd feel that I'd like the nurse to look 

after them. I'd want to be treated with respect. I would like them to be cared for 

kindly I suppose'. 

Senior staff tended to use more abstract terminology which appeared to be 

derived from their training. One social worker described her approach as 'we're 

looking at person-centred'. The idea that these patients were individuals with 

their own unique biography and history which may influence their thoughts on 

care was alluded to by a colleague who stated 'you have to think of them in the 

context of their life as well. / think thinking about their history gives you a lot of 

respect for that person and makes them become a person and notjust a patient'. 

Some of the staff who delivered direct care felt that it would be useful to know 

more about people's biographies and their lives beyond hospital. This was 

expressed by one nursing assistant 'yeah, it would be nice to see what they're 

like at home'. However this seemed to be a distant thought rather something that 

may be enacted in practice. The idea was positively rejected by one nursing 
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assistant who stated that she preferred not to know about the person prior to 
their admission 'because you don't have any pre ideas of what, what they 
should be like or anything'. 

Whilst staff had developed personal philosophies about caring for people with 
dementia, it was evident that their thoughts had also been influenced by the 

culture in which they were working. One example of such cultural influence was 
the tendency to label patients. The most frequently mentioned label was that of 
the patient who was 'only social'. Others that were regularly used were applied to 

patients who were deemed to be 'sweet' or 'difficult'. 

One belief that emerged on each ward was the concept of the patient who was 
I only social'. It seemed that for patients with dementia there was a delicate 

balance of whether their acute physical illness outweighed their dementia. If so, 
dementia appeared to be temporarily forgotten. For example in a ward handover 

five patients were known to have a diagnosis of dementia but, this was only 

mentioned in relation to the one person who did not have an acute illness. In 

meetings, patients who had dementia tended to be talked of quite dismissively, 

for example Anthony was described as 'assessment done, awaiting vacancy'and 

Hilda as just awaiting placement'. Patients who had been categorised as 'only 

social' tended to be placed at the bottom of the hierarchy on the wards. It was 

observed that these patients, especially if they were relatively independent in 

terms of personal care, could spend hours and hours being totally overlooked by 

staff. 

The label of 'sweet' was attached to patients who were consistently 

undemanding on both the time and emotions of staff. They tended to be 

compliant, gentle and grateful for the care they were given. Hilda was such a 

patient, she was described as'a cheerful little thing'who was'happy in her own 

little world'. Those patients who were not so biddable were at risk of being 

defined as 'difficult'. Once a patient had exhibited 'difficult' behaviour it appeared 
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that they were labelled and that the way in which staff interacted with them subtly 
altered. Ben quickly gained the label of being 'difficult'. One registered nurse 
described an incident in which Ben unexpectedly hit her, he lashed out once but 
did not cause serious damage. The nurse explained that the incident had 

shocked her but claimed that it had made no difference to the way in which she 

cared for Ben. She seemed to contradict herself as she went on to say'I'm at 

arms length, I'm not going to go too close to him. This finding is comparable with 
that of a small scale study by Nolan (2007) who discovered that nurses felt safer 

and more able to engage in participatory care with patients who did not exhibit 

any aggressive behaviour. Belief that Ben was physically aggressive had clearly 

permeated the thoughts of staff from other disciplines. A social worker explained: 

V was told by everybody that the individuals wishes was to return home 

and respecting that wish and when / went down to see the person they 

seemed to be always like sleeping and / don't think it's a good idea to 

wake some body up and start asking these quite difficult questions, and 

we'd also had, um, a sort of concem that when this person's woken can 

become, um, physically and verbally aggressive'. 

As far as I could ascertain Ben had one single incident when he hit a member of 

staff, however this appeared to be the social workers evidence on which she 

based her decision not to speak to him. This idea would support the concept that 

if a patient is perceived as aggressive the social distance between them and 

practitioners rapidly increases (Burgener et al 1992). 

Use of labels is noted in the work of Norman (2006) who found that staff were 

inclined to categorise patients as either positive and acceptable, in which case 

they were viewed as a whole. These individuals tended to be compliant and 

relatively independent. The alternative label was negative and unacceptable. 

These patients were reduced to their parts and tended not to be acknowledged 

as people. These labels have clear parallels with those of 'sweet' and 'difficult'. 

168 



The difference in the findings involves the extent to which labels were attributed. 
Norman (2006) observed inconsistencies and variations over time and between 

nurses, whereas in this study labels tended to stick and gradually permeate the 
staff group. 

Staff articulated a clear set of beliefs about caring for people with dementia. 

Some of these were based on the idea that care should be delivered as they 

would expect for their own families, others appeared to be more rooted in learnt 

theory. There appeared to be little correlation between espoused beliefs and 

actions in practice. Much of the care appeared to be delivered with kind intention 

but there was a powerful tendency to label and thus depersonalise patients. 
People with dementia being labelled is a well known phenomenon. Participants in 

this study already carried the labels of being older and cognitively impaired which 

are so often applied at societal level (Rodeheaver and Datan 1988, Adams and 
Bartlett 2003). Once admitted to hospital they were often labelled further. Whilst 

Adams and Bartlett (2003) suggest that being endowed with a label can 

sometimes be of benefit in terms of opening up areas of service provision, in this 

case the opposite appeared to happen. Attribution of labels seemed to enable 

staff to recast these patients as the 'empty shell' (Moore and Hollett 2003) or 

'fragments of humanity' (Keane 1994) rather than as real people with their own 

preferences about the care they wished to receive. A number of interactions 

indicated that staff had mentally moved these patients from the category of 

person-as-individual, a person who is capable of a relationship, to person-as- 

other, someone who is incapable of a relationship (Malloy and Hadjistavropoulos 

2004) and therefore they become merely objects of care. At the extreme, some 

staff appeared to believe that the objects of care had ceased to have feelings as 

their cognitive function had declined Dewing (2001). 

These findings demonstrate the extent to which the current state of practice is 

congruent with that documented in the literature. Individual thoughts about how 

care should be delivered varied. It was evident that a number of staff adhered to 
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the often held view that patients with dementia are non-people (Ashburner et al 
2004), equally other staff did not. There was clear evidence that patients were 
labelled and that the effect of such labelling was almost entirely negative. 

The Value That Staff Attach to Their Work 
Staff suggested that caring for people with dementia in an acute hospital was 
viewed by others, and possibly themselves, as relatively unskilled and less 

prestigious than the work of other specialties. Staff questioned whether an acute 
hospital was an appropriate setting in which to care for people with dementia. 

Conversations with staff demonstrated that many of them felt they had no 
particular skill in caring for people with dementia. They often reported that they 
just did the work that needed to be done. A small number of staff alluded to the 
idea that caring for older people demands specialist skills. One nurse talked 

about her choice to work with older people 'they're multiple pathologies aren't 
they? They've got so many different things wrong with them that one thing can 

compound another. It's a difficult and very delicate balancing act'. This nurse 

went on to talk about the effect that inter-current physical illness had on dementia 

and the complexities of caring for people with multiple problems. A therapist 

expressed similar views on the challenges of caring for people with dementia and 

acute health problems saying 'it becomes a lot more complex'. Few other staff 

alluded to their individual skills although the strength of the combined experience 

and knowledge of the mu Iti-discipli nary team was a source of pride to the 

registered staff. 

Although staff claimed little special knowledge they demonstrated a considerable 
level of expertise on many occasions, for example: 

Two physio assistants come and ask Anthony if he would like a walk. They 

bring a standing hoist and ask Anthony to sit forward so they can put the 

sling down his back. He doesn't respond so one explains that he needs to 
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hold her hands and lean forward. Again he doesn't respond, she tries 
once more but agrees with her colleague that it is better to leave him 
today. They seem to have an intuitive feeling and stop before Anthony 
becomes too frustrated. They explain that they will come back tomorrow 

as they are not here this afternoon. They tell me that they can 'feel'that 
today is not going to be successful and that it is better to stop now rather 
than upset him. 

Whilst this example may initially appear to be relatively trivial it demonstrates the 

ability of these assistants to engage in brief but meaningful interaction with 
Anthony in which they were mindful of his verbal and non-verbal communication. 

In this short episode of genuine understanding between himself and the 

assistants Anthony appeared to experience a fleeting nourishment of his 

personhood. This interaction and other similar encounters were striking in that 

they appeared to be valued by patients but they seemed to be imbued with 

ordinariness by the staff involved who were often unable to recognise or 

articulate the skills that they were using. 

Many staff, particularly nurses, appeared to view their work as routine and 

mundane. On one occasion I asked some nurses about how they organised their 

work and how they delivered care. Initially the staff looked at me as though I was 

asking strange questions the answers to which should be quite obvious. In 

answer they generally agreed that they helped self-caring people first and then 

moved on to more dependent patients. This habitual approach was put 

somewhat more bluntly by a registered nurse who organised her work in a 

comparable way when she asked her colleagues loudly 'is that it with the singles 

then? ' meaning had all the relatively independent patients had a wash. This 

nurse went on to talk about 'doing the heavies' after they had taken their morning 

break. Staff offered no real justification as to why they adopted this approach to 

organising care. The question of how they delivered care seemed to perplex this 

staff group even more. Their responses included 'we look after these people the 
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way we think they should be looked aft&. A more simplistic reply was offered by 

one individual who stated that she delivered care as she did because 'that's how 

we do it.... we treat them all the same. 

The concept that dementia care is seen as occupying a relatively low position in 

the hierarchy of acute care may be a reflection of the way in which society as a 

whole tends to view this condition. At a societal level dementia remains low on 
the agenda (Means et al 2002). Rate of change is slow although there are some 

signs that this situation is beginning to change with the publication 

of documents such as the National Service Framework for Older People (DoH 

2001 b), Everybody's Business (CSI P 2005), Dementia: Supporting People with 
Dementia and their Carers in Health and Social Care (NICE 2006), Dementia UK: 

The Full Report (Alzheimer's Society 2007) and Improving Services and Support 

for People with Dementia (National Audit Office 2007). People with 

dementia tend to be viewed as relatively unimportant (Herskovits 1995). As a 

society we are often fearful of dementia (Kitwood 1997a) with some suggesting 

that this can be attributed to our concern about potential disruption of social order 

by people considered to be a risk to others (Moon 2000). On an individual level 

people frequently dread the thought of becoming old and infirm themselves. 

These societal attitudes to people with dementia appear to permeate views 

relating to health care for this group. The apparent lack of pride that the staff felt 

about the care they delivered and the expert knowledge they had acquired may 

be attributable to a number of causes. Longstanding lack of political interest in 

dementia and the low status offered to people with dementia and front line paid 

workers is noted by Innes (2002) and Means et al (2002). As stated previously, 

political interest in dementia care is beginning to develop but the impact of this 

remains at best variable. Caring for older people is traditionally viewed as the 

poor relation of health care. Gerontological nursing is not seen as an attractive 

career option (HAS 2000) although paradoxically it is an area in which nurses 

can make a real difference (Nolan and Tolson 2000). Marshall (1999) proposes 
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that staff in the field have low status although this assertion is not justified. it is 
suggested by Dewing (1999), Normann et al (1999) and Stokes (2000) that older 
people continue to be viewed negatively by the mu Iti-discipli nary team. In the 
field of dementia care Ashburner et al (2004) describe the traditional approach as 
being task-focused, depersonalised and mundane. Nolan and Tolson (2000) 
point to the 'heavy' images and stereotypes with which dementia care is currently 
labelled. Given that staff, to some extent, live within this culture it seems hardly 
surprising that they do not express great pride in their work. It may be that staff 
are genuinely unaware of the tacit knowledge that they have acquired in practice, 
or they do not recognise their learning as it has no formal basis. The idea of not 
appreciating their own expertise was discerned by Allan (2002) in a study that 
mainly involved non-registered staff. Allan found that many of these staff were 
highly skilled but found it extremely difficult to articulate what they did. It is 
notable that even experienced researchers cannot always pinpoint these skills 
with Westlund et al (1990 cited Allan 2002: 20) saying that good care staff had a 
'certain something'. 

Societal concerns about dementia are reflected and possibly magnified in acute 
hospitals. It is well documented that these environments are not well placed to 

provide care for people with dementia (Hodkinson 2004, Dewing 2001). In a 

study involving seven registered nurses, Nolan (2007) discovered that acute care 

environments were viewed as having a major detrimental impact on the ability of 
these nurses to provide good care, they particularly cited issues of safety and 

overstimulation. It is well documented that the ability of people with dementia to 

cope with environmental stressors is compromised (Erikson and Saveman 2002) 

and that acute care settings can overstimulate individuals. As one of Nolan's 

(2007: 420) participants stated the environment 'triggers the confused patient and 

it makes them more anxious, more worked up'. Attitudes of staff towards people 

with dementia can be negative. Pritchard and Dewing (2001) state that these 

patients are often perceived as relatively unimportant or unworthy. It is suggested 

by Marshall (1999) that staff simply do not have time to care for this group and 
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resent having to do so. Marshall 0 999) summarises this idea in a quote from 
staff in an acute hospital 'they should not really be here'. It may be suggested 
that a senior member of medical staff in this study had similar thoughts when 
saying: 

'these patients just have very minimal contact with anybody while they're 
in hospital which is why we would all argue that it's, you know, it's not a 

good place for them to be. 

However whilst staff acknowledged that an acute hospital was not an ideal place 
to care for people with dementia, the feeling of staff towards patients seemed to 

be of resignation and sadness rather than resentment. 

Data suggest that staff in this study do not value highly their contribution to the 

care of people with dementia. They tend to view themselves as the poor relations 

of health care. This phenomenon is well recognised within care organisations 

and tends to reflect societal attitudes towards people with dementia and those 

who provide their care. A number of staff suggested that an acute hospital was 

not a suitable environment for a person with dementia. However, this thought 

was framed in terms of the harm it may do to the individuals rather than on any 

resentment on the part of staff. 

The Ability of Staff to Provide Care 
The extent to which staff felt able to provide care to people with dementia was 

influenced by their preparation for this role. It became evident that staff felt a 

great sense of uncertainty about some aspects of care, particularly those 

involving higher level psychosocial skills. The tendency of staff to focus care on 

essential physical needs was marked. It may be suggested that this strategy was 

used to avoid the more challenging situations which generated feelings of 

uncertainty. Focus on physical care also allowed staff to maintain a safe distance 
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from people with dementia and thus avoid high levels of emotional engagement 
(Ashburner et al 2004). 

Degrees to which staff felt that they had been prepared to care for people with 
dementia varied considerably. Non-registered staff who delivered most direct 

care appeared to have had least preparation. When asked about what she had 
been taught a nursing assistant responded 'they teach you a bit about to stand 
back'. This participant went on to explain that the only education she had 

received was during a session about managing violence and aggression. Another 

nursing assistant explained that she had attended an induction programme prior 
to working on an older peoples unit/ had a two week course but nothing was to 
do with dementia patients, there was nothing at a1r. Registered nursing staff also 
felt that they had little preparation, some had received no specific education, 

others had actively sought opportunities. One registered nurse had attended a 

single dementia study day locally which she thought was 'marvellous, absolutely 

amazing but it's very difficult to apply those principles to an acute medical ward. 
Social work and occupational therapy staff believed that their training had 

embraced dementia care, these participants all talked with ease about the major 

concepts of new culture dementia care such as personhood, person-centred and 
holistic care. 

The concept that staff working in acute care settings are not well prepared to 

work with people with dementia is not new. This lack of education is alluded to by 

Aveyard (2001) who states that evidence suggests many people providing care 

in the acute environment have limited specialist education. Burgess and Page 

(2003) support this idea stating that acute health care staff frequently lack an 

adequate understanding of the needs of this group. It is debateable if this lack of 

preparation would be tolerated in other specialities, as Packer (2000a) suggests 

many staff find it unacceptable to work in areas of care for which they have had 

little or no education. Most staff in this study had received minimal or no 

education about how to care for people with dementia. The exception to this was 

the occupational therapy and social work staff all of whom stated that dementia 
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care was an integral part of their initial training. Whilst these staff spoke with 
more confidence about some of the concepts of dementia care such as 

personhood and person-centred care there was no consistently discernable 

difference in the care they provided in practice. 

Staff, particularly nursing and therapy assistants, were very aware of their lack of 

specific education. A number of them voiced concerns about their poor 
knowledge and expressed a desire to learn more. These individuals clearly 

articulated their wish to care for people with dementia as well as they could. 
Virtually all direct care was delivered by non-registered staff, predominantly 

nursing assistants. The focus of most care was firmly embedded in ensuring that 

a patient's physical needs were met: 

The bank NA is sitting in the bay writing her Kardexes. / ask her if she has 

been looking after Walter this morning, she says that she gave him a wash 

at his bedside, he was very drowsy and she demonstrates how his head 

kept dropping quite dramatically. She says it was a 'nightmare' trying to 

shave him and / get the impression that she is not satisfied with the result. 

She tells me that she got all his day clothes out of his locker but that she 

knew he couldn't cope with getting dressed 'so /just put him in pyjamas'. 

The description that this nursing assistant gave of caring for Walter and the way 

in which this was said made it very clear that she did not feel satisfied with the 

result of her work as Walter did not look the way she wished him to. Desire for 

patients to look as though they had been cared for was seen again on the day 

that Hilda was discharged to the residential home. She was helped to have a 

bath and her hair was washed. She was dressed in a clean set of relatively 

matching clothes: 
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Hilda returns from the bathroom with wet hair. The NA finds a hair brush 
and hair dryer and starts to dry Hilda's hair, Hilda raises her eyebrows to 
me. / would guess that she is a lady to whom a blow dry is anathema. 

The nursing assistant was insistent that Hilda should look nice, as though she 
had been cared for when she arrived at the home. 

Delivery of day to day care focused very much on ensuring that the fundamental 

physical needs of patients were met. There are a number of possible 

explanations for this approach to care. At an organisational level in acute care 
there is an ongoing pressure to achieve rapid, efficient treatment and throughput 
(Archibald 2003). The culture of the organisation also put a premium on physical 

care, possibly because it is clearly observable and also amenable to 

measurement or audit unlike psychosocial care. This approach puts people with 
dementia at a double disadvantage in that their psychosocial needs tend to be 

neglected and they are often not able to conform to the ethos of acute care 

settings (Archibald 2003). A further factor which influences care delivery is that 

staff who were providing direct care had been trained in the art of physical care 

and were therefore confident and comfortable working in this mode. 

To the outsider the organisational focus on efficient physical care could be 

likened to a description by Collopy et al (1999) of the total institution with the 

batch processing of people in which individuality is subsumed in the routine work 

of the organisation. It may be suggested that concentration on physical care was 

a method of compensating for lack of expertise and therefore staff strived to give 

the best care they knew how within the familiar'bed and bodyframework 

(Gubriurn 1975). As part of the effort to be caring, staff had a tendency to take 

over tasks if patients did not complete them rapidly. This phenomenon is noted 

by Hansebo and Kihlgren (2001) in video recorded interactions between patients 

and staff. This approach has the effect of disempowering patients and causes a 

decline in other abilities, thus patients gradually become more dependent (Wells 
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and Dawson 2000, Faulkner 2001). This in turn leads to'excess disability' (Brody 
1971) in which there is a discrepancy between functional capacity and the extent 
of the actual impairment. So whilst staff are striving to care they may be 

compounding the patients problems. 
Staff appeared relatively at ease in meeting the physical care needs of patients. 
Care that fell outside this boundary seemed to cause more concern and often led 

to feelings of uncertainty. The issues that unsettled staff tended to involve either 

communication with patients or incidents when patients displayed overt emotion. 

Both medical and nursing staff struggled during interactions with Hilda, 

particularly when the subject arose of her moving to residential care. In one 

conversation a senior doctor tried to explain to Hilda that she would not be able 

to return to her own home. The doctor seems reluctant to be too blunt, the junior 

doctors look on and make 'sad'faces. They all seem uncomfortable and at a loss 

as to what to do. Sometime after this encounter a registered nurse came to talk 

to Hilda: 

The SN explains that she came into hospital because she was found 

wandering in the street and she didn't know where she lived. Hilda says I 

didn't know that, she seems a little unsure if this is true from the doubfful 

expression on her face. Hilda repeats that she wants to go back to 

London, the SN says that we are not in London now, Hilda says I know'. 

She says that Hilda has lived locally for many years. She asks where 

Hilda lives now, Hilda says she can't remember, a flicker of sadness 

crosses her face. The SN turns to me and says 7 don't know what to say 

next'l nod but keep quiet. The conversation proceeds with the SN trying 

to offer rational explanations but Hilda has a reasonable answer for each 

point. The SN says that the manager of the home came to visit Hilda last 

week, Hilda cannot remember this. The SN tells Hilda that she must have 

liked him because she looked happy enough afterwards. The SN turns to 

me again and says I think we're going round in circles here', again I just 
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nod. She says to Hilda that she has to go now as she has other work to 
do. Hilda says okay. She stops crying a minute or two later but still looks 
incredibly sad. She gets up and folds her clothes with a huge amount of 
care and precision, she puts them in a neat pile on her bed. 

These conversations were evidently difficult for both Hilda and the staff involved. 
The major dilemma for staff appeared to be the fact that they wanted to tell Hilda 

the truth but equally they were very aware that each time they did this she 
became incredibly distressed. 

Episodes in which patients became 'difficult' also appeared to cause staff some 
discomfort: 

Phyllis suddenly gets very cross saying to an NA that she wants to go 
home. A very young NA tries to humour her by saying that she is here on 
holiday, Phyllis does not accept this at all and says Roy, her husband, will 
be waiting for her. She says she has a husband at home waiting for his 

supper. The NA looks very uncomfortable, she smiles at me and looks 

very embarrassed and unsure what to do. Phyllis is determined to go 

home, the young NA tries to distract her but she gets more cross. The NA 

leads her out of the bay to the safety of a group of colleagues at the 

nurses'station. The physio talks briefly to Phyllis and then moves on to 

see another patient. Phyllis is walked around by various members of staff 

Phyllis gets as far as the end nurses'station. The SN gets her to sit down 

and tries to explain that she needs to stay in hospital until her plaster is 

off This seems to agitate Phyllis more and she is verbally extremely cross 

and bordering on aggressive. The SN persists in trying to explain but it is 

not helping. Phyllis stands up and says she is going home. 

Uncertainty about how they should manage, or respond to, some situations was 

evident. For example a nursing student was unsure if she should take any action 
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when Walter was eating his breakfast. Walter picks up the croissant and starts to 
eat, he looks like he is enjoying it. He keeps eating it until it is finished. Then he 

starts on the cold porridge which he eats with determination. The StIN notices, 
she pulls a face at me but lets him carry on eating. This apparent embarrassment 
was echoed as a registered nurse helped Doris to take some medication. The 

nurse helps Doris to take her medication. She is patient and encourages Doris 

with each tablet. Suddenly Doris picks up her orange Juice and throws it over her 
bed and drug chart, the nurse laughs gently. 

Care delivered to people with dementia focused largely on ensuring that their 

essential physical needs were met. This activity seemed to be driven by the 

desire of staff to meet certain standards rather than the needs of individual 

patients. Care which involved a deeper level of communication or episodes in 

which patients displayed overt emotion generated feelings of uncertainty in some 

staff. A number of staff had adopted the habit identified by Ashworth and 
Ashworth (2003) of routinely dismissing what patients were saying. This may 

represent the value that staff attribute to patients or may be a tactic to avoid 

episodes of conflict or aggression. It may be suggested that this withdrawal by 

staff was counterproductive. Cohen-Mansfield and Werner (1995) and Harborne 

and Solly (1996) propose that patients exhibit challenging behaviour in an 

attempt to gain some attention. Therefore ignoring a patient's attempts to 

communicate in whatever form is likely to set up a vicious circle of aggression 

and ignoring. The result of such treatment can lead to patients retreating into 

themselves as a protective measure or as a result of their frustration at the failure 

to connect with others (Killick 2004). It was notable that staff who communicated 

effectively with patients used an adapted version of their usual style of 

communication. They tended to speak normally but present one question or idea 

at a time ensuring that they left time for a response before moving on. Staff who 

achieved less effective communication used a 'special voice' that was high and 

patronising, they did not appear to expect a response from the patients. This 

group of staff appeared to believe there was a 'right' way of communicating. This 
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concept lent weight to the idea that they thought of people with dementia as 
different or lesser mortals. 

It appeared that actions taken by patients to communicate their feelings and 
needs were interpreted by staff as being difficult (Hodkinson 2004). Patients who 
exhibited more overtly 'difficult' behaviour tended to be avoided. This reaction 
has been noted by Hallberg (1990) who suggests that people who are seen as 
disruptive receive less care and attention and that the care they do receive tends 
to be more task-orientated and lacking social input. It is possible that this type of 
withdrawal from patients is influenced by exaggerated fear and feelings of 
embarrassment and worry if interactions do not go well. It is noted by Ashworth 

and Ashworth (2003) that in exchanges with people with dementia, health care 
staff tend to routinely dismiss their attempts at communication in order to avoid 
episodes of conflict and aggression. 

A lack of certainty about working with people with dementia was observed on a 

number of occasions. In many situations this appeared to lead staff to provide 

only essential physical care and avoid more meaningful interaction for fear of 
6 setting them off' and precipitating a difficult and potentially embarrassing 

situation. A number of staff reported that they felt poorly prepared to care for 

people with dementia. Their lack of education led to provision of care that tended 

to focus on physical rather than more holistic care. Staff expressed strong 
feelings of uncertainty about caring for this group and it is suggested that this 

uncertainty underpinned many of the actions that undermined the personhood of 

people with dementia. 

Overall findings of this study present a very sad picture of the care of people with 

dementia in the acute hospital setting. Patients have relatively negative feelings 

about being in hospital and may find the environment noisy and stressful. They 

express concerns about the lack of information they are given regarding plans for 

their care. Care delivered focuses on physical needs and is not always tailored to 
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the requirements of individuals. Those patients that are physically fairly 
independent may spend long hours alone with little company or stimulation. 
Carers, were relatively uncritical of the service although this finding may have 
been influenced by the design of the study. Their desire and ability to have some 
input into the care of their relative was at times hindered by poor communication 
and by organisational barriers. Several carers experienced major concerns about 
plans for the future for both themselves and their relatives. They acknowledged 
the support that they were given by hospital staff but continued to feel very alone 
in their quest to ensure the provision of ongoing care. Staff, on the whole, 
attempted to deliver the best care they could given their acknowledged lack of 
education and the constraints of the organisation within which they were working. 
Care was predominantly focused on physical needs. Generally it appeared to be 
delivered with kind intent but was plagued with episodes of malignant social 
psychology which gradually undermined the personhood of patients. 

When reflecting on this rather bleak picture, it would be easy to simply attribute 
blame. This would most usually be focused on staff for not routinely achieving the 

highest standards of care. This approach would be unjust and also 

counterproductive. A review of the reasons for some care being suboptimal may 
be more valuable. Findings of this study suggest that the following issues inhibit 

the development and application of the new culture of dementia care: 

9 At a societal level people with dementia are frequently considered to be 

second class citizens, this belief is reflected and even magnified in the 

acute hospital setting. 

e The current health care system is performance dominated and therefore 

inimical to truly person-centred care for people with dementia. 

* There is a tension between trying to provide care for acutely ill people with 

physical health needs and people with dementia who might or might not 

have acute health problems. 
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Staff are working in environments that do not necessarily value their 
individual contribution or make them feel well supported. 
Staff are frequently ill prepared to care for people with dementia. This 
tends to draw them towards working within the 'bed and body' framework 
(Gubrium 1975) and away from the more emotionally engaged, holistic, 
person-centred approaches to care. 

It is evident that some of these issues need to be addressed at high levels. To 

some extent care of older people with dementia is rising up the political agenda 
with the realisation that this issue will continue to grow as the population ages. 
This change should, in time, filter down through National Health Service 

organisations to the areas where care is delivered. Accepting that a cultural 
change will take many years to achieve, there is a need to consider ways in 

which care can be improved from the 'bottom up'. Such improvement would 
seem to hinge on the immediate environments in which staff are working and on 
meeting their development needs. It is suggested by Packer (2000a) that 

education is a valuable tool but that used in isolation it is not sufficient to change 

practice. Although Packer does not justify this statement, it does appear 

reasonable. The environment in which staff work is also critical to their capacity 
to provide new culture dementia care. One of the consequences of working in a 
large institution is that staff may feel their individual contributions are negated 
(Menzies Lyth 1988, Kitwood 1997a). Nolan et al (2002) stress the importance of 

ensuring that staff feel well supported and that their contribution to care is valued. 
The findings of this study suggest that a single approach to practice development 

is unlikely to effect any real change. The concept of developing dementia care 

practice in acute hospitals is considered by Norman (2006). This author suggests 

that there is a need for targeted practice development. Norman (2006) has 

developed a resource package that is intended to enable staff to enter into two 

way relationships and thus improve patients' experiences of hospital isation. 

Whilst this method has some validity it does raise the question of how staff can 

be assisted to move to a point where they realise the value in developing two- 
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way relationships. Reasons why staff do not engage in such relationships are 
largely unknown. It may be suggested that working in the I-It mode (Buber 1937) 

which is so common in health care (Kitwood 1997a), is simply a mechanism used 
by staff to protect themselves from some of the experiences that may be 

encountered when working in a person centred way. As Packer (2000a) suggests 
person-centred care is demanding and challenging for both staff and patients, 
staff may prefer not to risk entering this arena. An alternative explanation is that 

staff, for whatever reason, become 'switched off when caring for people with 
dementia and function on an automatic level in which only the required physical 
care is delivered with scant attention paid to the individual. 

Whilst Norman's (2006) resource package is undoubtedly valuable, it is 

suggested that the provision of such tools and education alone is not sufficient to 

change practice. The idea that a multifaceted approach is required is supported 
by Packer (2000a). This author summarises her ideas for improving dementia 

care in an adaptation of Kitwood's equation of dementia: dementia care worker 

training + personality + biography + physical and mental health + social 

psychology at home and work. This equation, whilst laudable, is perhaps difficult 

to relate to staff who have been in post for many years. It is suggested that there 

is a need to find ways in which to engage such staff and motivate them to reflect 

on their own practice, bringing to the fore the need to recognise the uniqueness 

of each individual. It is felt that traditional approaches to education are unlikely to 

result in a change in mindset and a realisation that care can be delivered 

differently. It is suggested that there is a need to engage with staff on an 

emotional and cognitive level to really effect a change in practice. This chapter 

analyses the ethnographic 'what' and 'how' of the data. In order to develop 

practice it is essential that the ethnographic 'why' is also considered. This 

analysis is undertaken in chapter four in preparation for the practice development 

part of the thesis. 
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CONCLUSION 

The aim of this study was to explore the experiences of patients, lay carers and 
health and social care staff of the care received by older people with dementia in 
the acute hospital setting. The purpose of the study was to generate new 
knowledge and insight that can be used to influence practice. 

Experiences of acute hospital care are presented from the perspectives of 
patients, lay carers and health and social care staff. These sections include 

extracts of data that are discussed in relation to current literature and set within 
the wider social and political context. This approach has allowed the newly 
developed knowledge to be demonstrably grounded in the data. 

The pictures illustrated in the chapter are complex. Patients found the episodes 

of being in hospital difficult and at times uncomfortable. They described the 

experience in broadly negative terms, expressing particular concern about 

perceived arguments and about their lack of knowledge concerning plans for 

their future care. Responses of patients to some of the care indicated that it was 
detrimental to their personhood. During the course of observation patients were 

seen to gradually diminish as their individuality was lost amongst the efforts of 

staff to meet their physical care needs. At present there is virtually no literature 

relating to the views of older people with dementia about their care in acute 

hospitals. Words and actions of participants indicate that their experience needs 

to be improved and are congruent with the idea that the time has come to 

embrace the new culture of dementia care in acute hospital settings. 

Carers had great difficulty in commenting in any detail about the care received by 

their family or friends. They were generally uncritical of the care except in cases 

where they felt, often justifiably, that their expertise exceeded that of the staff but 

that, despite this, staff did not take sufficient notice of their advice. The extent to 

which carers wanted to be involved in care was variable but some found an 

acceptable level difficult to achieve. Plans for the future, particularly in terms of 

residential care and financial issues, caused great concerns to some carers. 

Thoughts they expressed were in line with previous research. The exception to 
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this was their apparent reluctance to discuss their thoughts on quality of care in 

any detail. 

Experiences of staff covered a broad spectrum. They often had clear ideas about 
the standard of care that should be delivered but this was more often based on 

personal philosophy than any other knowledge. There was a marked tendency to 
label patients and to use this as a basis for judging what care would be given. 
Many staff felt ill prepared to care for people with dementia. Even those that had 

built up a repertoire of skills through experience were slow to recognise or 

express any pride in their expertise. Most interactions were based purely on 

meeting physical care needs. Psychosocial needs, in particular, issues of 

communication and 'difficult' patients evoked great feeling of uncertainty in staff. 
Staff consistently avoided engaging with patients on an emotional level and 

recognising them as individuals with unique lifeworlds and needs. It appeared 

that staff were often working in a 'switched off' mode. 

In essence the data portrays a sobering picture of the experiences of patients, 

lay carers and health and social care staff of the care received by older people 

with dementia in the acute hospital setting. This chapter broadly presents the 

I what' and 'how' of this ethnography. The 'why' is presented in chapter four 

together with a practice development project that is intended to address some of 

the issues that have been identified. 
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CHAPTER FOUR: PRACTICE DEVELOPMENT 

INTRODUCTION 
In this chapter, analysis of the data continues. The 'why' element of ethnographic 

analysis (Katz 2001) is considered in some detail. This explanation of what was 
found to be currently 'going on' in practice areas is used to set the scene for 

practice development and guide further activity. Ways are examined in which this 

research study may be used to effect a change in practice. This is a vital 

component of the work as the purpose of this research was to generate findings 

which would be valuable in influencing improvements in care for older people 

with dementia in acute hospitals. A range of potential frameworks for influencing 

practice are considered, including the use of dissemination, education and 

practice development. Use of dissemination in changing practice is investigated. 

The main focus is on non-traditional approaches, in particular ethnodrama and 

research based drama, and story telling and evocative writing. These methods 

were selected primarily for their congruence with the ethnographic underpinnings 

of the research study. Literature concerning the use of education to enable staff 

to provide a higher standard of care for patients with dementia is reviewed. The 

philosophy of practice development is considered and how it may be applied to 

this. A model of practice development, which is linked with the ethnographic 

approach to the study, is proposed. Implementation of the initial stages of this 

model is discussed. Subsequent stages of the model are described including 

potential evaluation of its effectiveness. 

BACKGROUND 
It is recognised that this study is just one of many new qualitative studies that are 

produced each year. It is estimated by Mulrow and Cook (1998) that over two 

million articles are published annually in over twenty thousand health related 

journals. Despite this burgeoning number of publications there is little evidence 

that research findings are applied in practice (Waddell 2002). The danger is that 

this study will join the wealth of work that is completed but then sits on a shelf 
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having brought about little or no change in practice (Finfgeld 2003, Troman 
2001). It may be argued that as this work is being completed as part of a Doctor 
of Professional Practice programme, with an inbuilt expectation of practice 
development, it stands a better than average chance of being influential. It is 
recognised that qualitative research, if done well, is worth disseminating (Keen 
and Todres 2006). This thought is taken a step further by Gray et al (2000) who 
are convinced that researchers have a responsibility to ensure that their work 
makes a difference in the everyday world. This sentiment is echoed by 
Richardson (1994), Mienczakowski (1997) and Denzin (1997). It is acknowledged 
that there is a growing call for research to be applied in practice but there are 
indications this has yet to be achieved. 

Traditionally the success of academic research has been assessed using narrow 

criteria including output of published, peer reviewed articles, bibliometrics and 

citation counts (Davies et al 2005). This approach pays little attention to the 

concept that researchers should aim to offer some 'return on investment' 

(Wooding et al 2004), which may be judged through the impact that the research 
has on practice. The relative inability of research to influence practice is not new. 
However, the issue is becoming more frequently recognised, particularly with the 

notion of evidence-based practice becoming so prominent. 

A vast amount of literature is now available that does not appear to be assisting 

practitioners to change practice. Indeed, as Waddell (2002) suggests, the sheer 

volume available may be daunting and possibly inaccessible to those providing 

direct care. It is evident that some steps have been taken in an attempt to make 

research findings more readily available. There are an increasing number of 

systematic reviews which synthesise the findings of a range of studies, these 

include papers published from central sources such as the Cochrane 

Collaboration. Another approach to enabling practitioners to apply research in 

practice has been the production of clinical guidelines. These summarise best 

research and make recommendations for practice. Despite the profusion of 
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guidelines there is little evidence they have any impact on practice (Cabana et al 
1999). It could be argued that this position has changed in more recent years 
with the production of guidelines from the National Institute of Health and Clinical 
Excellence which practitioners are advised to follow. It is suggested by Waddell 
(2002) that summarising research findings and production of guidelines may be 
helpful to practitioners but this alone is not sufficient. This author points to the 
need for more active dissemination approaches such as audit and feedback. It 

remains clear that at present little is known about which dissemination 
techniques work best with which decision makers in which settings (Lomas 
1997). 

Regardless of the uncertainty of how research can be best used to influence 

practice Nutley et al's (2002) assertion that there is a need to address the gap 
between what we know and what we do remains valid. There are a range of 
frameworks that may be considered to contribute to changing practice. 
Frameworks that will be explored in more detail are dissemination, education and 

practice development. To set this in context and to assist in identifying the most 

appropriate methods of using this study to change practice the ethnographic 
4 why' is considered in a review of what was found to be 'going on' in the practice 

areas involved in the research. 

THE ETHNOGRAPHIC 'WHY' 
Findings of this research portray a complex picture of care received by patients 

with dementia in an acute hospital. Patients described the experience in largely 

negative terms. Their responses to some of the care implied that it was 

detrimental and observations indicated that the patients' personhood gradually 

diminished as staff attempted to meet their physical care needs. Carers found it 

difficult to articulate their thoughts about care. They were generally uncritical 

except in cases where they felt their expertise was disregarded by staff. A 

number of carers experienced problems in negotiating an acceptable level of 

involvement in their partners' care. Staff tended to have clear ideas about 
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standards of care that should be delivered. This was frequently based on 
personal philosophy and beliefs rather than on the wishes of patients. Staff 

reported that they felt ill prepared to care for people with dementia; they tended 
not to recognise or appreciate skills they had developed in practice. Psychosocial 

needs of these patients evoked great feelings of uncertainty in staff. 

In essence, the findings reveal a sobering picture of the experiences of patients, 
lay carers and health and social care staff of the care received by older people 

with dementia. A common response to the findings would be to simply attribute 
blame, usually to staff, for not providing the highest standard of care. This would 

seem unjust given that the majority of staff appeared to be working relentlessly to 

deliver what they believed to be appropriate care. A more fruitful approach may 
be to consider further analysis of why the situation was as it was in order to 

elucidate the actions that would need to occur to effect a change in practice. 

As discussed in chapter three, staff working in wards where the research was 

conducted had a clear concept of the care that they were trying to provide. The 

philosophy of care held by staff tended to be based on care that they would like 

their families or themselves to receive in similar circumstances. Many staff 

struggled to articulate their philosophy further than this. 

Care that was observed appeared to reflect the accepted ideal within 

contemporary health care. That is, it could be deemed to be efficient, effective 

and productive (Malloy and Hadjistavropoulos 2004). Care that was provided was 

set firmly within the 'bed and body' framework (Gubrium 1975) with little attention 

paid to the psychological, spiritual, emotional or social needs of patients. Delivery 

of care was seen to be highly routinised with patients expected to fit in with the 

work of the organisation rather than the patients being viewed as valued users of 

services provided by the organisation. 
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The extent to which care was mechanised and patients' own needs and desires 
were subsumed to ensure that the organisation ran effectively was shocking. 
Despite having practiced as a registered nurse for over twenty years, I did not 
feel that I had previously witnessed care that was so influenced by the needs of 
the organisation rather than those of individual patients. It is debateable whether 
I have genuinely not worked in this type of culture or perhaps more disturbingly 
had become desensitised, as many of the practitioners I observed, to such an 
approach. It is possible that becoming a participant observer, slightly removed 
from the everyday work of the wards, allowed me to view care through a new and 
alarming lens. 

Care that I observed with its focus on efficiently meeting physical needs could be 

likened to Goffman's (1961) description of the experiences of people residing in 

total institutions. Goffman (1961: 11) describes total institutions as places where a 

number of individuals, removed from wider society for a significant time 'together 

lead an enclosed, formally administered round of life'. Collopy et al (1991: 8) 

elaborate on this description when discussing the experiences of residents in 

nursing homes. These authors suggest that 'daily life in the institution is tightly 

scheduled and is organised around 'batch processing'of inmates or residents' 

Collopy et al (1991: 8). This description has great resonance with what I 

observed, particularly in terms of the extent to which people with dementia were 

expected to comply with activities such as bathing early in the mornings 

regardless of their usual habits. 

To enable such a 'batch processing' (Collopy et al 1991: 8) model of 'care' to be 

used it may be argued that there is a need for staff to be able to view patients 

with dementia as 'others' or not complete and worthy human beings. It appears 

that in this case the process of stigmatisation and labelling may have been used 

to allow staff to categorise patients as 'others' and not deserving of the treatment 

provided to those who were cognitively uncompromised. Goffman (1961) 

suggests that the process of stigmatising individuals in some way operates as an 
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effective method of social control but, more than that, it allows people to be 
stripped of their former identity and their humanity. It may be considered that for 
people with dementia the process of stigmatisation is well advanced before they 
enter the acute hospital. As Kitwood and Benson (1995) state, dementia is often 
viewed as the steady erosion of personality and identity to the point where no 
6person' remains. If staff believe this concept of dementia and then additionally 
label these patients as 'sweet', 'difficult' or 'only social', it is not wholly surprising 
that care is constructed for non-humans. This allows the central tenets of privacy 
and respect to become superfluous and 'care' to be impersonal and unthinking 
(Malacrida 2005). 

Goffman's (1961 ) description of the total institution provides a stark analysis of 
the way in which one group of human beings, given the opportunity, will treat 

another usually weaker and more vulnerable group. Whilst some parallels may 
be seen between the total institution and care that was observed in this research, 
it is felt that this link does not explore in sufficient detail why 'care' is as it is. 

There is clearly a need to explore in more detail what is actually'going on' in 

practice and to develop an understanding of what influences the behaviours 

observed. 

There are a range of potential explanations about the care observed in this study. 

I have chosen to focus on two concepts that are particularly resonant with the 

findings of the study. Firstly empathy, or rather the evident lack of empathy, 

displayed by many staff. A review of empathy offers a greater understanding of 

the actions of individual practitioners. The second concept is that of Bourdieu's 

(1977) Theory of Practice which provides a broader focus on the culture of the 

organisation. This theory links closely with the concept of empathy and 

demonstrates how'non-empathic' behaviour may be passed from one 

practitioner to another. 
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Empathy is a concept that has been well documented in the literature although 
much of the writing tends to focus on empathy in relation to doctors rather than 
other health care professions. It is suggested by Hart (1999) that empathy has 

many shades of meaning. However there are some common beliefs about the 

concept, these include the idea that it involves 'feeling into' another's world (Hart 
1999). Empathy is generally considered to embrace both cognitive and affective 
domains; there is a need to comprehend another person's experience and 
feelings (Hojat et al 2002) and a capacity to enter into these feelings (Hojat et al 
2001). 

It could be argued that Balint 1964 (cited Evans 2003) was instrumental in 

bringing the concept of empathy to the fore in health care. Balint pioneered the 

idea of the therapeutic value of practitioners themselves proposing that the 

I ability to listen is a new skill ... in learning to listen to patients the doctor begins 

to listen to himself .... [which requires] a limited though considerable change in 

personality' (Balint 1964 cited Evans 2003: 11). 

The value of empathy in health care is recognised by many, its merits are seen 

as including 

* Being a base for moral development (Hoffman 1990, Olsen 1997) 

Possibly being the trait that makes us most human (Azar 1997) 

Contributing to good attitudes towards elderly patients (Bagshaw and 

Adams 1986) 

* Being a basis for better therapeutic relationships (Bertakis et al 1991, 

Livinson and Roter 1995, Hart 1999) 

Possibly mediating stereotyping of minorities (Vescio et al 2003) 

Benefiting patients (Howie et al 1999, Hojat et al 2002) 

Embracing emotional as well as intellectual engagement and therefore 

helping practitioners to see the patient from a more holistic viewpoint 

(Halpern 2003) 
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* Potentially increasing adherence to care recommendations (Vermeire et al 
2001, Roter et al 1998) 

Potentially increasing staff satisfaction (Suchman et al 1993) 
Enabling the practitioner - patient relationship to move from I-It to I-Thou 
mode (Hart 1999) 

Empathy is clearly seen as a positive attribute in health care practitioners and 
one that I frequently saw subsumed in depersonalised, mechanised methods of 
care. There is some evidence that empathy is a trait that is often compromised 
during training. A range of research indicates that empathy declines during 

medical training (Diseker and Michielutte 1981, Bellini et al 2002, Hojat et al 
2002, Bellini and Shea 2005). This research all focused on entrants to the 

medical profession, however it is suggested that some of the findings, possibly to 

a lesser extent, are likely to be applicable to other groups of health care staff. A 

number of explanations are postulated for this decrease in empathy. In medical 
education it is suggested that students are socialised into a state of 'detached 

concern' (MacLeod 2000). They are taught a point of view and a technical 
language that allows them to think of patients and disease in a completely 
different way to lay people. It is argued that this type of socialisation is 

substantially different from that of other health care staff which perhaps teaches 

a more holistic view of patients. It is suggested that other staff, in particular 

nurses, tend not to lose their empathy during pre-registration education but rather 
this loss largely occurs as staff work in practice on a day to day basis. Reasons 

for this may be two fold. Firstly, as Kitwood (1 997a) states, it is part of the human 

condition for us to fear being old and having a cognitive impairment. Exposure to 

this reality on a daily basis is likely to lead to staff building a protective shell 

around themselves which precludes having real empathy with patients. This idea 

is supported by Salinsky and Sackin (2000) who suggest that staff may have a 

range of defences that are built up over time through a combination of personal 

and professional circumstances. These authors describe this defence as being a 

state of having an 'illusion' of professional self that remains unaffected by human 
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emotions. Salinsky and Sackin (2000) argue that this state is unsustainable and 
practitioners needs to recognise that their professional persona is merely a 
specialised part of their personal self. An alternative or possibly additional 
explanation is that reduction in empathy may be attributed to staff entering the 
health care habitus on a permanent basis. This idea is explored in more detail in 
the next section. 

Whilst empathy is seen as an essential component of high quality patient care, 
the extent to which it can be developed is debateable. It is suggested by 

LaMonica et al (1987) and Kirk and Thomas (1982) that empathy is a personality 
trait that cannot be taught easily. Equally Goldstein and Goedhart (1973) and 
LaMonica et al (1976) argue that empathy can be improved through targeted 

education. This thought is supported by Steplen and Baernstein (2006) who 

conducted a literature review of educational interventions to increase empathy in 

medical students. Whilst acknowledging the limitations of their work, these 

authors conclude that empathy can be measurably enhanced using a range of 
interventional strategies, feedback on performance and reflection. It is 

emphasised by Beach et al (2004) that to achieve real empathy there is a need 

to mean and not just act, a similar philosophy to McCormack's (2003) call for 

authenticity in relationships. It is recognised that increasing empathy is likely to 

involve considerable 'emotional labor' (Larson and Yao 2005) and high levels of 

motivation (Evans 2003). 1 believe the investment needed to develop or rekindle 

empathy in staff would be worthwhile as a lack of empathy compromises the 

provision of person-centred care as has been demonstrated in the findings of this 

study. Whilst a lack of empathy in individuals offers some explanation for the 

care delivered, it is evident that there is also a need to consider the culture in 

which staff are working. 

Bourdieu's (1977) Theory of Practice has been used to illuminate why care was 

as it was and what was 'going on' in practice from a broader perspective. 

Bourdieu offers a more sensitive and sophisticated way of analysing the actions 
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of practitioners and patients than is possible when attributing their behaviour 

simply to being an integral part of a total institution or linking behaviour with a 
lack of empathy. Bourdieu's model moves away from the notion that people can 
be defined by social class membership and offers instead a much more complex 
explanation of individuals occupying positions in a multi-dimensional social 
space. Three key concepts are encompassed in this model: practice, field and 
habitus. 

Key concepts of Bourdieu's model will be explored in more detail in relation to 

this study. Practice may be described as social interaction of everyday life 

(Jenkins 2002). It is suggested by Bourdieu (1977) that every group of people 

who view themselves collectively have theories about the world and their place in 

it. These ideas are constructed in and through participating in everyday life. 

These constructs are not merely theoretical, they are concerned with doing as 

much as knowing. Jenkins (2002) states that people develop acquiring and 

learning a range of practical cultural competencies including social identity. The 

fact that people have grown within a culture makes it difficult for them to see 

social reality as anything more than 'the way things are' (Jenkins 2002: 70). It is 

therefore argued that many people, for much of the time, take themselves and 

their worlds for granted. This concept was seen on many occasions when I asked 

staff about the care that they delivered. When they stopped to think, they would 

often answer'that's the way we do it' demonstrating little obvious underpinning 

thought. At a simple level this was also illustrated by a conversation I had with 

two nursing assistants. When I asked how they organised their workload, they 

looked at me as though it was an extraordinary question the answer to which was 

so obvious that the question should never have been asked. They slowly 

explained that self-caring patients were attended to before more dependent 

patients. Variations within this were only seen if patients had an early 

appointment or if they had been incontinent. No heed was paid to individual 

choice. 
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Bourdieu (1977) explains the field as being a system of social positions, these 
are structured internally in light of power relationships and are constructed 
according to underlying principles that dictate practices and experiences within 
that field. The field could be described as a social milieu where individuals 

struggle to secure specific resources (Jenkins 2002), it is a space where conflict 
and competition occur. It is not a static arena but rather a series of structures and 
activities which relate to people in the field each of whom is capable of producing 
effects on it (Rhynas 2005). Fields in this study can be defined as the three 
individual wards that participated. 

Each field comprises a structured system of social positions in which people may 

strive to gain dominance (Jenkins 2002). Ability of players within the field to gain 
dominant positions is influenced by their access to, and possession of, four types 

of capital: economic, social, cultural and symbolic (Bourdieu and Wacquant 

1992). In this study the construction of the field was influenced by the patients, 
lay carers and staff who were present at any given time. Throughout the study it 

was evident that the field changed as it was influenced by the behaviour of, and 

relationships between, key players. The extent to which patients and staff were in 

possession of capital varied although it was always clear that patients were at a 

disadvantage. 

Ways in which staff interacted with patients could increase their capital in very 

small, but significant, ways which allowed them to be recognised as functioning 

members of the culture. Economic capital was inevitably weighted in favour of 

staff although occasionally they took actions that enabled patients to gain minute 

amounts. Evidence of this was seen when one patient was unable to buy her 

daily newspaper from the mobile vendor as the ward was closed due to infection. 

One of the nurses asked me if I could go to the shop for the patient, the nurse 

handed the patient her purse so she could give me the money. This small act 

acknowledged the importance to the patient of getting her newspaper and 

recognised her ability to manage her own money even if in a very minor way. 
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This allowed the patient an element of economic capital. Despite small gains to 
the patients in terms of economic capital it could be suggested that staff are in a 
more powerful position as they are in paid employment whilst many patients had 
virtually no economic status or even access to money whilst in hospital. 

Social capital is measured in terms of valued relationships with others. It may be 

argued that staff, whilst not necessarily having valued relationships in the work 
setting, did as a minimum have some sense of belonging to a group. Patients 

reported feelings of loneliness and many did not have meaningful relationships 

with others. Relationships between staff and patients rarely appeared to have 

depth and meaning. An example of this was seen in a conversation between two 

nursing assistants. They talked about the way that two patients with dementia 

were behaving the previous day, one nurse said 'I'm convinced they've worn 
themselves out .... up all day 

.... up all night honestly, I felt like Barbara 

Woodhouse "sit"'. This was said with no animosity at all. Although this 

conversation conveyed no ill intent it does very clearly demonstrate the way in 

which these nursing assistants interpreted the position of patients within the 

culture. 

Cultural capital is based on legitimate knowledge. Once again staff are in a 

dominant position as, although many felt that their knowledge is limited, they did 

have the advantage of knowing about routines and expected plans of care. 

Patients were rarely privy to this type of information and often showed their 

distress about not knowing what was going to happen to them. 

Symbolic capital refers to the value attached to a person by others. It could be 

suggested that this type of capital is limited for both staff and patients. Staff 

reported that they felt undervalued as they worked in a speciality that was 

perceived as being afforded little prestige by other areas. Equally patients fell at 

the bottom of the hierarchy at both macro and micro levels. Within individual 

198 



ward settings the staff had greater symbolic capital simply in terms of being 
employed to deliver care. 

Bourdieu's (1977) third concept is that of habitus which is a set of practices that 

are shared by a group of people within a field and which provides guidance on 
appropriate behaviour for everyday situations (Lumme-Sandt and Virtanen 2002). 
It is suggested by Rhynas (2005: 182) that habitus is 'embodied reality that is 

often unquestioned because of its inherent nature'. Habitus may be developed 

as the behaviour of others in the field is imitated and a process of iterative 

learning occurs (Lane 2000). It is concerned with how people, in light of 
incorporated knowledge and thoughts, act, think and place themselves in given 

situations (Sidenvall 1999). The major influence on habitus is experience rather 
than deliberate teaching. The development of habitus inclines people to act in 

certain ways and provides the basis for the generation of practices. The fact that 

the development of habitus is largely subconscious can be problematic. Jenkins 

(2002) suggests that the power of habitus derives from the thoughtlessness of 
habit and habitual action rather than from consciously learned rules and 

principles. 

In practice there were many examples of the way in which habitus had developed 

within individual wards. Some of these could be seen as almost insignificant, for 

example a nursing assistant came to take Hilda's lunch plates away, Hilda asked 

her to take her cup and glass away as well, the nurse said to Hilda 'no, we don't 

take them now', she offered no other explanation. Hilda looked really 

disappointed. I asked her if she was a neat and tidy person, she smiled widely 

and said 'yes'. This small incident demonstrates the extent to which the habitus 

of staff dominates that of patients which may be wholly neglected. 

Data from this study indicate that staff have a well defined habitus. Despite the 

fact that very few had received any education about dementia care many had 

developed ways of working and interacting with people with dementia that 
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represented a cultural norm. These behaviours appeared to have become 
integrated into their practice although as Lumme-Sandt and Virtanen (2002: 289) 

suggest it is likely that staff functioned within a set of rules of which they were not 
consciously aware, a situation which these authors describe as 'knowing without 
knowing'. Whilst staff maintained their habitus it could be argued that patients 
rapidly lost theirs. Each one of the activities that they would automatically engage 
in was gradually eroded. This notion was demonstrated by Sidenvall (1999) in a 
study of mealtimes in an older peoples rehabilitation unit in which care was 
predominantly task rather than patient-orientated. The result was that staff 
effectively maintained their habitus whilst patients rapidly lost theirs as they were 
denied any opportunity to manage their mealtimes in their usual way. 

Bourdieu (1984: 101) brings together his three concepts in a perceived interaction 

which he expresses as [(habitus) (capital)] + field = practice. Reflection on this 

research indicates that staff retain their habitus whilst patients tend to lose theirs. 

Staff have a greater share of capital. It is clear that any struggle for capital is an 

unequal one and that staff effectively maintain dominance in virtually every 

respect. This dominance allowed staff to routinely occupy higher social positions 

within the field. These factors, in combination, undoubtedly influence the practice, 

of everyday life on the wards. This idea is acknowledged by Sidenvall (1999: 321) 

who suggests that it allows for the development of a 'special institutional culture' 

in which staff have a leading position and patients are subordinated. It is argued 

by Parker (2005) that this situation is perpetuated as the system is internalised 

by individuals, this is then reflected back on the world. 

Whilst Bourdieu (1977) provides a useful tool to analyse some of the factors that 

influence the way in which care is delivered to people with dementia in acute 

hospitals it does not acknowledge the possibility of change or challenge to the 

current position (Morgan 1999). Parker (2005) argues cogently that Bourdieu's 

model does not account for the paradigm shift that has occurred in dementia care 

over the last two decades. It could be argued that whilst there has been a shift in 
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thinking from a biomedical to a psychosocial person-centred base, there has not 
been a parallel shift in action. Key points from this study that have been identified 
using Bourdieu's model are that: 

* Staff appear to be 'switched off', often working in an automatic, 'non- 

thinking' mode. 

9 There is little evidence that staff view patients as individuals with their own 

unique lifeworlds. 

9 The power relationships between patients and staff are weighted heavily 

in favour of staff. 
e The habitus is deeply ingrained with new staff rapidly being socialised into 

the cultural norms, this reflects Sidenvall's (1999: 321) 'special institutional 

culture'. 
e Staff tend not to question the way in which they deliver care accepting 

instead that it is 'the way things are' (Jenkins 2002: 70). 

* Staff, on the whole, appear to have little empathy with patients with 

dementia 

This analysis supports the concept that the paradigm shift from 'old culture' to 

I new culture' care has yet to occur in practice. Analysis suggests that education 

alone is unlikely to effect a real change in practice. The current state of what is 

I going on' in practice indicates that there is a need to consider approaches to 

practice development that will engage staff on an emotional level. This will 

enable them to examine their own beliefs and behaviour and how this impacts on 

the people with dementia for whom they are providing care. To an extent, this 

idea is supported by Parker (2005: 261) who asserts that there is a need for 

'training at a deep and reflective level in which the new culture of dementia care 

becomes part of daily practice rather than a distant ideal'. it may be argued that 

Parker's reference to training offers a rather narrow approach to development. In 

order to achieve a broad perspective, the value of dissemination, traditional 
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education and practice development are considered as tools to support 
improving practice. 

METHODS OF DEVELOPING PRACTICE 
This section considers using dissemination, traditional education and practice 
development as tools to support improving practice. A review of how the most 
valuable elements of these tools have been amalgamated in a model of practice 
development is provided. Implementation of the initial stages of this model is then 

explored. 

Dissemination 

Dissemination, defined as the spreading of knowledge, is viewed in different 

ways according to the standpoint of the researcher. For academic researchers it 

is likely to be seen as an essential component of their activity, both on a 

professional and institutional level. It may be argued that for practice-based 

researchers dissemination sits much lower on the agenda and may, in reality, 

never occur. Whilst dissemination is recognised as being vital, it may be 

considered that alone it is unlikely to have any real impact on practice. Traditional 

methods of dissemination are particularly limited in their ability to develop 

practice. The fact that dissemination is often seen as an adjunct to the research 

process rather than an integral part of the project (Dahlberg 2006) may limit the 

amount of thought it receives. Traditional dissemination tends to be focused on 

publication in academic journals and therefore ruled not by the research itself but 

more by research tradition (Dahlberg 2006). This can effectively force 

researchers to adjust the research to conform to existing rules to ensure 

acceptance for publication. In qualitative research particularly this can lead to 

heavily edited reports that lose essential meanings. The tendency to write in 

scholarly journals inevitably limits the audience and is likely to make the study 

less accessible to practice-based staff. 
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It is widely accepted that research should be used to influence practice. 
However, as discussed, there remains a chasm between generation of research 
findings and demonstrable changes in clinical practice. As Waddell (2002) notes, 
even the best research frequently remains unused by policy makers and 
practitioners. It is possible to speculate a number of reasons that could explain 
why research is currently having relatively little impact on practice. Current 
methods of dissemination tend to conform to the traditional scientific mould. A 
focus on 'science' may be encouraged as this type of work is likely to be 
recognised in the research assessment exercise. The drawback to this type of 
dissemination is that it is liable to attract a largely academic audience (Barnes et 
al 2003) and to reinforce divisions between researchers and practice and action 
(Mullen 2003). It is possible that this focus on scientific aspects of studies is to 
the detriment of communicative concerns (Sells et al 2004, Todres 2004, Willis 
2004). It is suggested that without effective communicative strategies 
researchers will continue to struggle to make any real impact on practice. 

Concerns about the comparative lack of success in communicating the findings 

of qualitative research in such a way that they influence practice led Keen and 
Todres (2006) to review use of non-traditional methods of dissemination. 

The major features of effective dissemination strategies are drawn together by 

Keen and Todres (2006: 9) in an extensive literature review of non-traditional 

methods of dissemination, these include: 

e Tailoring approaches to the audience, in terms of the content, message 

and medium. 
Paying attention to the source of the message. 

Enabling active discussion of research findings (Nutley et al 2002, Walter 

et al 2003). 
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1-4 

It is very evident how these strategies contrast with the aims of traditional 
dissemination. Keen and Todres (2006) suggest that using a range of 
interventions offers the best chance of promoting changes in behaviour. 

Literature indicates that there is a slow but steady increase in innovative methods 
of disseminating qualitative research that are intended to support practice 
development. Keen and Todres (2006) have identified a wide range of methods 
of dissemination, two of these that appear particularly pertinent to this study will 
be examined in more detail. These non-traditional approaches have been 

selected predominantly for their resonance with the ethnography and narrative 
research methods that have been used in this study. Central tenets of 
ethnography and narrative research include the concepts that direct, 'thick' 
descriptions of a culture are provided often from the emic, or insider's, 

perspective (Geertz 1973, Fetterman 1998, Holloway and Wheeler 2002). 
Narratives enable the stories of individuals to be told in such a way that meaning 
is given to the thoughts and actions of participants (Polkinghorne 1988). Use of 
these research methods was congruent with my desire to ensure that participants 

with dementia remained central, that their voices were heard in whatever way 

was possible and that I was able to present a fair and authentic account of their 

experience of care in an acute hospital. 

When considering methods of dissemination the above desires remained 

fundamental. I felt that use of research-based theatre and ethnodrama and 

evocative writing and story telling were most likely to support presenting the 

findings of this study in a way that was authentic, engaged an audience and 

could, potentially, lead to demonstrable changes in practice. These approaches 

will be examined and their utility assessed. 

Research Based Theatre and Ethnodrama 

Research-based theatre and ethnodrama are relatively new additions to the 

repertoire of dissemination methods in qualitative inquiry. it is suggested by 
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Denzin (2000) that these approaches appeal to a new generation of researchers 
who have a commitment not just to describe the world but also to change it. At 

present there are only a small number of proponents of research-based drama 
but their enthusiasm for the approach is clear. Turner (1986: 81) implicitly 

supports the value of dramatic performance in describing humankind as 'homo 

performans' suggesting that the natural state of humanity is to perform. A more 
specific call for the use of drama is provided by Denzin (1997: 94) who states that 
'the performance text is the single most powerful way to recover yet interrogate 

the meanings of lived experience'. 

Dramatic performance is described by Kontos and Naglie (2006) as an 

alternative method for translating and disseminating research which provides 

accessible presentations for audiences from a wide range of backgrounds. 

Although there are some indications that dramatic performance is being used to 

disseminate research findings and change practice, it is evident that progress 

remains slow with Gray et al (2000) reporting that only a handful of authors have 

attempted to present research thorough drama. 

Two influential drama projects that have been extensively reported in the 

literature are the works 'Handle with Care? Living with Metastatic Breast Cancer' 

(Sinding et al 2002) and 'No Big Deal' a production about men living with prostate 

cancer (Gray 2003). 'Handle with Care7was developed from qualitative 

research findings. In this production people with metastatic breast cancer worked 

alongside a theatre company, from script writing to performance, to produce a 

drama that aimed to best represent the perspectives of participants in the study. 

It is reported by Gray et al (2000) that the theatre company found working so 

closely with people with metastatic disease was effective in limiting their use of 

artistic licence. This, arguably, would ensure that the production remained 

grounded in the lifeworld of the research participants. The production was 

intended to entertain and engage the audience rather than merely informing 

them. It was staged on over one hundred and fifty occasions (Gray et al 2001) to 
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a variety of audiences and was deemed to be extremely popular with a health 

care practitioner audience of whom one hundred percent stated that they had 

enjoyed or strongly enjoyed the performance and ninety-three percent suggested 
that it was useful in terms of thinking about their clinical practice (Gray et al 
2000). 

'No Big Deal', a production about living with prostate cancer (Gray 2003), drew 

on a range of quotations from original research interview scripts to devise a 

series of vignettes that illustrated issues that had emerged from the study. In 

contrast to 'Handle with Care' the participants in the research that underpinned 
'No Big Deal' were not able or prepared to go on stage. They were, however, 

instrumental in script development. Gray (2003) acknowledges the poignancy of 
having people with disease on stage but he surmises that their absence did not 
detract from the power of the performance. This drama was performed to a 

range of audiences including health care staff, patients and the public. 

Gray et al (2003) studied a group of twenty-six health care professionals who 

attended a performance of 'No Big Deal', interviewing them pre-performance and 

at two weeks and six months post-performance. Findings of this research lend 

weight to the idea that drama may be an effective tool for dissemination. Most of 

the participants felt that the content was accurate and reflected elements of their 

own practice. They spoke of the humanising effect of engaging with patients' 

lives on stage and the impact that this had on reducing the usual gap that exists 

between health staff and patients. It was suggested that this allowed them to 

develop insight into and empathy with the situations being experienced. 

Participants recognised that the drama had exposed them to a visceral encounter 

with patients' emotions. Gray et al (2003) state that the predominant finding from 

this study was the depth of intimacy and engagement with patients that was 

made possible through the medium of drama. These authors are realistic about 

limitations of this research as all the participants were volunteers and therefore 

likely to be more positive and open about the value of research-based drama. 

206 



Gray et al (2003) are clear that drama is not a panacea and propose that to be 
used effectively the quality of the production must be assured, content must 
realistically reflect the lifeworlds of patients and staff and the style of presentation 
must be suited to content and health care context. 

Ethnodrama as a distinct style of research-based drama has been pioneered by 
Mienczakowski. Ethnodrama is described by Mienczakowski (2001: 468) as being 

about the 'present moment'; it is about giving the text back to the readers and 
recognises that we are all co-performers in each others' lives. Mienczakowski 

has produced a number of ethnodramas which have involved people who are 
traditionally disadvantaged in health care systems. 'Synching Out Loud: a 
Journey into Illness'was compiled from data gathered from people who had 

experienced psychosis. Original data from this study was reworked and 
fictionalised to produce a script for the drama (Mienczakowski 1995). Informants 

were included in the process of script development to ensure validity. Further 

validation was secured through informant group readings and preview 

performances. 'Synching Out Loud' was interpreted on stage by students of 
theatre and nursing. This production was followed by'Busting: the Challenge of 
the Drought Spirit' (Mienczakowski and Morgan 1993). The project began in an 

urban detoxification unit. Emphasis in this production was on the use of adapted 

verbatim narrative. This choice was made in respect for the informants desire 

that their actual words should be heard by the audience. Content of the script 

was agreed by the informants prior to performance and the script was available 

to the audience following performance. 

Both these works were intended to be a type of public voice ethnography that 

had both emancipatory and educational value (Mienczakowski 1995). This author 

used extensive validation processes to create a sense of vraisemblance, that is 

the quality of seeming to be true or likely, (Todorov 1968: cited Mienczakowski 

1995). Mienczakowski places great emphasis on blurring the boundaries 

between policy makers, health care staff, services users and the general public. 
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Following performances the audience were invited to contribute to a debriefing 
session in which ideas were discussed, interpreted and individuals were given 
the opportunity to respond to the presentation (Mienczakowski 2000). These 
types of performances are described by Mienczakowski et al (1996) as 
confrontational theatre in that they seek to bring about moments of catharsis in 

audience members. It is reported that during some performances 'audience 

members were frequently reduced to tears' (Mienczakowski et al 1996: 443). 

A different concept of drama is embraced by Keady and Williams (2007) in their 
description of co-constructed inquiry. This research approach is built in three 

stages: building the set, performing the production and bringing down the curtain. 
Keady and Williams (2007) suggest that this approach allows the gap between 

researcher and participants to be bridged. It gives people, particularly those with 
long term conditions, an opportunity to present their subjective experience 
through a life-story script, a personal theory and ultimately a collective theory. 

This approach supports a genuine research partnership with people with long 

term conditions (Keady and Williams 2007). The utility of this method is illustrated 

in a single case study of a person with dementia (Keady et al 2007). This paper 

demonstrates how one individual worked with a clinical nurse specialist to co- 

construct her experience of living with dementia. The individual's life story proved 

to be a powerful influence in supporting her coping strategies. This suggests that 

co-construction may have implications for future research and practice. 

This brief review of research-based theatre and ethnodrama indicates that these 

approaches have clear merit as non-traditional methods of disseminating 

qualitative research. These are summarised below: 

* Descriptions provided by those that have used the method in practice 

suggest that it is a powerful and evocative tool. 

It may enable audiences to reflect on their own beliefs and possibly 

encourage health care practitioners to reflect on their practice. 
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It may be more accessible to a wider range of audiences. 
It may encourage the sharing of experiences between lay and professional 
people thus increasing understanding. 

9 It appears to be an effective way of engaging with large numbers Of 
people. 

e It can engage the audience on an emotional level allowing an unusual 
depth of intimacy and engagement with patients. 

However, there are some drawbacks to this method when applied to this study: 

* Participants in this study would have little or no chance of validating the 

scripts due to their advanced dementia. 

9 The capacity of participants in this study to engage in co-constructed 
inquiry is limited due to their severe dementia and physical illness. 

Exceptionally skilled script writing would be required. 

9 The skill required for actors to portray people with dementia would be 

considerable. 

e Financial outlay for this type of performance would be enormous and 
funding for unorthodox approaches is likely to be difficult to secure. 

* The ethical basis of asking an audience to contribute to refinement of the 

script is dubious and may detract from the contributions that were given by 

original participants with such effort. 

* There is a lack of evidence that this method of dissemination leads to real 

changes in practice. 

Use of research-based theatre and ethnodrama remains a minority form of 

dissemination in health care. A major advantage of using such techniques in 

practice development is the ability of this medium to truly engage staff on an 

emotional level and enable them to reflect on the care that they deliver from a 

new perspective and thus potentially change their practice. Practical difficulties in 

using drama as a method of dissemination for this study have been identified. 
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However, preliminary studies provide some evidence that it may be a powerful 
and evocative tool. 

Evocative Writing and Story Telling 

Story-telling has a long history of being a powerful tool in communication (Koch 
1998). The value of stories is succinctly listed by Serrant-Green (2006) who 
suggests that they have a capacity to influence our future action, the ability to 
impact on our views of the world and the potential to encourage us to review and 
reflect on ourselves and others. Similar claims are made by Olofsson and 
Norberg (2001) who suggest that narrative can inform us about past actions and 
also help us to understand the meanings of such actions. This idea is echoed by 
Viney and Bousfield (1991) who cite the value of narrative as allowing people to 

create meaning in events. Serrant-Green (2006) proposes that a particularly 

valuable attribute of narrative is that it may facilitate access to the experiences of 

people that are often marginalised, overlooked, and 'silenced' in a discriminatory 

society. This concept is reinforced by Dean (1995) and Turton (1997). It is 

suggested by Sedney et al (1994) and Heiney (1995) that story telling may be 

therapeutic. Van der Staay (1994) claims that stories can inform social policy 

whilst Gabriel (1995) and Yanow (1995) state that stories can be used to support 

change in an organisation. 

Despite this long history, the concepts of evocative writing and story telling are 

relatively new in health care research. Although these approaches are now well 

accepted and increasingly visible in social science (Lieblich et al 1998, Denzin 

2001) the term story telling was first added to the Cumulated Index of Nursing 

and Allied Health Literature in 1997. Story telling and narrative as terms are 

defined by Frid et al (2000) who describe story telling as a repeated rendition of a 

story by someone other than the narrator. It is suggested by Barnhart (1988) that 

entertainment is an integral part of the definition of storytelling. Frid et al (2000) 

define a narrative as an account of events as experienced by the narrator. 

Regardless of these differences, the terms story and narrative have largely been 
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used interchangeably and synonymously in nursing work (Fagermoen 1997, 
Rittman et al 1997). In light of the lack of agreed definitions the tradition of 
flexible usage is followed in this chapter. 

Bailey and Tilley (2002) suggest that stories in the health care context can move 
understanding beyond the biophysical domain. It is clear that the use of story 
telling and narratives is gaining support in health care research. However the 

way in which it is undertaken remains vaguely defined, as Coffey and Atkinson 

(1996: 80) suggest 'there are no formulae or recipes for the "best" way to analyse 
the stories we elicit and collect'. Equally this sentiment may be applied to the way 
in which stories are presented and disseminated. Key proponents of story telling 

include Ellis and Bochner (2006). These authors debate the relative merits of 

realist and auto-ethnography. Although it is recognised that my study fits more 

closely with the realist genre, some of the attributes of auto-ethnography are 

absolutely congruent with my beliefs about dissemination. Ellis and Bochner 

(2006: 431) argue that a realist ethnography can reduce the reader to being a 
'detached spectator' who may become 'only a head, cut off from body and 

emotions'. They suggest that auto-ethnography strives to get the reader 'to care, 

to feel, to empathise and to do something, to act' (Ellis and Bochner 2006: 433). 

This aim accurately reflects what I am trying to achieve in disseminating this 

work. Efforts of other researchers using narratives or story telling approaches 

have yielded variable results, a small range of examples from health and social 

care are critiqued. 

Olofsson and Norberg (2001) undertook a narrative study with the intention of 

understanding the experiences of psychiatric patients, nurses and physicians in 

relation to their own and others' experiences of coercion. These authors drew on 

the work of a range of experts in narrative analysis to shape their work including 

Bruner (1990) and Riessman (1993). Findings that are presented provide some 

insights into the experiences of both patients and practitioners. However the 

paper is largely devoid of any feeling for individuals and their stories. It appears 
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that key aspects of the interviews have been melded into distinct categories that 
bear little relation to the people involved and who are not recognisable in any 
way. It is argued that in narrative analysis confirmation or validation of 
trustworthiness is achieved by making the research process visible (Riessman 
1993, Bailey 1996). Readers should then be able to determine for themselves 
whether they choose to trust the account that is being presented (Riessman 
1993). Ostensibly Olofsson and Norberg (2001) have made their research 
process transparent and they have described their approach in some detail. 
However the final product feels depersonalised and makes it difficult for readers 
to relate to the experiences described. This paper perhaps illustrates the difficulty 
of trying to condense a long and complex study into a word-limited article for a 
scholarly journal. 

A biographic, narrative, interpretive method (Chamberlayne et al 2000, Wengraf 
2001, Jones 2004b) is used by Jones (2006) in his narrative concerning seven 

people from a 'disabled' household. Jones (2006) used a single narrative 
inducing question to enable participants to provide an extensive and 

uninterrupted account of their story. In his analysis Jones interprets the 

narratives of the individuals and presents parts of their stories in a way that 

allows the reader to develop their own understanding of, and empathy with, the 

protagonists. It is clear that this research is not intended to be generalised or 
have theories extrapolated from it. However Jones (2006) makes his contribution 
to knowledge absolutely clear, that it may be care givers, rather than those who 

are cared for who are most in need of emotional care. Narrative presented is 

thought provoking and undoubtedly each reader will make their own 
interpretation of it. Jones (2006: 219) concedes that the work may rouse strong 

emotions in readers and justifies this by stating 'if, by engaging with these stories 

through this particular lens, the reader is disturbed, even inflamed or enraged, 

but subsequently prodded to rethink informal care ... 
from a new perspective, 

then the effort put forth here is justified'. 
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Sells et al (2004) worked with people with severe mental illness to construct their 
personal narratives. Having gathered data, they described their research task as 
trying to organise and synthesise a chaotic collection of fragments of experience 
into a narrative that was coherent yet still maintained the complexity and richness 
of the detail that had been shared. Sells et al (2004) chose to write the stories in 
the first person arguing that using the third person leaves the person open to 

objectification if their story is told by the researcher. These authors suggest that 

using the third person also runs the risk of presenting stories about 'types' rather 
than individuals. Sells et al (2004) question whether the compression of vast 
amounts of data into concise narratives is too neat. They go on to claim 

confidence in the validity of their work as the final version is an amalgamation of 
the interpretations of five qualitative researchers thus providing the equivalent of 
'inter-rater reliability'. This approach to narrative development would be 

challenged by others who believe that a narrative is not an exact record of 
happenings but rather one version of events (Olofsson and Norberg 2001). It 

may be suggested that these researchers were trying to get the stories right. 
However, it is argued by Richardson and St Pierre (2005) that stories cannot be 

9 right' but rather differently contoured and nuanced. Sells et al (2004) suggest 

that validity may be further enhanced by returning the stories to participants. 
They do not report whether this happened in their study. Bailey (1996) suggests 

that member checking in narrative research is of limited value as narratives are 

not static as the meanings of experiences constantly develop. In some respects 

the approach taken by Sells et al (2004) appears contrary to much of the 

literature around story writing and telling. However, the narratives they have 

provided, have a real resonance and allow the reader a glimpse into the 

individual worlds of people with severe mental illness. These authors contend 

that historically this group are associated with unintelligibility or'emptiness'. They 

suggest that this phenomena may reflect the clinicians' lack of empathy and state 

that a research approach that supports empathetic reflection is not only possible 

but an effective method of revelation. 
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As already demonstrated the use of narratives can be an effective method of 
sharing research findings, the particular value of this approach is outlined below: 

9 As humans are natural story tellers, this method may enable them to 
reflect on and understand the meanings of some of their actions. 

9 Evocative writing may convey new understandings of the illness 

experience for individuals. 

9 They may enhance our ability to review and reflect on ourselves and 

others. 

Stories may give voice to people who are traditionally silenced. 
They can crystallise events in a person's life through a particular lens 

(Richardson and St Pierre 2005). 

e They have the potential to help us understand the diverse experiences of 

others and recognise similarities between these experiences and our own 
(Serant-Green 2006). 

This summary provides a clear indication of the value of using narratives as one 

approach to disseminating this research. The concept that narratives allow the 

voices of those traditionally silenced is so pertinent to the people with dementia 

who were involved. The idea that narratives may encourage practitioners to 

understand the experiences of others and reflect on their own behaviour is 

central to achieving a real impact in practice. Using narratives in this work has a 

value in that they preserve 'whole stories' in a form that has a clear relationship 

to the everyday lives of staff and so have the capacity to influence their 

approaches to care. However, the use of story telling and evocative writing 

remains problematic for the following reasons: 

e Stories are interpretive and in turn require interpretation, this may lead to 

some to doubt their credibility (Ayers and Poirer 1996). 

* They may be long stories that are inaccessible to those practitioners to 

whom they would be of most value. 
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If they are to be published in scholarly journals they may have to be 
severely edited to meet the requirements of word limits and this may 
considerably reduce their power and impact. 
In much narrative work there is an implicit assumption that participants will 
have the ability to share their own story. In this study the idea was 
problematic as, although the participants appeared to have some 
semblance of personal narrative intact, their ability to communicate this 

was limited due to their dementia and often superimposed physical illness. 

9 This reduction in personal narrative leads to stories being recounted 
through my lens rather than that of the participants, although this is made 
explicit throughout. 

A great deal of skill is needed to write evocatively. 
There is little evidence that the production of narrative has made any real 
impact on practice. 

It is evident that a non-traditional approach to dissemination is appropriate for 

this study to ensure that it genuinely impacts on practice. The value of research- 
based theatre and ethnodrama and evocative writing and story telling is clear. 
The question to be addressed now is how these methods may be harnessed to 

develop practice in light of the findings of this study. These ideas are expanded 

later in this chapter. 

Education in Dementia Care 
Literature relating to improving dementia care suggests that a common response 

to developing practice is to implement training or education programmes for staff. 

A brief review of health care literature reveals that there has been some progress 

in approaches but these generally remain within traditional educational confines. 

Two types of education that are particularly congruent with this study are 

examined, these are: confluent education and situated learning. A small range of 

educational materials is briefly reviewed. The impact that dementia education 

has on practice is explored. 
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it is suggested by Ortigara and Rapp (2004) that, like dementia care, education 
about dementia has evolved considerably over recent decades. These authors 
state that education about dementia was initially firmly grounded in the medical 
model, teaching was delivered by'experts'and focused on biomedicine. This 

approach was superseded by behavioural models in which staff were taught to 
tailor their care to match the needs of the individual with dementia. Ortigara and 
Rapp (2004) suggest that it was believed that adopting this type of strategy set 
the scene for good dementia care. These authors state that dementia education 
has evolved further during the last few years with a marked shift towards person- 

centred, relation sh i p-based models. Principles that are central to this approach 
include three notions: each person with dementia is an individual with a value in 

their own right; that to provide best care there is a need to nurture relationships 

with individuals, there is a need to develop skills in seeing the world from the 

perspective of the patient. 

Whilst Ortigara and Rapp (2004) write confidently about the evolution of 

education in dementia care there are hints in recent literature that these more 

person-focused approaches have not permeated the thoughts of all education 

providers. A number of recently reported education programmes continue to be 

based on single issues rather than adopting a whole person slant. This approach 

to teaching could be described as situated in the old culture in which people with 

dementia are problematised and seen from a negative mindset. 

Landreville et al (2005) describe a training programme for managing agitation in 

residents in long term care. Training consists of eight hours of didactic teaching 

and eight hours of supervision in practice. The impression given by the authors is 

that the programme focuses entirely on behaviour that is perceived as negative 

and fails to address the needs of individuals from a holistic perspective. A further 

single issue study is reported by Mickus et al (2002) who describe an education 

intervention in which staff are taught techniques for reducing problem behaviour 

during bath time. The flavour of this study is behaviour management as opposed 
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to respect for the person. Martin et al (2004) implemented education about what 
they describe as the highly specialised bathing interventions that are required by 

people with dementia living in nursing homes. Although some elements of 
recognition of individuality were encouraged in this programme, the feeling 

remains of a task that must be performed rather than an activity in which the 
individual's personhood may be respected and even enhanced. 

These studies provide some indication that even quite contemporary education 
has not yet fully embraced the concepts of new culture dementia care (Kitwood 

1997a). Equally, others have recognised the need to provide person-focused, 

relationship-centred education that is tailored to the needs of learners. Alternative 

methods for delivering education have gradually evolved over a number of years. 
In parallel with this change there has been a growing realisation that educating 

staff in isolation will not lead to sustainable improvements in care. It is recognised 
by Lintern et al (2000) and Packer (2000b) that training alone will not change 

practice. Although these thoughts are not fully justified, it would appear from 

observation and experience that they have considerable credence. 

Other authors concur with the idea that training will not produce changes in 

practice. Moniz-Cooke et al (1998) state that whilst education may produce some 

changes initially, staff tend to revert quickly to prior ways of working. In order to 

overcome this issue it is suggested by Lintern et al (2000) that whatever training 

is put in place must be congruent with the aims and objectives of the organisation 

and that managers must be committed to the endeavour. Engagement of 

managers is taken a step further by Mueller-Hergl (2003) who insists that 

managers demonstrate their commitment to cultural change before their staff can 

attend training. 

Requirement for consistency between the beliefs and values of the organisation 

and training that is provided is vital in enabling staff to change practice. Ballard et 

al (2001) argue that when current practice is criticised but no alternatives appear 
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to be available staff are likely to exit education feeling demoralised and deskilled. 
James et al (2003) state that giving learners information that is incompatible with 
the belief systems of the organisation in which they are working can be 
counterproductive. This idea is supported by Mueller-Hergl (2003) who suggests 
that if an organisation is not ready for change there is a likelihood that staff will 
become increasingly disillusioned and leave their employment. 

Current approaches to dementia education appear to be moving from traditional 
didactic methods to a more experiential stance which embraces the needs of 
adult learners. Didactic approaches are rejected by both Innes (2000) and James 

et al (2003) on the grounds that they are highly unlikely to effect real change. 
James et al (2003) also cautions against the tendency of these styles to draw 

attention to problems in staff performance which can negatively impact on the 
learning experience. Use of teaching methods which are specifically aimed at 
adult learners are increasingly advocated. 

An experiential, person centred approach is promoted by Ross (2005). Although 

the aim of the course was to provide staff with an 'arsenal of skills and resources 
to deal with ... challenging and difficult behaviour' (Ross 2005: 41) this perhaps 
belies the trainers' underlying mindset. The value of experiential learning is 

considered to include an increased capacity for the learner to understand the 

person with dementia at a deeper level (Wood 2002, Beckett 2001). It is also 
thought to meet the needs of present day adult learners who are accustomed to 

visual interaction (Kemeny et al 2006) and who may lack confidence in engaging 

with traditional methods of education (Bova and Kroth 2001, Cohen et al 2001). 

Whilst some authors are enthusiastic about the use of experiential learning it may 

be argued that it is extremely difficult to recreate the experience of dementia in 

others. Use of this technique is questioned by Becker (1998) who states that 

unless skilfully facilitated it may create anxiety that limits learning and 

unintentionally supports negative attitudes. 
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Realisation that dispassionate, factual teaching is not advantageous is 
recognised by Bell and Troxel (2003a). These authors explain how education 
being provided to a group of carers in a residential setting had ceased to be 
effective. Participants were bored and appeared to learn little from the sessions. 
The authors chose to implement a more interactive style in which the teaching 
was tangibly linked to the participants' everyday work and in which the 

experiences of residents were seen in the light of them being whole people. The 

aim was to keep the session simple and to ensure that staff left with the intention 

of completing an agreed follow-up activity that would impact on care. The change 
in style is reported to have led to significantly more interactive sessions in which 
the staff were fully engaged. A person-centred approach to education is also 
advocated by Boettcher et al (2004a) who describe a programme which aims to 

enable staff to view patients as human beings rather than as objects for whom 
tasks need to be completed. 

There are two approaches to education that are, as yet, virtually unconsidered in 

relation to dementia, confluent education and situated learning. These methods 

appear to be particularly valuable in terms of being allied to the research 

methods used in this study and in supporting achievement of the desired 

outcomes. 

Confluent Education 

Use of confluent education in teaching staff about the care of people with 

dementia is not yet documented but the philosophy of this method matches 

closely the aims of enabling staff to deliver better care. Confluent education is an 

approach that deliberately integrates affective and cognitive learning. It is 

described by Francke and Erkens (1994: 384) as a means to 'integration of the 

learning of the head with the learning of the heart'. The fundamental concept in 

confluent education is that it is about teaching the person rather than the subject 

matter (Brown 1990). It involves the structured integration of learners' thinking, 

feeling and actions throughout the process of education (Shapiro 1975 cited 
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Misch and Peroquin 2005). This approach embraces the concept that empathy is 
a vital part of high quality patient care. 

Published reports on the use of confluent education in health care are extremely 
rare. One article by Misch and Peloquin (2005) describes its use in the education 
of physical therapy students to enable them to develop empathy with their clients. 
Although this paper is inconclusive about the effect that confluent education had 

on students it does provide a clearly reasoned rationale which would suggest that 

such an approach should work. Misch and Peloquin (2005: 45) outline the 

essential features of confluent education as including: 

A context or climate of two-way openness to learning. 

Awareness of the self as a legitimate object of learning. 

Subject matter that is closely related to the significant personal needs 

and feelings of learners. 

9 Experience-based learning. 

e Awareness and intention to develop convergent cognitive processes 

integrated with other learning. 

e Encouragement of the expression of feelings by both student and 

teacher. 

9 The use of feedback to refine and develop learning. 

* Encouragement of diverse and imaginative thinking. 

4p Resubjectivisation of meanings. 

It is clear that these essential features have much in common with the overall 

aims of this study in that the intention of confluent education is to engage 

learners on an emotional and intellectual level thereby enabling them to 

reconsider their own relationships and interactions with service users. 
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Situated Learning 

Another educational philosophy which is particularly allied to the aims of this 
study is that of situated learning. The concept of situated learning emanated from 
the work of Lave and Wenger (1991: 11) who suggested that 'human minds 
develop in social situations'. These authors propose that all learning is contextual 
and set within the social and physical environment. Such thoughts had 

considerable resonance with the embedded habitus that was discovered as a 
result of this research. Lave and Wenger (1991) contrasted conventional views of 
learning, which they describe as a process in which students internalise 
knowledge, with social learning which involves the whole person acting in the 

world. It is stated that in social learning the focus is on 'person-in the-world, a 
member of a sociocultural community' (Lave and Wenger 1991: 52). The concept 

of seeing learners as whole people has clear parallels with the aim of enabling 
them to see people with dementia as whole people. In social learning, knowing 

is concerned with activity by specific people in particular circumstances, as 

opposed to the acquisition of facts. 

Principles of situated learning are described by Halse and Hage (2006) as 

encompassing the concepts that knowledge needs to be presented in an 

authentic context and that learning requires social interaction and collaboration. It 

is felt that the notion of authentic context can be interpreted liberally to include 

working alongside peers from practice in addition to learning in the practice 

setting. Situated learning is particularly pertinent to nursing as it recognises that 

becoming proficient in practice involves not only the acquisition of technical skills 

but also the ability to join a culture of practitioners. This idea is supported by 

Beck and Young (2005: 188) who suggest that professional education requires 

the'creation of a professional habitus'which embraces a common moral and 

ethical code and a sense of purpose. 

O'Connor (2007) appears to view situated learning as synonymous with work 

based learning. Despite this oversimplification the author does make some 
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valuable points about this approach. It is suggested by Wenger (2000) that 
learning acquired in practice will be emancipatory, or as stated by Engestrom 
(2001) 'expansive'. O'Connor (2007) cautions that idealist notions of the benefits 

of situated learning should be treated with care. This author wisely notes that 
whilst learning in practice may be a positive experience, equally negative 
practices and behaviours can be transmitted with ease. 

One of the key concepts of situated learning is that of the community of practice. 
Communities of practice are described by Seely Brown and Duguid (1991) as 

groups of people, often from the same organisation, who have a common sense 

of purpose and who have a desire to share their skills and knowledge. Wenger et 

al (2002) state that communities of practice share three distinctive features. They 

have a common goal which brings people together, members have relevant 
knowledge and act as a social entity and they share resources of the community 

as a whole. 

Tolson et al (2005) investigated the value of a community of practice through 

setting up a virtual community of gerontological nurses in Scotland. These 

authors describe some of the technological issues associated with the project. 

Despite these issues, the nurses involved felt that the opportunity to 

communicate and share knowledge with likerninded colleagues across the 

country had been valuable in terms of enhancing their ability to describe their 

unique contribution to nursing and thus their ability to raise the profile of 

gerontological nursing as a speciality in its own right. Tolson et al (2005) 

concluded that the formation of a community of practice was of particular value in 

that it allowed nurses to share their expertise. It also encouraged recognition of 

strategies that had been ineffective in improving practice and so prevented them 

being replicated in other areas. This allowed more time to implement changes 

that might work. These findings concur with Wenger's (2003) assertion that 

membership of a community of practice can empower members, strengthen 

professional identity and enable clearer status to be identified. Benefits outlined 
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are highly relevant to some of the goals of this project in that there is a real need 
for the nurses to recognise the value of the care they provide to patients and to 
become accustomed to sharing their knowledge and skills. 

Whilst definitions of situated learning vary from one author, to another there are 
common traits that suggest that it is appropriate for this practice development. 
These include: 

e Learners being viewed as a whole person, a concept that is congruent 
with the notion of personhood in dementia care. 
Recognition that learning is contextual and embedded in the world. 
A community of practice can be a powerful forum through which 

practitioners can share knowledge and become empowered in their 

practice. 

Educational Materials 

A brief review of the educational material available suggests that some continue 
to adhere mainly to the old culture of care. Several practical guides still depict 

people with dementia as damaged or incomplete although, as Ashworth and 
Ashworth (2003) suggest, the language used tends to be more polite. This 

negative concept can also be seen in a web-based teaching package that is 

currently under development. The Elderworld (2006) CID ROMs portray images of 

people with dementia that focus far more on disability than retained abilities. 

Resources that emanate from the new culture, whilst hugely valuable, tend to be 

slightly esoteric and of limited value to those delivering care. Dewing (2004) 

reviewed a number of models of person-centred care and suggests that, to be of 

use, these models need to be translated into everyday language. Dewing points 

to the need to find creative ways to move from the position where staff see 

person-centred care as a luxury, or something that they have never encountered 

to a way of working that can actually be implemented in practice. This idea 
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perhaps lends weight to Packer's (2000a) statement that there is a growing body 
of evidence that training, whilst valuable, is not enough to change practice. 

The Impact of Education on Practice 
It is evident that a range of approaches to educating staff about the care of 
patients with dementia continue to be used. The extent to which these are 
effectively evaluated varies. Review of a small sample of studies indicates that 
evaluation has tended to concentrate on the participants' views of courses, self- 
reported changes in practice or intention to change practice. Ross (2005) reports 
on an educational course provided to nursing home staff, students and 
volunteers all of whom were involved in the care of people with dementia. 
Following the course, participants were asked if they would change the way they 
worked, affirmative answers were provided by 57%, 89% and 100% respectively. 
It is notable that those who were likely to provide the highest level of care for the 
most severely affected individuals were least likely to consider changing their 
practice. Lockyer et al (2005) described a course about dementia that was 
delivered to several groups numbering 932 physicians; the course embraced a 
range of teaching methods. Effectiveness of the education was judged primarily 
using commitment to change statements in which attendees stated their intention 
to change. These were supported by impact statements in which participants 
were invited to report self-perceived changes to their own practice. The study 
reports positive outcomes, however these are based purely on personal opinions. 
Other authors have attempted more objective measures. Bourgeois et al (2004) 

presented a communication skills programme to a group of non-registered staff - 
Evaluation was based on three observation periods, each of which lasted for five 

minutes pre and post training and at follow up. Improvements in communication 
between staff and residents are reported. It may be argued that a five minute 

snapshot is an extremely short time in which to judge communication. Equally it 

is suggested that the measure of what constitutes effective skills such as 

announcing care when entering the residents room, addressing the resident by 
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name and waiting for five seconds before giving physical help could not be 
considered to be aspiring to truly person-centred care. 

Although education clearly has a place in improving care given to people with 
dementia a number of pitfalls remain. In particular, literature remains equivocal 
about the most effective ways of delivering training to a group of staff who may 
have widely varying backgrounds and skills. Content of education is not yet 
agreed with some educators focusing on specific tasks or behaviours whilst 
others concentrate on promoting person-centred approaches. It is suggested that 
there is a need to move on a step from person-centred education to approaches 
that enable practitioners to develop genuine empathy with the people with 
dementia for whom they are caring. Whilst person-centred approaches are 

creditable it may be argued that they still do not engage staff on the emotional 
level that has been discussed in relation to the use of non-traditional methods of 
dissemination. It is suggested that unless teaching touches the emotions of 
learners they will continue to be able to exit education without any commitment to 

changing the care that they provide. Two relatively unused models of education 

are proposed as having the potential to engage staff on an emotional level. 

These models both appear plausible in their attempts to educate staff in ways 

that are concordant with the desired outcomes of this work. 

It is recognised by several authors that training alone will not change care and 

that there is a need for organisational commitment to cultural change. Evaluation 

of education remains weak, mostly being based on self reported change rather 

than more objective measures. This brief review of education in dementia care 

indicates that education alone is relatively unlikely to improve care. There is 

therefore a need to consider more holistic approaches to change. This notion led 

to a review of practice development. 
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Practice Development 

Practice development has become a common phrase in health care. It is 
described in broad terms by McSherry and Warr (2006: 57) as an attempt to 
'break free from the chains of medicine, mangerialism and the hierarchy of 
routines' and move towards patient-focused care based on independent, 

accountable and autonomous decision making and practice. The exact nature of 
the concept remains poorly articulated (Unsworth 2000, Carradice and Round 
2004). Kitson (1994) describes practice development as 'a system whereby 
identified or appointed change agents work with staff to help them introduce a 
new activity or practice ... the introduction of the development ought to be 

systematic and be carefully evaluated to ensure that the new practice has 

achieved the improvements intended'. Kitson's concept of practice development 

can be challenged on two counts. Firstly, the extent to which practice 
development is truly systematic is debateable. Secondly, the definition implies 

that the change agent is an external figure thus giving the impression that 

practice development is 'done to' practitioners. This issue arises again in the 

work of McSherry and Warr (2006) who argue that, given that practice is now so 
busy and stressful, it is essential that named practice developers are introduced 

if organisations and teams are to be successful in modernising. It is not clear 

whether these authors envisage the appointment of an external practice 
developer or whether they are suggesting that a named person within the 

existing team is given specific responsibility for practice development. If it is the 

former this is likely to have a significant impact on the team's sense of ownership 

of any development work. 

It is suggested by McCormack et al (1999) that practice development is often 

poorly regarded in health care, this may be because the outcomes of such 

activity are less amenable to measurement than other advances. This thought is 

echoed by Page (1998) who argues that the reputation of practice development 

suffers as it is less easy to categorise than other activities such as audit or 

research. McCormack et al (1999) state that, in contrast to many linear 
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approaches to change management, practice development is 'messy'. This idea 
is supported by Bell and Proctor (1998) and Walsh (2000) who describe the 
process of practice development as complex and dynamic. A lack of absolute 
definition brings about some problems when trying to assess the impact of 
practice development activities. Clark and Proctor (1999) report on a 
collaborative practice-based research project that evolved over time as the work 
progressed. These authors suggest that this evolution made the project 
intangible. This type of flexibility may result in it being difficult to demonstrate 

exactly what has been achieved. 

A number of authors have attempted to offer more clarity in practice 
development. Unsworth (2000) worked with a group of nine practitioners involved 

in practice development to produce a concept analysis of the term. This group 

articulated four critical attributes of practice development: it should lead to new 

ways of working which result in direct and measurable improvements in service; 
development should be based on specific patient need; services that are 

developed should be effective and should contribute to the maintenance or 

expansion of business. It could be argued that these attributes, whilst valuable, 

may be more appealing to managers than to practitioners and patients. 

An alternative view of practice development is offered by Page and Hamer 

(2002) who suggest that it is situated at the interface of quality improvement, 

evidence-based practice and creativity and innovation. Emphasis in this model is 

on development occurring within the practice domain, the focus being on patients 

and an acknowledgement of the messiness and complexity of practice. This 

vision of practice development moves towards the definitions provided by Mallet 

(1997: 38) who describes it as 'the advancement of patient-focused care' and 

McCormack et al (1999: 256) who state that practice development is 'a 

continuous process of improvement towards person centred care'. Centrality of 

person-focused care is reiterated by McSherry and Driscoll (2004) who suggest 
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that the real value of practice development is its holistic approach and powerful 
drive to improve health care using the lived experiences of patients. 

In order to produce a change in practice McCormack et al (1999) argue that a 
range of cultural values need to be considered. These authors suggest that there 
is a need to understand the context and culture of the organisation, there should 
be a commitment to user involvement, a desire for clinical and cost effectiveness, 

a culture that supports team development and that practice development should 
be practitioner owned. In a study of nurses' perceptions of practice development 

Garbett and McCormack (2001) found that the term was frequently associated 

with roles and people. People in these roles tended to be seen as 'extras'with a 
development remit which the nurses implied was quite separate to their own 

work. Approximately half the respondents in this small study viewed practice 
development as being synonymous with training and course attendance. Cultural 

change was rarely considered as a concept. 

A brief review of practice development confirms that the term remains relatively 

poorly defined. In summarising practice development McSherry and Warr (2006) 

suggest that it embraces engagement, empowerment, enlightenment, evaluation 

and evolution. Literature broadly concurs with these ideas and provides a range 

of key elements that are central to practice development: 

e Practice development is intended to improve person-focused care (Page 

and Hamer 2002, McCormack and Garbett 2003, McSherry and Driscoll 

2004). 

* Links between practice development and education are strong through 

much of the literature but education does not automatically produce 

improvements in practice (Unsworth 2000). 

Practice development should be practitioner-owned and should empower 

practitioners to instigate change (Page and Hamer 2002, McSherry and 

Warr 2006). 
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* Practice development is 'messy' (McCormack et al 1999, Walsh 2000). 
To be effective practice development needs to bring about cultural change 
(Katzenbach and Smith 1998, McCormack et al 1999). 

* Methods of evaluation should be considered and agreed. 

On reflection the process of practice development looks extremely daunting, 

particularly when related to the complex and challenging arena of dementia care 
in acute hospitals. It is evident that a range of strategies would be needed to 

produce any real change in practice. 

A range of issues have been covered so far in this chapter. The practice arena 
has been analysed to elucidate what is currently'going on'. It is recognised that 

research findings need to be used to influence practice. The fact that non- 
traditional methods of dissemination may offer a new and potentially more 

appropriate method of engaging with those caring for patients with dementia is 

explored. Use of research-based theatre and ethnodrama, and story telling and 

evocative writing have been investigated and their value and limitations 

identified. Educational approaches to changing practice are investigated, 

including the use of confluent education and situated learning which, to date, 

have been little reported in health care. Practice development as a notion is 

explored. 

Conclusions that have been drawn so far are: 

* Findings of this study need to be disseminated. 

e Non-traditional methods of dissemination are appropriate with research 

based drama and story telling being particularly congruent with the 

research methods used in this study. 

* Traditional approaches to education are unlikely to be helpful although 

some more innovative models may have value. 
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e Any practice development activity needs to adopt a non-critical stance and 
should be practitioner-owned. 
Practice development needs to be based in the real world of practitioners 
so that it remains contextually grounded and 'real' to them. 
It should enable staff to realise their capacity to change practice 
The practice development should enable practitioners to develop or 
rekindle empathy. 
Methods of evaluating practice development should be agreed. 

It is evident that in order to bring about a real change in practice there is a need 
to address the issues from several perspectives. There are a number of key 

strands that are essential if sustained practice development is to be achieved, 
these include: 

e Raising the profile of the care of older people with dementia at national 
level. 

9 Raising the profile of the care of these patients at the level of individual 

acute Trusts. 

* Supporting ward leaders to develop cultures in which the concepts of 

person-centred care are extended to staff and patients alike. 

9 Facilitating change in practitioners who deliver direct care. 

The challenge is to find ways in which at least some of these ideas may be 

enacted in practice within the time and financial constraints that are in place. 

There is also a need to make recommendations for more far reaching research 

and practice development. Attempting to improve dementia care in acute 

hospitals is clearly a vast undertaking and unmanageable within the confines of 

this project. There is therefore a need to consider development from a realistic 

perspective, the initial project will focus on one older peoples unit providing acute 

care for people who also have dementia. Work will concentrate on beginning to 

change the practice of the staff who deliver most direct care to this patient group. 
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In addition to this major strand, consideration will be given to engaging managers 
in the practice development process. A model of how this may be achieved is 
set out in the following section. 

Model of Practice Development 

This model of practice development has been constructed using some of the key 
features of changing practice that have been highlighted earlier in the chapter. It 
has been designed specifically for one acute hospital, the staff of which have a 
desire to improve the care delivered to people with dementia within the older 
peoples unit. Prior to developing the model I took the opportunity to send the 
General Manager and Matron of the unit a summary report of the research study, 
this included a selection of patient narratives. At a subsequent meeting the 
General Manager had clearly been both moved and disturbed by what she had 

read. She was keen to discuss the narratives and gain greater understanding of 
the experiences of those involved. Matron was less surprised by what she read, 

presumably due to her much greater exposure to day to day practice. The 

narratives obviously had an impact on both readers and they were eager to 

consider ways in which future practice may be improved. The General Manager 

was willing to provide the time and financial resources that were associated with 
this project. One early opportunistic action was for a staff member to attend a five 

day course on dementia care delivered by a national dementia guru. This 

attendance was made possible by an educator from the Alzheimer's Society who 
is closely linked with this project. 

Following the staff member's attendance at this course I had a further meeting 

with Matron to discuss the project in more detail. Matron had received feedback 

about the course and was full of enthusiasm about changes that could be made 

in practice. She informed me that she now knew that people with dementia do 

not like the colour blue; that they like bright colours and that they do not like to 

use white crockery. As a result of these revelations she had decided to 

redecorate parts of the wards in bright colours and buy some coloured plastic 
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picnic plates. At this point I was torn between wanting to be supportive of her 
enthusiasm and desire to do something and a feeling of despair at the lack of 
understanding of respect for individuality and personhood. On reflection I chose 
to try and discover the basis for these ideas. A review of literature, particularly 
the work of Jones et al (2006), shed light on this. Although ideas that Matron had 
discussed were clearly based on evidence, there seemed to be no recognition 
that they were concepts that needed to be considered for individuals rather than 
a simple solution for a complex issue. 

Following our conversation I felt concerned that if Matron believed in such 'quick 
fix' solutions she would find my proposed approach to practice development 

rather slow and esoteric and not in keeping with the instant changes she was 
keen to effect. It is notable that several weeks after our meeting these changes 
had not been mentioned again. 

Matron, the General Manager and I discussed the model, I emphasised the need 
to ensure that staff had ownership of the project and that they were empowered 

and supported to develop practice in their clinical areas. At this stage I felt it was 
important to gain the commitment of the Ward Leaders as they are the group 

who are most likely to influence care at the point of delivery. I arranged a meeting 

with Matron and the Ward Leaders in which we discussed the proposed model of 

practice development and plans for the future. Initially we talked about the 

findings of my research. They had already had an opportunity to read some of 

the narratives and had found them moving and, in places, concerning. I took this 

opportunity to show this group 'Ex Memoria' (Appignanesi 2006), a short IDVID 

portraying the experiences of a person with dementia in residential care. I sought 

their views about the IDVID and the impact they felt it may have on more junior 

staff. 

In discussion Ward Leaders were quick and accurate in identifying deficits in the 

care they had viewed. When I asked if there were similarities between the IDVID 
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and the care on their wards they became more circumspect and clearly found 
this a challenging question to answer. Initially there was a slight feeling of 
defensiveness. However, on further discussion Ward Leaders began to identify 
some areas of commonality. They talked about the rigidity of the routine in which 
they work and the need to balance organisational requirements with 
individualised care and the need to consider all patients not only those with 
dementia. These issues are congruent with those highlighted by Archibald (2003) 
in which organisational requirements often take precedence over individual 

needs. 

Ward Leaders recognised that care was not always to the standard they 

expected. I asked them about the impact they felt that'Ex Memoria'would have 

on more junior staff. Their initial response was 'quite shocked / think'. They then 

suggested that they would think 'no, we're not that bad, yes it does tell us some 

of the things we don't do well enough'. At this stage we talked again about some 

good practice that I had observed and the ways in which this could be 

distinguished and shared with colleagues. We went on to discuss the proposed 

model of practice development. Ward Leaders agreed that they would be open to 

some support but they were keen to utilise existing expertise and maintain 

ownership of the project. I assured them that these were also the aims of myself 

and my colleague from the Alzheimer's Society. 

We discussed what the Ward Leaders would like to achieve from this practice 

development project, their ideas included: 

eI changing people's perceptions really.. that's what we can do. ' 

9 'consider how frightened they might be ... and that's what we're not 

picking up on 
Y. 

i trying to listen, what are they actuall saying ... what are they trying to 

say'. 
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'when a patient needs to be specialed giving the nurses the opportunity to 
come away from their workload -. just be with that person'. 
'spending time with the patients'. 

e 'one nurse to go to the patient not a whole load of people .... one person 
speaking quietly and calmly'. 

These desired changes in practice are admirable, they demonstrate compassion 
and a real wish to improve care. However they hint at a slightly paternalistic 
mindset of working 'for' rather than 'with' these patients. It may be argued that 
these outcomes fit closely with Ashworth and Ashworth's (2003) description of 
care delivered with kindness but which still ultimately disempowers and 
depersonalises patients. I felt that the Ward Leaders still had some way to go 
until they fully embraced the type of care that respects and nurtures the 

personhood of individuals (Kitwood 1997a). 

Positive outcomes that emerged from this meeting were that the Ward Leaders 

expressed a real commitment to working collaboratively to develop practice. It 

was also clear that they were willing for themselves and their staff to engage and 
develop on an emotional and cognitive level rather than simply seeking 'quick fix' 

solutions. As a result of this meeting we agreed that to ensure that staff were fully 

involved in the project, each of the wards would be invited to nominate two 

members of staff who had expressed a special interest in dementia care. 

Nominations were invited from all occupational groups, all those received were 

from nursing staff from a range of grades. The course was over-subscribed but a 

decision was made to expand numbers slightly to accommodate most nominees. 

Nominated nurses were designated as 'dementia champions' and agreed to be 

the leads for the project in their areas of practice. It was also agreed that an 

external facilitator from the Alzheimer's Society would be involved in the design, 

implementation and evaluation of the project. 
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A proposed model of practice development was designed and agreed with the 
General Manager, Matron and a facilitator from the Alzheimer's Society (figure 

3). 
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Enlightenment for 
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Figure 3: Model of Practice Development 
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Development of this model is explained below as are the ways in which it has, or 
will be, applied in practice. As has already been recognised, this project is a 
major undertaking that will require commitment, time and resources if it is to be 
successful. As discussed one of the first actions when designing the model was 
to ensure that the General Manager, Matron and Ward Leaders were supportive 
of the development; their commitment was readily secured. I felt at this stage that 
the work of convincing more junior staff of the value of this project would be 
considerably more challenging. 

As identified in chapter three, staff involved in this study appeared to view 
themselves as the poor relations within the organisation as a whole. It is well 
recognised that the care of older people is rarely seen as a prestigious speciality 
in which to work. The research showed that staff were quick to devalue 

themselves both in relation to others in the organisation and in terms of the value 
they attached to their own contributions to care. They were working in a habitus 

which was institutionally focused and in which they did not question practice. It is 

hoped that the investment that is being made in this project may help to raise the 

profile of dementia care and allow staff to develop expertise that is recognised 

and valued both by themselves and by others at a wider level. 

It is accepted that facilitation of change is likely to be a complex and challenging 

undertaking. In the first instance it is suggested by Binnie and Titchen (1999) that 

there is a need to win the 'hearts and minds' of individuals. Ways in which this 

has been achieved will become clear as the stages of the model are examined. 

Binnie and Titchen (1999) acknowledge the necessity of staff being enabled to 

see the need for change and to develop a desire to change. These authors 

recognise that this can be a slow and frustrating process and caution against the 

temptation to force change. Carradice and Round (2004) state that in any 

attempt to produce change there is a need to be realistic about where staff are 

now and to avoid trying to implement exciting and innovative interventions that 

would move staff to the position that you would wish them to occupy. In 
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implementing this project a range of interventions will be used as this is 
considered to be the most effective way of promoting changes in behaviour 
(Keen and Todres 2006). 

These thoughts clarify that any change in practice is inevitably incremental and 
slow. It is suggested that one of the first actions would be to enable practitioners 
to reflect on the current situation. This approach is congruent with emancipatory 
practice development as explained by Manley and McCormack (2003). This style 
of development aims to improve care but it also focuses heavily on empowering 
practitioners to develop services and fosters the development of a 
transformational culture (Manley 2001). One of the outcomes of this approach is 
'action from enlightenment' (Manley and McCormack 2003: 27). Enlightenment is 

a vital factor that is also alluded to by McSherry and Warr (2006). The need for 

enlightenment is clear as many of these practitioners appear to be operating at 

what Clarke and Wilcockson (2001) describe as the competent level with its 

associated defeatist attitude and lack of belief that the status quo can be altered. 
Practitioners at this level have a mindset that is located within existing structures 

and systems of care delivery. It is felt that staff who have expressed a special 

interest in dementia care may be the most receptive to changes intended to 

improve care. 

Appointment of dementia champions who expressed a special interest in 

dementia care is intended to ensure that the people who are going to take this 

work forward have a genuine interest in, and commitment to, development. 

Stages of the practice development model through which champions and staff 

have worked, or will work, are outlined below. At each stage the intention has 

been to embrace the principles of confluent education and situated learning. This 

has been achieved by involving champions in identifying their learning needs, 

acknowledging the situations in which they work, treating learners as whole 

people, people-in-the-world, and hopefully enabling them to return to practice to 

influence the habitus in which they currently exist. 
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Implementation of the model is outlined in this section. As can be seen, the 
process did not follow the expected path. As it became clear that the original 
model was somewhat overambitious and unrealistic, the model was modified as 
development progressed. A draft programme was designed (table 6). 

Workshop 1: 5" September 2007,11.30 - 5pm 
Indicative content 

" Introductions 
" Feedback from research 
0 Ex Memoria 
" What would you like to see change in practice? 
" Identification of learning needs 

Workshop 2: 3rd October 2007,9.30am - 4pm 
Indicative content 

" What is dementia? 
" The experiences of people with dementia 
" Content devised according to identified learning needs 

Workshop 3: 7 th November, 9.30am - 4pm 

Indicative content 
" Reflection on practice since workshop 2 
" Content devised according to feedback from workshop 2 and identified learning needs 

Workshop 4: 281h November 2007,11.30 - 5pm 

Indicative content 
" Reflection on practice since workshop 3 
" Content devised according to feedback from workshop 3 and identified learning needs 
" Evaluation 

Table 6: Draft Dementia Workshop Programme 

The development programme had a particularly inauspicious start. Organisation 

by the Trust was shambolic with the IT systems proving totally inadequate. 

Champions mostly stated that they had been 'sent' on the course; they had not 

received any of the pre-course material and were unclear about why they were 

there. At this stage I was overwhelmed by frustration and disappointment, 

particularly in light of the amount of preparation that had occurred. I felt that this 

start may reflect the level of organisational commitment to the work. Despite 
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these issues the champions, after a slow start, did appear interested and had 

some ideas about how practice could be changed to improve care. 

Stage 1: Enlightenment for Champions: What is Currently'Going On'in 
Practice? Drama and Narrative. 

Stage one of the model involved working alongside champions to enable them to 
develop some insight into what is currently'going on' in practice. The purpose of 
this was to begin to challenge the mindset or habitus of these individuals which, 
as previously stated, is pervasive. Any approach to changing habitus needs to be 

grounded within the experiences of those delivering care. It may be argued that 
the first steps to change need to occur on an emotional level. Practitioners need 
to be enabled to recast individuals with dementia as whole people who deserve 
to be treated with respect and dignity. It is likely that non-traditional methods of 
disseminating the findings of this study would make a positive contribution to this 

aim. 

These thoughts led back to the concept of using research-based drama and 

narrative to share ideas and generate new ways of envisioning practice. Having 

reviewed the work of others in creating dramas it is considered that the input 

required is simply too ambitious for this project. For this reason an alternative 

approach was sought. 

One tool that has been developed by Appignanesi (2006) is a short film entitled 

'Ex Memoria'. This fifteen minute DVID depicts the life of a lady with dementia 

living in a residential home. The film is produced in a way that focuses on this 

individual's view of events. It is intended to encourage viewers to consider what it 

is like to be an older person with dementia rather than dictating what we should 

think or do. Although it is set in a residential home it powerfully illustrates many of 

the depersonalising aspects of the care that were witnessed when observing 

people with dementia in an acute hospital. It may even be considered an 

advantage that the film is set in a residential home rather than an acute hospital 
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as this reduces the risk that staff will interpret the DVD as intending to be critical 
of their current practice. As Ballard et al (2001) note, criticising staff is likely to be 
counter-productive when trying to enable them to improve care. 

Using 'Ex Memoria' is seen very much as a starting point in opening the minds of 
staff about the care that is currently being delivered. This type of thinking was 
certainly evident when the IDVID was shown to Ward Leaders. Producers have 
devised a set of issues that may be raised following viewing; these may 
encourage staff to reflect on what they have seen. If managed skilfully over time 

staff may then be enabled to reflect on how this relates to the care they deliver. 
To add a more acute care focus, the narratives that have been produced as part 
of this study were also shared with the champions. To be most effective they 

were recorded on audio-tape and played to the staff group. They then had the 

opportunity to discuss and reflect on the content and identify how they relate to 

their own experiences. 

The first stage of the model was intended to enable staff to really think about and 

reflect on the habitus which they and the patients currently inhabit. Encouraging 

staff to consider their current practice will inevitably be a slow process in which 
there is a great need to focus on both positive and negative aspects of care. 
Initial sessions using 'Ex Memoria' and the narratives with the dementia 

champions yielded a range of thoughts. Feedback from the DVID and narratives 

was very similar to that of the ward leaders. Champions could recognise 

elements that they considered unacceptable. They talked openly and honestly 

about the difficulties in providing best care. They noted that the organisational 

culture and the pressure of their workload prevented them from being able to 

deliver the quality of care they desired. 
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Stage H: Enlightenment for Ward Staff. - What is Currently 'Going On'in 
Practice? Drama and Narrative. 

At this stage it was intended that champions would return to their clinical areas 
and replicate the sessions using drama and narratives. Champions would have 

received support from senior staff and Matron to deliver these sessions. It was 
anticipated that enabling peers to facilitate these sessions would encourage staff 
to engage with them rather than viewing them merely as an opportunity for senior 
staff to blame them for any deficits in care. During the first session with the 

champions it became very clear that they did not have the confidence or skill to 
take forward this stage of the development. Stage 11 was therefore postponed for 
further review. 

Stage M: Programme Developed with Champions Based on the Principles 

of Confluent Education and Situated Learning 

Having postponed Stage 11 of the development work commenced on Stage 111, a 

programme based on the philosophies of confluent education and situated 

learning. Underpinning tenets of this education were very much on educare 'to 

rear or foster' as opposed to educere 'to lead forth ... ' 
(Williams 1988: 111). The 

intention in devising the programme of education was to empower the champions 

to work as equals with the educators. It was important for the educators to avoid 

taking on the role of 'redeemer' who knows what is best and makes everything 

right (Mueller-Hergl 2003: 9). 

It is recognised that much current dementia education concentrates particularly 

on those delivering care within residential settings rather than in acute care. 

There is also a tendency for education to focus on single issues, such as 

behaviour management, as opposed to embracing a truly holistic, person- 

focused perspective. Initial stages of this project focused on enabling staff to 

become aware of the habitus in which they are working. This initial work also has 

the potential to allow staff to develop greater empathy with patients for whom 
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they are caring. It was intended that the education should follow this approach 
and be firmly based in the real world in which practitioners work and aim to 
develop both cognitive and affective domains. 

In order for education to be confluent and situated it was essential that 
champions and educators worked collaboratively to agree content of the 
education programme. One of the challenges for champions was to work with 
one educator, who was an expert in dementia care but not acute care, to ensure 
that she developed a real and shared understanding of the world in which these 
staff are working. For learning to be meaningful this educator needed to 
comprehend the challenges and issues of caring for people with dementia in an 
acute setting that staff face on a daily basis. To enable communicative action 
educators and champions worked closely together to identify specific learning 

needs that were relevant to care. This approach to education also had the 

advantage of ensuring that it remained grounded in the real world of the learners. 
It was also 'owned' by practitioners and therefore congruent with the principles of 
confluent education and effective practice development. 

Following discussions about the world in which they work champions appeared to 

feel reassured that the education embraced a sense of some of the difficulties 

they encountered providing high quality care to people with dementia. 

Throughout the sessions the educators regularly referred back to issues that had 

been raised by the group and thus enhanced their status as credible practitioners 

who understood real life issues. Champions were asked what they would like to 

learn. As they had received little preparation for the course this proved to be a 

challenging question. Ideas they generated included: 

Stages of dementia 

Understanding the needs of people with dementia and how these may be 

met 
* Types of dementia 
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o Practical steps that can be taken when caring for patients particularly 
when they are exhibiting challenging behaviour. 

Stage IV: 'Owned'Programme of Education for Champions 
Following initial identification of learning needs by champions and educators 
subsequent sessions were planned. In reality sessions evolved over time and 
were adapted in light of experiences and feedback of all involved. A key aspect 
of learning was for champions to recognise their new knowledge and ways of 
thinking and consider how these may be transferred to practice. 

The programme delivered was highly interactive with only brief episodes of 
didactic teaching. Each session included activities that enabled learners to 

consider their attitudes to people with dementia. They also involved a range of 

exercises that were intended to support them in developing, or re-engaging some 

empathy. Champions were able to identify many of the emotions that may be felt 

and were encouraged to relate their thoughts and feelings to practice. Feedback 

from these sessions indicated that they had a powerful impact on individuals. At 

each session the champions shared their experiences in practice. Some had 

tried new strategies for care with good effect and were keen to report on their 

success. This approach effectively utilised the concept of the community of 

practice (Wenger 1998) in which staff were able to freely share knowledge and 

experience. Responses from these sessions were positive; learners reported 

changes in the ways in which they delivered care. There appeared to be a 

beginning of a change of mindset in some champions in which they were more 

able to respect the personhood of individuals. This was demonstrated by 

comments such as: 

I got through to him' 

7 let her do what she wanted, gave her time to take it all in' 
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Champions reported feeling more confident in practice and valued having some 
new strategies to use. They suggested that they had more empathy with patients 
through undertaking various activities. Despite their progress the champions felt 
daunted by the amount of change that they felt needed to happen in practice. 

Stage V. - Champions Return New Learning to Practice and Act as Role 
Models 

As with Stage 11, on reflection Stage V was also too ambitious. It was envisaged 
that as the dementia champions gradually developed expertise and confidence 
they could be supported and encouraged to take their new knowledge and skills 
into practice. In reality this sharing was only possible on a very small scale. It 

was evident that champions would need far more preparation before being ready 
to take on this role. Champions who did manage to share knowledge with 

colleagues reported a great sense of satisfaction that they had successfully 
influenced an improvement in practice, albeit on a micro level. The idea of using 

champions in practice was that it may begin a 'bottom up' change in culture. 
Research suggests that the culture in which staff currently work at both 

organisational and ward levels does little to support them to value themselves or 
the people they are caring for. 

Culture of the ward is critical in enabling staff to deliver person-centred care. It is 

well documented in the literature that it is extremely difficult to provide person- 

centred care in an environment in which this philosophy is not extended to 

patients and staff alike. Malloy and Hadjistavropoulos (2004) suggest that many 

health care settings remain in the bureaucratic-institutional mould and are 

therefore inimical to the development of authentic relationships between patients 

and staff. It may be argued that institutions such as acute hospitals may never be 

able to move totally from this model due to the nature of the service they provide. 

Depersonalisation that can afflict patients in large institutions is also prone to 

impacting on staff who may believe that their individual contributions are negated 

(Menzies Lyth 1988, Kitwood 1997b). It is suggested by Hirschhorn (1997) that 
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for staff to be able to give care based on dignity and respect this must be the 
cultural norm of the workplace. Nolan et al (2002) concur with this thought stating 
that staff who feel well supported and valued contribute to maintaining a positive 
environment of care. The need to work within a positive culture is embraced by 
Packer (2000a) who is clear that in order to develop staff who will provide 
person-centred care these values must also be applied to staff by the 

organisations in which they practice. Investment in champions and the support of 
senior managers may go some way towards changing the culture and cultivate a 
realisation and appreciation of the value of all the individuals involved in care. 

To date the first four stages of the model have been completed. It is 

acknowledged that the original model was too ambitious and optimistic. Focus of 

work has been on one group of dementia champions. Their evaluations of the 

course are almost entirely positive. Some of the personal learning and 

awareness identified in the evaluations indicated that the champions were 
beginning to develop a greater understanding of, and empathy with, patients for 

whom they were providing care (appendix 10). Feedback from champions 

suggests that their mindsets about people with dementia have changed and that 

this has influenced the care they deliver. Whilst these are self-reported changes 

it is evident when talking to the champions that they have gained new and more 

person-centred perspectives of this patient group. 

Development work with the champions appears to have had a positive effect but 

the plan for them to take this back to practice has not been as effective as was 

anticipated. This finding lends weight to the assertion of McSherry and Warr 

(2006) who suggest that in the busy and stressful culture in which we now work it 

is essential to have named practice developers to drive projects forward. On 

reflection and discussion with the management team it has been decided that the 

way forward is twofold: 
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9 To provide follow up workshops for existing champions and to ensure that 
their status as 'experts' is secured 

e To run a further series of workshops to enable a 'critical mass' of staff to 
become engaged with dementia care. 

It is believed that this approach will be most effective in bringing about the type of 
change in organisational culture that is needed to truly reform dementia care. It is 

anticipated that the original champions will be the named practice developers 

given their inherent enthusiasm and ownership of the project. To ensure this 

strategy is effective it will be vital that the champions are fully and consistently 

supported by senior staff within the unit. Evaluations completed by the cohort of 

champions will be used in planning future workshops. There will be follow up 

workshops for the champions, additionally there will be sessions for other staff to 

ensure that a 'critical mass' of staff have an increased knowledge about the 

provision of person-centred dementia care. Subsequent stages of the model will 
be considered once this new undertaking is completed. 

Stage VI: 'Owned' Tools to Support Development Selected and 

Implemented 

One course of action that is frequently used to improve dementia care is the 

adoption of new single strand innovations. Literature reveals several approaches 

that have been used. Three that feature most commonly are appointment of 

nurses with a specialist function who can be used by ward based staff to give 

advice about specific patients (for example Packer 2001 c, Beavis 2007). 

Inevitably use of such experts comes at a significant financial cost. Other areas 

have developed dementia care pathways to guide staff through caring for this 

patient group for example, a collaborative pathway has been developed in 

Cornwall (Cornwall County Council 2007). Such work has major advantages in 

terms of ensuring equity, using best practice and service development (Naidoo 

and Bullock 2001). In addition, it can raise awareness of treatments and service 

that are available. Equally pathways can be seen as a 'one size fits all' option 
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and these can have a depersonalising effect on individuals. A third option that 
has been employed in a number of areas is the use of tools that intend to 
encourage staff to think about the care they deliver and find out more about 
patients in their care. Norman (2003b) produced a poster that highlights some 
important considerations when caring for people with memory problems. This is 
supported by an information gathering sheet which enables staff to gain a more 
person-focused understanding than is usually the case. Regrettably, experience 
indicates that adding more documentation is rarely welcomed by staff delivering 
care, such work tends to be seen as a further burden in an already busy 

schedule. 

On reflection, it may be argued that the model developed for this study has some 
parallels with the emancipatory practice development through life-story work 
described by Keady et al (2005). These authors discuss a model that evolved 
through the integration of constructivist research into emancipatory practice 
development. The model identifies the need to reflect on, modify and transform 

practice. Work is based on a qualitative, longitudinal study using both life-story 

work and constructivist grounded theory. A specialist nurse from a memory clinic 

spent many hours with individuals with a diagnosis of early dementia listening to 

their stories and experiences. These narratives influenced changes in practice 
that were constructed from the service user experience. My goal has been similar 
in my desire has been to take patients' narratives back to staff to enable them to 

reflect on and improve their practice. 

It may be argued that each of the many approaches to improving dementia care 

has a value. It is evident that few of them has been rigorously evaluated. It is 

acknowledged that such evaluation would be exceptionally difficult to achieve. In 

this project perhaps the most important aspect is that any tools that are used 

should be selected and 'owned' by the staff who are going to use them. This 

should ensure the greatest possibility that they will be accepted, shared, piloted 

and evaluated. It is clear that the imposition of such tools would be unhelpful and 
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quickly rejected by staff. The ultimate purpose of the use of any tool would be to 
ensure that staff develop a 'clear and practised way of envisioning the 
personhood of the dementia sufferer' (Ashworth and Ashworth 2003: 185). 

As champions grow in confidence and competence it may be valuable to work 
with them to review some of the innovative practices and tools that have been 

used by others to improve dementia care. Empowering champions to choose 
innovations that are relevant to their practice should increase the chance that 
they are successfully implemented and evaluated in practice as the champions 

will have a greater capacity to sell the ideas to their peers and monitor uptake. 

Stage Vil: Evaluation of Change 

As highlighted previously, evaluation of practice development can be difficult to 

achieve. Whilst this project appears sound and has the support of both managers 
and practitioners there is a need to ensure that such support remains. The 

drawback of much practice development activity is that it lacks absolute goals 

and measurable outcomes. Present systems of health care are heavily outcome 
driven and securing time for practitioners to think and reflect may be challenging 

as the value attached to such activity is inevitably low. This issue has become 

prevalent throughout current education systems. It is noted by Trotman (2006) 

who suggests that schools are now expected to demonstrate their value in terms 

of impact and outcomes, this leaves little space for imaginative education. Van 

Manen (1997) continues the concept of differing approaches to development, his 

thoughts are directed to research but are equally applicable to development. Van 

Manen (1997) argues that those with an interest in inspection and measurement 

are likely to find work that emanates from the human sciences lacks rigour and 

robustness. However this author is clear that rigorous human science can still be 

III soft", "soulful", "subtle" and "sensitive" in its effort to bring the range of 

meanings of life's phenomena to our reflective awareness' (Van Manen 1997-18). 

To ensure that the 'hearts and minds' of managers are truly won there is a need 

to devise and agree methods of evaluation that are realistic but also clearly 
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demonstrate the value of their investment. When elements of the project have 
been evaluated these will be used to guide further advances in practice. 

A small range of evaluation methods have been selected for this work. They are 
based on the need to provide information that is meaningful for those funding the 

project but, perhaps more importantly, are congruent with the ethnographic 

underpinnings of this study and demonstrate observable changes in interactions 

between patients and staff. Evaluation methods to be used include: 

e Formal evaluation of the facilitated component of the project. It is likely 

that this may be of most interest to managers as it will produce relatively 
'hard' data. 

* Staff will be encouraged at each session to reflect on incidents in practice 

involving patients that they feel demonstrate their development of 

expertise or to which they would like to explore alternative approaches. 

Both scenarios would indicate a change in thinking and mindset. 

9 Champions from each ward will be asked to select and undertake a 

dementia related ward based project. Outcomes of each project will be 

evaluated individually. 

Stage Vill: Dissemination 

At this stage it is relatively hard to anticipate how this work will be disseminated. 

However methods will encompass the following philosophy: 

Dissemination is an integral part of this project. This is in keeping with the 

assertion of Gray et al (2000) and Denzin (1997) that researchers have a 

responsibility to ensure that their work makes a difference in the everyday 

world. 
Champions will be encouraged and supported to disseminate their work, 

particularly at local level, thus ensuring that they remain empowered, a 

central tenet of practice development (McSherry and Warr 2006). 
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The work will, at an appropriate stage, be disseminated widely to ensure 
the best possible opportunity for the experiences of older people with 
dementia in acute hospitals to be improved. 

It is notable that informal dissemination has already occurred as I have received 
a request from another group of wards to run a similar programme in their Care 
Group. 

It is evident that this practice development was ambitious in terms of time, 

resources and proposed outcomes. Four stages have been completed in a 
modified form. There are indications that the champions have begun to re-think 
ways in which they envisage these patients. They have self reported changes in 

working practices, although these cannot be corroborated. Ways in which the 

champions have begun to talk about people with dementia supports the view that 

their mindset has genuinely changed. The project has been more difficult than 

anticipated largely due to the logistics of trying to get a group of staff together in 

a suitable venue on a regular basis. It has reinforced that practice development is 

a'messy' undertaking (McCormack et al 1999, Walsh 2000). Equally, it is 

enormously satisfying to think that this research has led to some improvements 

in the care for older people with dementia in one acute hospital. 

CONCLUSION 
This chapter has examined methods of improving care for people with dementia 

in acute hospitals. The 'why' element of ethnographic analysis explored what is 

currently 'going on' in practice. Methods by which this study may be used to 

change practice have been examined these included, dissemination, education 

and practice development. A model of practice development is proposed which 

draws on best practice from dissemination, education and practice development. 

Implementation of the model to date is discussed and future developments 
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addressed. Implications of this model to future practice are investigated further in 

chapter five. 
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CHAPTER FIVE: INTEGRATIVE REVIEW 

INTRODUCTION 

Chapter five integrates the knowledge and learning that have been developed 
through completing the literature review, research study and practice 
development project and to demonstrate how these elements have been 

synthesised to create an integrated whole. It also provides a reflection on my 
personal journey through the doctoral programme. The chapter begins by 

examining the contribution to the body of knowledge made by each of the 

elements. Contributions are drawn together to illustrate how the work as a whole 
has contributed to the knowledge about dementia care in acute hospitals. 
Limitations of the study are identified as are a range of opportunities for further 

research and practice development. Part two of the chapter maps my personal 
journey through the doctoral programme. Extracts from my reflective diary are 

used to illuminate the experience. Issues of reflexivity are discussed as is the 

nature of the professional doctorate and how this supports personal and 

professional growth. 

CONTRIBUTION TO THE BODY OF KNOWLEDGE 
This work makes a potential contribution to the body of knowledge about the care 

of older people with dementia in acute hospitals. The unique feature of this work 

is the way in which each of the components of the study: the literature review, 

research study and practice development have been synthesised to produce a 

tangible impact for staff providing care for this group. One of the major strengths 

of this work has been completing the study as a professional rather than a 

traditional doctorate, because I have been able to produce an innovative and 

holistic practice development project based on a research inquiry that has 

potential to make a genuine impact on practice. There are two powerful threads 

that run through the entire thesis; these are personhood and ethnography, both 

of which have been fundamental to the final outcome. Individual components of 

the study will be explored briefly, acknowledging the contribution that each can 
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make. Ways in which they have been integrated to make real changes in practice 
are discussed; reference is made to the common threads. 

Literature Review 
An extensive, three part, review of the literature formed the initial focus of this 
study. Stage one set person-focused literature within the context of dementia 

research as a whole. It demonstrated a huge rise in dementia research from the 
mid 1990's. It was clear that the vast majority of studies were 'on' rather than 

with' people with dementia. Research predominantly investigated the disease 

process and medication. Studies that explored the views of people with dementia 

were very much in the minority. Phase two identified studies that had actively 
sought the thoughts of this group, forty-four met the inclusion criteria for review. 
As I considered various models for evaluating these papers it became clear that 

many current frameworks, whilst valuable, were not wholly appropriate. I 

therefore devised a set of criteria against which to judge these studies. Using 

these criteria the studies were graded on a scale of one to three with those at 
level one meeting the criteria most closely. Criteria included dementia specific 

areas, and the major factors I considered when reviewing these papers were 

ethics and respect for personhood. It became clear that there was sometimes a 
discrepancy between what was written and what appeared to happen in practice. 
I identified three papers that typified what I was trying to achieve in terms of 

ethical and meaningful research; they had a strong signal (Edwards et al 1998). 

The first review did not fully expose the difference between these papers and 

others. I therefore reviewed them again using a more narrative- based approach. 

This revealed that these researchers, whilst not necessarily writing in detail about 

ethics and personhood, demonstrated an exceptional ability to apply ethical 

principles sensitively and flexibly thus ensuring that the personhood of 

participants was respected. Differences in these papers were subtle and implicit, 

but readily recognisable in view of my desire to follow this path to an ethical and 

meaningful study. In completing the literature review a number of key factors in 

dementia research were identified: 
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Dementia research continues to be dominated by the biomedical model. 
However there is evidence of a growing raft of work that engages 'with' 
this group. 
Work that engages 'with' people tends to focus on those in the early 
stages. There remains a significant gap in work involving people in the 
more advanced stages. 

9 Qualitative research methods are more congruent with person-focused 
dementia research. 

9 Whatever research method is chosen it is imperative that it is applied 
flexibly to meet the needs of individuals. 

* Selection and recruitment processes need to protect participants from 

undue anxiety or coercion. However this needs to be balanced against 
paternalism that may erode the personhood of individuals. 

There is clear evidence that, given the right approach, people with 
dementia are able to communicate their thoughts and feelings. 

The skill, expertise and manner of the researcher are central to the 

credibility of the study. 

e Underlying beliefs of the researcher are as, if not more, important than the 

formulaic application of ethical principles. 

* There are indications that rather than feeling anxious many participants 

enjoy the opportunity to tell their story to an interested listener. 

* There is limited evidence that current research has had a real impact on 

care. 
& There is a need to begin to meta-synthesise findings of qualitative studies 

to ensure they do not go unnoticed in the vastness of this field. 

9 As established methods of evaluating research are not wholly appropriate 

for this specialised area, I have created a dementia specific set of criteria 

(appendix 2). 

255 



Research Study 

The literature review provided a sound basis for planning the research study. 
Study aims included my determination to: 

Enable the voices of people with dementia to be heard 
Produce knowledge that would be used to influence future practice 

e Set the work within the broader social and political context. 

I selected critical ethnography as the research method. As the study progressed I 

realised that this method alone was not going to support achieving the aims of 
the study. I devised a redefined methodology (Rapport et al 2004, Rapport et al 
2005) which combined some of the central features of both ethnographic and 
narrative approaches. Using such a third position is supported by Holloway and 
Todres (2003). My challenge was to integrate these elements in a way that was 

coherent and consistent. The commentary exemplifies how this has been 

achieved in practice and met my goal of ensuring that the voices of the 

participants were heard. 

Use of this redefined methodology was drawn through both data collection and 

analysis. Using narrative interview techniques made it possible for participants to 

tell their stories more fully and from the perspective of their own lifeworld. Use of 

combined approaches in data analysis has effectively combined the presentation 

of a series of patient stories with a commentary providing the ethnographic 'what' 

and 'how'of this study. 

Findings of this study were not wholly unexpected. Many patients painted a bleak 

picture of care they received. One of the major strengths of the work was that it 

clearly demonstrated the extent to which they were able to contribute. Patients 

had mini-mental state examination (Folstein et al 1975) scores ranging from 0-7 

indicating severe dementia; many also had superimposed physical illness. 

Despite this, I developed an approach to observation and conversation in which 
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the patients were enabled to clearly express their views about care. Research 
involving people with severe dementia and physical illness is extremely rare. This 
study has shown that with the right approach they can genuinely engage in 
research 'with' them. 

Lay carers were broadly complimentary about care provided. Their concerns 
involved the extent to which they participated in care and their fears for the 
future. As discussed, it is possible that the recruitment process allowed staff to 
'filter out' carers who may have been more vocal. I had expected the carers to 
discuss topical subjects such as the use of tranquilizing medication and 
mealtimes but these issues were not raised. 

Staff generally appeared to have good intention when delivering care. It was 
clear that many functioned almost entirely within the 'bed and body' framework 
(Gubrium 1975) with which they were familiar and comfortable. Staff tended to 

avoid interactions which may have led to emotional encounters. This meant that 

patients' attempts at communication were often totally ignored thus gradually 

eroding their personhood. Many staff, particularly those delivering the majority of 
direct care, had little or no preparation to care for people with dementia. 

Members of two smaller occupational groups reported that dementia care was an 
integral part of their curriculum but this was not reflected in consistent, 
discernable differences in care. This finding led me to further question the value 

of education as the sole method of practice development. 

Analysis to this point had successfully conveyed stories of participants and had 

addressed the ethnographic 'what' and 'how' (Katz 2001). However the work 

could still be deemed to be a good story with no practical application. To avoid 

this pitfall I explored the ethnographic 'why' (Katz 2001), this step in analysis was 

essential in planning the practice development. Analysis of 'why' indicated that 

many practitioners were largely working in a 'switched off mode. Their empathy 

had been subsumed in the need to fit in with the organisational culture. They 
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were functioning in a deeply embedded habitus which went largely unchallenged. 
The value that staff attached to their work was poor, they described it as 'only 
elderly care'. They alluded to the idea that caring for older people was viewed by 
others, and possibly themselves, as relatively unskilled and less prestigious than 
the work of other specialties. The fact that staff described themselves in relatively 
negative terms, did not seem to value their work and appeared to have had little 
investment made in them in terms of education and development, made me 
question the extent to which their personhood was respected by the organisation. 
I felt that in order to ensure the provision of high quality care the organisation 
needed to invest in these staff and ensure that their personhoods were 
nourished. Without such investment it seemed unlikely that sustained 
improvements could be secured. 

Practice Development 
The ethnographic thread continued through the practice development with a 
focus on understanding the culture as a whole and finding ways in which this 

may be used to improve care. Thoughts of the participants with dementia directly 

influenced the planning of this project. A review of potential methods of improving 

practice revealed some clear messages. Literature indicated that education alone 

was unlikely to change practice and this idea was congruent with my findings. I 

felt strongly that any intervention should embrace the concept of nurturing the 

personhood of staff. Findings of this study demonstrated that there was a need to 

engage staff on an emotional as well as a cognitive level. Equally, I wanted to 

establish how essential staff were both as individuals and in influencing 

organisational culture. My aim was to ensure that staff were free to really think 

about what they do and how their behaviour and actions impact on personhood. 

To this end I devised a model of practice development that integrated the 

principles of situated learning and confluent education. This approach was 

intended to set the development within their lifeworld and also ensure that the 

staff viewed themselves as equal and valued owners of the development 

process. In reality the original model was overambitious. However, to date there 
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are small but definite signs that this approach is beginning to enable staff to 
recast their thoughts about people with dementia and to rekindle their empathy. 
Champions have given some clear indications of how their new mindset has 
changed the way in which they deliver care. The commitment of the Trust has 
been demonstrated through the commissioning of two more series of workshops. 
it is a great achievement to have effected a change in practice and this work will 
be built on by all involved to secure genuine, embedded change. 

Dissemination 
Dissemination is key to this work. I recognised at the outset that, whilst 

publication in scholarly journals is important, it is unlikely to reach practitioners 

providing direct care. In order to reach this group a number of dissemination 

strategies have been used including traditional presentations, narratives and 

showing of 'Ex Memoria'. Audiences have included NHS managers, pre and post 

registration health care students and practitioners. Such approaches have 

proved powerful in enabling staff to question their practice and have been 

valuable in generating discussion about dementia care. I have taken 

opportunities to publish this work and present it at conferences to ensure 

dissemination at all levels. I am considering producing a DVID based on the 

study; this would undoubtedly be a potent way of disseminating the findings. 

In summary this work has potential to contribute to the body of knowledge in the 

following ways: 

e We now have evidence that people with dementia, even those in the more 

advanced stages, are able to actively engage in research. This is 

supported by this study and by several others including Mills (1997), 

Marzanski (2000) and Sabat (2002a). This research adds to this concept 

by demonstrating that people with advanced dementia and superimposed 

physical illness can also actively participate in research. 
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* Research 'with' this group can and must be done. It needs to be flexible 
and sensitive to remain ethical and give participants the maximum chance 
of sharing their views. 

* It has been established that a third position (Holloway and Todres 2003) 
integrating elements of ethnographic and narrative methodologies can be 

used successfully to portray the experiences of people with dementia. 

e Staff caring for people with dementia in acute hospitals often do not value 
their contribution and frequently feel ill prepared to provide care. 

* Staff tend to work in an embedded habitus of which they are frequently not 

aware. 
* The practice development model has been developed in light of the 

thoughts of the participants, particularly those with dementia. Relatively 

few studies have listened to the voices of people with dementia and 
tangibly used them to improve care although this approach is seen in the 

work of Keady et al (2005). 

* There is a need to engage staff on an emotional as well as a cognitive 

level to enable them to change their practice. 

e Use of confluent education and situated learning in developing dementia 

education is not documented. This innovative approach has been 

instrumental in the success of practice development. 

e Non-traditional methods of dissemination have been effective in enabling 

staff to recast their thoughts about people with dementia and the care they 

receive. 
9 The combination of components of the professional doctorate have 

allowed me to move from a literature review, which highlighted essentials 

of good practice in dementia research, to an ethical and meaningful 

research study which integrated elements of narrative approaches in an 

ethnography. Findings led to the creation of a model of practice 

development which has been piloted and evaluated to show demonstrable 

changes in practice. 

260 



This work indicates that the professional doctorate is an effective way of 
enabling practitioners to conduct research that has a real impact on 
practice. 

Limitations 
This study has made a potential contribution to the body of knowledge about 
dementia care in acute hospitals. It is recognised that it has a number of 
limitations as outlined below. 

* The study was conducted in one acute hospital in a specialist older 
peoples unit. it is possible that the findings in other Trusts and units may 
have been different. 

* Narratives presented are my interpretation of the observations, 
conversations and interviews. Whilst I have done my utmost to provide 
authentic accounts and acknowledge my influence throughout, it is 

possible that another researcher may have made quite different 

interpretations. 

* Recruitment processes, whilst ethically sound, may have enabled 
Registered Nurses to filter out patients and carers who were considered to 

be 'difficult'. 

* The fact that I spoke to the carers whilst their relatives were still in-patients 

may have influenced their willingness to voice their opinions fully. 

9 Carer participants were a particularly unrepresentative group in that most 

were husbands caring for their wives. This may have occurred because of 

the recruitment process. 

* Practice development work was ambitious for such a short timescale. It 

needs to be more comprehensively evaluated and modified for future use. 

Contribution and limitations of this study have been discussed. There are aspects 

of this work that are unique to the Doctor of Professional Practice programme. 
Whilst this study is divided into discrete chapters that are aligned to the 
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requirements of the award, the value of the study as a whole is greater than the 
sum of these parts. The professional doctorate has enabled me to create a 
'holistic' piece of work. The notion of holism can broadly be seen from two 
perspectives: impact that this work has had on practice and influence it has had 

on me as a practitioner-researcher. This idea is congruent with Carr et al's (in 

press) description of the professional doctorate as amalgamating the expectation 
that 'methodologically sound' research will be produced with the anticipation of 
personal and professional growth. 

It is argued by Yam (2005) that traditional doctorates focus on the production of 
I mode one' knowledge, that is knowledge which is objective and value free. In 

contrast, Lee et al (2000) argue that professional doctorates enable researchers 
to generate 'mode two' knowledge which is subjective and context bound. These 

authors describe such knowledge as being transdisciplinary, heterogeneous and 
heterarchical. They embrace its transient nature in light of the fact that it is 

intended to solve 'real world' issues that are embedded in practice. The purpose 

of contributing to the solution of 'real world' problems matched closely with my 

goals in undertaking this programme. I did not want to undertake research for its 

own sake; my aim was to make a tangible difference in practice. Whilst it is 

accepted that many traditional academics remain sceptical about professional 

doctorates (Ellis 2005, Yam 2005), 1 am in a strong position to defend my work 

as I am confident that it is methodologically sound and, crucially, the evaluations 

from the practice development indicate that the process of change has begun. 

From a more personal viewpoint the professional doctorate has also been a 

success. The doctorate has enabled me to develop as a 'scholarly professional' 

(Galvin and Carr 2003). 1 have received high quality research training; the 

programme has also supported me to develop into a practitioner who is still 

grounded in practice but who has the skills required to undertake research and 

implement practice development that is relevant and important to the 'real world' 

of practice. This has allowed me to stay true to my roots as a Registered Nurse 
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and will provide a qualification that is relevant to employment beyond the 
academic arena (Neuman 2005, Kuang-Hsu Chiang 2003). 

The value of this work and its limitations have been clearly identified. Equally, the 

work has exposed many areas for further research and practice development. A 

range of opportunities is outlined below. 

Recommendations for Future Research and Practice 
Development 

It is clear that the care of people with dementia in acute hospitals remains under- 
investigated. In view of demographic changes and the increasing prevalence of 
dementia there is an urgent need to understand this subject and identify methods 

of improving practice. There is evidently a huge gap in knowledge and a number 

of areas for further work and practice development are identified below: 

e This study focused on care in a specialist older peoples unit. This may 

imply that staff had some expertise or, as a minimum, considerable 

experience in caring for people with dementia. It would be valuable to 

conduct a similar study in a non-specialist facility. 

e There is a need to explore alternative methods of enabling people with 

dementia to voice their thoughts. Potential approaches include co- 

constructed inquiry (Keady and Williams 2007), although as noted 

previously this may be more effective for people in the earlier stages. The 

use of talking mats (Murphy et al 2005) may assist people in the more 

advanced stages to express their views more fully. 

It may be valuable to facilitate more junior staff to undertake some life- 

story work with patients. This could increase their understanding and also 

support a more emancipatory approach to practice development. The use 

of co-constructed inquiry (Keady and Williams 2007) may be an effective 

way of enabling staff to work with people in the earlier stages. 
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There are tentative indications from this study that this group may be 
excluded from rehabilitation services. This idea is worthy of investigation 
in terms of exploring potential benefit and the tendency to ration care. 
This research indicates that staff are socialised into a habitus, a 'special 
institutional culture' (Sidenvall 1999: 321). The ways in which this happens 
and how this practice can be changed in future are worthy of further 
research. 

e There is a need for much greater understanding of the interface between 
lay carers and staff - This study, alongside those of Simpson et al (1995), 
Walker and Dewar (2001) and Gilmour (2002), suggests that this is not 
always an easy alliance. Further work needs to be undertaken to 

understand the dynamics and find ways to improve such relationships. 

e The practice development project needs to be evaluated more fully and 

modified for future use. When more embedded it would be valuable to 

study whether it would lead to sustained changes in practice. 

9 Current qualitative studies tend to be 'stand alone' at present which may 
limit their impact. To add more weight they should be metasynthesised 

and used more directly to influence care. 

Part one of this chapter has considered the contribution to the body of knowledge 

and limitations of this study. It has also identified some of the distinctive features 

of the Doctor of Professional Practice programme. Recommendations for future 

research and practice development have been offered. The second part of the 

chapter maps my progress through the doctoral journey. 

THE DOCTORAL JOURNEY 
This section details my journey through the doctoral programme integrating both 

the practicalities of how the work has been completed and reflecting on my 

personal and professional growth during this time. To give the work some 

structure the years are considered sequentially although there is inevitably some 

overlap. Excerpts from my reflective diary are presented in italics. 
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The Doctor of Professional Practice programme requires the completion of four 
components, a systematic review, a research study, a practice development 

project and an integrative review which draws the work together. As the order in 
which the components are completed is not prescribed, I chose to work through 
them systematically. I needed to put some boundaries in this huge piece of work 
and my plan is set out in figure 4. 

Year 4: Writing up, Integrative review, Further dissemination 

Figure 4: Plan of work 

Whilst this illustration suggests that progress through the components of the 

programme was a simple, linear process this was not always how the experience 

felt. A reflection on the completion of each part is provided below. 

Year One 
Year one of the programme was perhaps the time of most dramatic change for 

me. I planned to complete the literature review and the research proposal, I also 

wanted to gain ethics approval for the study. It was the time at which I got to 

know my peer group. I quickly realised that I was going to have to devote an 

enormous amount of time and effort to this work. 
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Literature Review 

Three distinct phases were included in this review. Phase one set person- 
focused research within the context of dementia research as a whole. This was 
achieved by searching cumulative reviews. Although this appears to be a 
straightforward undertaking, in reality it was a long and laborious process 
involving sifting through many thousands of potential papers. My feelings about 
the review waxed and waned as I worked my way through several drafts. At 
times it felt like a never ending task: 

26 th September 2004 
/ have worked so, so hard this weekend and still feel that / am wading 
through treacle although / am beginning to get a feeling for the enormity of 
dementia research 

Phase two involved a search for studies that sought the views of people with 
dementia. As I reviewed these papers I realised that the models available for 

review did not fully evaluate some important aspects of these studies. I therefore 

devised a set of criteria that allowed me to discern how research could be 

managed in an ethical and meaningful manner. This work progressed in phase 
three when three studies with particularly high signal (Edwards et al 1998) were 

revisited. This phase used a narrative approach which allowed me to view the 

papers more globally. It became clear that what set these papers apart was the 

way in which the research was conducted and not purely the value of the 

findings. 

To gain more insight into the ways in which the level one researchers worked I 

entered into communication with Steven Sabat whose work I particularly admired 

for its person focus. In his response he explained his way of thinking 'you 

become someone that they can talk to because you demonstrate your desire to 

understand and your willingness to listen and do whatever you can to 

understand. You have to care about them deeply as people' (Sabat 2006). It is 
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precisely this type of philosophy that can be discerned in the level one papers. It 
is possible that this review would not be judged as valuable by proponents of the 

positivist paradigm as it does not follow traditional review methodology. I would 
challenge this idea in that my choice of approach is clearly justified and, as far as 
possible, transparent. Completing the literature review at an early stage was 
extremely useful for the following reasons: 

e It convinced me that it is possible to conduct research with people with 
dementia that is both ethical and meaningful. 

* It was invaluable in informing my submissions to the Research Ethics 

Committee and the Research Governance Committee. 

It added weight to my application for funding from the Alzheimer's Society. 

It reinforced that my own beliefs about people and their inherent value 

were compatible with undertaking research involving people with 

dementia. 

A minor disadvantage to undertaking the review first was that it has required 

updating on a number of occasions. Fortunately this has been considerably less 

arduous than the original work. Updates have shown that person-focused 

dementia research is a growing area of investigation and that, arguably, 

researchers are building a repertoire of skills which enable them to conduct these 

studies in ways that are both ethical and meaningful. 

Research Proposal and RA06 Initial Review 

I completed the research proposal and RA06 in early 2005. Development of the 

research proposal involved many incarnations as I found it difficult to identify the 

most appropriate methodology. 

Extensive discussion with my supervisors and dialogue during group supervision 

helped me to clarify my thinking. It was particularly valuable to be challenged by 

non-nurses who thought in different frameworks and encouraged me to do 
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likewise. I identified my beliefs about, and aims for, the study. These included the 
concepts that the work should be set in the broader social and political context, 
the voices of people with dementia should be central and that the study should 
influence future practice. 

These beliefs and aims led me to select critical interpretive ethnography as the 
research methodology. At this stage I felt relieved to have a plan of how I would 
progress the research. Equally I thought that after a year on the doctoral 

programme I should have achieved far more than just producing a final proposal. 
On reflection the completed proposal clearly showed the extent to which both my 
knowledge and thinking had developed over this time span. The documents 

were approved by the University Research Committee in February 2005, they 

provided useful feedback which allowed the proposal to be refined further. 

Research Ethics Committee and Research Governance Approval 

Gaining approval from the Research Ethics Committee proved to be a major 
hurdle. I felt particular pressure to get my application right as I am a member of 

an ethics committee. I completed the application form at a stage when on-line 

application had just become mandatory and the programme was still prone to 

errors. This was a slow process which gave me the opportunity to think through 

each stage to ensure ethically sound research. 

I had discussed the application informally with a number of colleagues on the 

committee and had taken advice on making the submission rigorous. Work I had 

completed during the literature review was key in informing my application. My 

membership meant that the application had to be referred to another committee. 

Following submission it became evident that the committee to which I had been 

referred had a higher level of quantitative than qualitative expertise. The 

committee reviewed my application at a meeting that I was told I did not need to 

attend. Later I received a letter with a string of questions that I could readily have 

answered at the meeting. This proved quite frustrating as I had to respond in 
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writing and wait until the next meeting the following month for further review. I 
chose to attend the next meeting which proved to be a sound decision. Many of 
the questions posed concerned qualitative research, for example the committee 
were keen to know the exact numbers of participants that would be recruited. 
They were also eager for me to devise a very precise list of questions that would 
be asked at interview. Opportunities to discuss and rationalise my research 
method reinforced to me that I had prepared the proposal thoroughly and with 
sufficient evidence base. Discussion was effective in resolving these issues 
although I was slightly surprised by the final question of 'but what will you do if 
the patients don't tell you the truth? '. This question led to an interesting debate 
on the nature of truth and the fundamentally different philosophies held by myself 
and various committee members. Following this meeting ethical approval was 
granted, the site specific assessment was approved and the Research 
Governance Committee gave permission to proceed. 

Whilst the need for rigorous ethical review is completely accepted it could be 

suggested that the process has become cumbersome to the extent that 

researchers may feel less inclined to pursue ethically challenging avenues. 
Ethics and research governance forms had to be completed in very precise terms 

and, as will be discussed later, in the course of undertaking data collection it 

became very evident that a sound underpinning knowledge of principalism 
(Wheeler 2006) and strong personal integrity were every bit as important to 

maintaining ethical practice as the forms that had been completed and approved. 

I am hopeful that future applications for research involving people with dementia 

may be better understood. As a result of the Mental Capacity Act (HMSO 2005) 

there have been a number of changes to research involving people who may lack 

capacity. In order to develop a body of expertise in this area some Research 

Ethics Committees have been 'flagged' to review such applications. It is likely 

that a concentration of expertise will allow committees to develop their 

knowledge of this area of work and increase their competence in conducting 
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rigorous reviews that embrace some of the inherent uncertainties in this type of 
work. 

Year one was very productive in terms of output, I successfully completed all the 
pieces of work I had planned. During this time I got to know my supervisors and 
peers and to value their diverse backgrounds and generosity in sharing their 
thoughts, feelings and expertise. Overall I was content with my progress through 
the year and felt ready to advance to the next stage. 

Years Two and Three 
My plan for year two was to secure funding for the research study. I then planned 
to complete the research process including data collection and analysis. In 

reality, preparation for data collection took much longer than expected 

particularly in relation to recruiting participants. Although data collection and 

analysis were iterative processes the analysis continued well beyond collection; 

analysis evolved throughout year three. The three aims for this time period are 

reviewed below. 

Funding Application 

I prepared several applications for funding, initially I underestimated the amount 

of work that would be involved in each application. Following an informal 

approach The Alzheimer's Society expressed an interest in funding part of this 

work. In order to complete my application I contacted the local branch of the 

Society to get their feedback on my plans. I attended a branch meeting and 

presented my research to an interested and challenging audience. I was not fully 

prepared for the strength of feeling of the members, many of whom had had 

relatives in hospital and had experienced less than optimal care. It was difficult 

and painful to listen to these experiences particularly as, until recently, I had 

been one of the Senior Nurses responsible for some of the wards they were 

referring to. The meeting appeared to be fruitful in that it gave some members a 

forum in which I was able to listen to their stories. Equally they were forthcoming 
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with further ideas for my study. It was disheartening to hear the group say that, 
however good my research, they doubted that practice would change. I reiterated 
that my aim was to produce a study that could be used to guide changes in 
practice. In addition to attending this meeting I also had the opportunity to meet 
with a particularly active and vociferous member of the Society on a number of 
occasions. This gentleman reviewed my proposal from the perspective of the 
Society and gave me many suggestions on how I could improve my chances of 
securing funding. After several meetings he invited me to meet his wife who had 
advanced dementia and lived in a local care home. I was struck by his generosity 
and listened with concern to his accounts of the various episodes of care that his 

wife had received in an acute hospital. These meetings with members of the 
Alzheimer's Society reinforced my belief that the study was timely and important. 

My first application to the Alzheimer's Society was reviewed by in excess of 

eighty consumer monitors. I received written feedback from each person and this 

helped shape the subsequent submission. The second submission was reviewed 
by four consumer monitors and four professionals. After this I was invited to an 
interview at which I presented my research proposal and was subject to some 

rigorous questioning. Following this, funding was granted which was primarily 

used to support some of the time needed for data collection. 

Throughout the funded part of the study I had regular meetings with three 

consumer monitors from the Alzheimer's Society, these proved valuable in terms 

of encouraging me to consider the research from differing perspectives. The 

monitors were broadly supportive although their expectations of what could be 

achieved with a small grant sometimes felt unrealistic and, at times, impossible. 

The Alzheimer's Society has maintained an interest in my work and have 

provided opportunities to present and publish. 
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The Research Process 

Extensive preparation for the research study proved to be a good investment. 
Processes of data collection and analysis are explained in detail in chapters two, 
three and four. This section highlights some of the particular issues and 
experiences I encountered at this time. 

One of the challenges I had to consider was recruitment to the study. I had 
designed a process which took into account best practice. However, this also had 
the effect of recruitment being very much in the control of registered nursing staff. 
Initially progress was frustratingly slow. I visited wards on an almost daily basis 

and encouraged staff to seek participants whilst always remaining mindful that 

my work was not their top priority. Recruitment did eventually get underway. 

Recruitment was one of the limiting factors in this study. I was successful in 

gaining staff participants from a range of grades and occupational groups. A 

small number of staff declined to take part; this reassured me that I was not 
being coercive. Registered nurses started the recruitment process for patient and 
lay carer participants. They appeared to select any patients who met the criteria 

provided. A major issue was the selection of lay carer participants. I suspected 

that the nurses carefully filtered this group before informing them about the study. 
It appeared that more vocal lay carers were excluded with a result that only 

seven participated. As the Alzheimer's Society monitors noted, no wives were 

involved and this perhaps suggests a somewhat atypical selection. In retrospect I 

would use alternative approaches to recruiting lay carers to ensure a more 

representative group. 

Data Collection 
Following slow but ultimately successful recruitment the misgivings I had felt 

about actually being in the field re-emerged. Despite these concerns about 

returning to my previous place of work, I felt a certain excitement at having at last 

got to the point where I could begin data collection. The experience was not quite 
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as I had expected as I felt distinctly ill at ease in the clinical areas. Having spent 
so many years in practice I suddenly felt acutely uncomfortable. I experienced a 
sense of physical awkwardness and a feelings of not knowing what to 'physically 
do in the field' (Coffey 1999: 73). These feelings continued, to a greater or lesser 
extent, throughout the study depending on which ward I was on and which staff 
were on duty. A further challenge I encountered involved my role as researcher. 
At the beginning of the study I invested a lot of time ensuring that staff 
understood why I was there and what I was doing; I was keen to present myself 
honestly. Whilst having a real desire to be transparent about my role I also 
realised that there was a need to adjust my persona to the situation: 

1 9th August 2005 

There is something in this idea - You have to be something of a 

chameleon -/ am part humble researcher, part authoritative leader, part 
'expert'and part student. There is something about adapting your 
behaviour as a means to an end. For example my initial presentation with 
the social workers was one of humble student.... please, please let me 

come on this visit but when they seemed to be having some concem / 

quickly had to adapt and become 'expert' experienced nurse to give them 

confidence that / would not cause any problems. The ability to vary 

presentation of self was clearly valuable and effective in this case. 

In practice I found the change of role difficult. In particular, I had to consciously 

stand back on occasion and not become involved in clinical issues. The feeling of 

responsibility, to which I was so used, was compounded by the fact that some 

staff continued to seek advice and help from me. Several events tested the 

boundaries of research and professional roles and forced me to be flexible within 

reasonable limits. 

Whilst some of the practicalities of data collection were complex, the emotional 

impact of this work proved more difficult to manage. I found myself experiencing 
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a whole range of emotions from anger, disbelief, sadness, powerlessness, 
overwhelming compassion and some guilt. Some extracts from my reflective 
diary illustrate these emotions: 

17 th April 2006 

This entry describes an interview with Eileen's husband: 

I asked him if I could book an interview later in the week but he wanted to 
talk straight away. He seemed incredibly pleased that someone would 
listen to him, his story was heartbreaking. In the middle of the interview he 
burst into tears, he misses her so much and is desperate for her to come 
home. There were really no words to say so I just comforted him. He 

wanted to continue with the interview, he made that quite clear. 

17 th August 2005 

1 found myself becoming angry as a social worker recounted an episode she had 

encountered: 

While / am talking to the social workers they tell me how difficult they 

sometimes find it to listen to nursing staff talking to patients, one gives the 

example of a patient who walked into the bay and fell over. The social 

worker reports that the nurse said he does it deliberately and is attention 

seeking. / get the impression that this is a very real concern, it is hardjust 

to sit and listen. Sadly / can imagine it is an accurate story. 

My anger and dismay following this conversation was magnified when a staff 

nurse described this patient as 'really nasty' with seemingly little justification. I felt 

both sad and guilty when one lady with whom I had spent many hours was finally 

discharged: 
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2nd September 2005 

I suffered very badly with Hilda going off to her home yesterday. / felt very 
much that / had taken what / needed from her and then abandoned her to 
a home which she did not want to go to. / can rationalise it by saying that 
Hilda got friendship and attention while she was in hospital but / still felt 
that / was letting her down at the last minute. / hope she will be okay. 

Regardless of my initial concerns about the process of data collection I felt a 
sense of sadness as my time in the field came to an end: 

7 th September 2006 

Data collection is complete now, I feel strange to be disengaging from the 
field, sad, the staff are not aware at all. I feel a sense of guilt, I've been 

totally exposed to what I thought might be happening in practice - still a 

sledgehammer feeling. 'Emptiness'- is that it? 

I found the data collection difficult on occasion and experienced a range of 

emotions. I consistently reflected on my observations and consciously identified 

my feelings which I then attempted to set aside so they did not cloud my outlook 

completely. I was fortunate in that I was able to debrief with friends on a regular 
basis. However I was left with a sense of guilt that this sometimes poor level of 

care was being provided on a unit for which I had until relatively recently been 

professionally responsible. These feelings galvanised my determination to 

ensure that my practice development work was effective. 

Data Analysis 

Processes of data collection and analysis were iterative although the analysis 

lasted long after the collection was completed. I started the analysis with a clear 

plan of what I intended to do. However as I examined and re-examined the data 

it became obvious that I could not follow the intended path. Originally I had 

assumed that I would use some form of ethnographic analysis. When I reviewed 
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ethnographic texts it became clear that they lacked detail about the practicalities 
of data analysis but there was evidence of agreement on certain principles. They 
provided little guidance on what I actually needed to do. I began to look at more 
concrete methods of analysis. Initially I chose to use a well established model 
devised by Creswell (1998). 1 adapted this model to meet the needs of this study 
and began to apply it but as I was using it I felt that I was systematically 
destroying the essence of the data. I reflected on the writing of van Manen 
(2006: 714) who suggests that researchers who are genuinely committed to 
qualitative inquiry should resist using methods that 'hollow out our 
understandings and cut us off from the deeper sources of meaning'. This thought 
drove me to search for alternative approaches. As I sought the best method of 
analysis I wondered if I was making life difficult for myself. I related to the 

assertion of Savin-Baden (2004) that it is sometimes more straightforward to 

adopt complicated coding strategies than it is to engage with the messiness, self 
critique and pain that is associated with deeper interpretation of the data. To do 
justice to the data I had no choice but to follow the 'messy' route. I investigated 
the use of narrative analysis and concluded that it would be an effective way of 
keeping some of the patient stories intact. Literature on narrative data analysis is 

sparse so I simply wrote the stories of patients with whom I had spent most time. 
I was unsure about the quality of these tales. My peer group offered to read 
them. Their feedback was comprehensive and demonstrated clearly that each 
had interpreted the work in their own way. Some critics may cite this as a 

weakness of narratives however Burnard (1991) suggests that on a different day 

and in another situation the story may not be the same. This author proposes 
that such differences do not matter if it is accepted that these stories may give us 

an insight into some part of the human condition. The responses convinced me 

that this had been achieved. 

One peer from an educational background with no experience of dementia wrote 

of her overwhelming anger at the injustice of the way that the patient was cared 

for. She felt that this patient was treated with a total lack of respect. Another peer 
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who had no health care experience but had a family member with dementia 
wrote that her greatest feeling was of sadness as shown in an extract from her 
feedback: 

The story really engaged me ... my first reflections on this study were 'how 

sad' - sad for the loss of this lady's freedom - dignity even, and her 
tentative realisation of this, tempered by the illusion that she might be 

going home soon. The repetition in the story highlights the repetition of 
hospital life 

... there is a dismissal of feelings, of autonomy - no time for 

real attention to engage her as a person - albeit a confused person. 

This feedback convinced me of the value of these narratives, as they clearly 

evoked some emotional response in the readers. Their reactions had great 

resonance with Bleakley's (2005) assertion that qualitative studies are often 
labelled as 'soft' but that 'soft' data from narrative inquiry can often illuminate 

hard realities. I struggled to write the narratives, the process is recognised as 

challenging by Harrington (2003), an experienced journalist. This author states 

that story telling is actually very hard work and takes years to perfect. I am aware 

that I remain a novice. 

Whilst acknowledging the value of narratives I was eager to analyse the data 

further to identify themes, commonalties and differences. The decision to go 

relatively 'off piste' and combine methods felt slightly uncomfortable. I was aware 

that I was entering the 'edgelands' of qualitative research (Rapport et al 2005). 

My decision was justified by the production of evocative writing that health and 

social care staff could relate to in terms of their everyday work alongside 

ethnographic analysis that may appeal more to those who favour a succinct, 

slightly less personal format. 

For a short time I felt content with my data analysis but further reflection led me 

to consider Snow et al's (2003: 183) suggestion that this ethnography could, like 
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many others, be classed as 'nice read but no theoretical implications'. This 
thought drove me to the final stage of analysis. Katz (2001) suggests that there 

are three parts to good ethnographic analysis: 'what', 'how' and 'why'. I had 

addressed the first two parts but needed to consider the 'why'; this was essential 
before I could progress my practice development work. This final part of analysis 
is discussed in more detail in the section relating to years three and four. 

When I began the data collection and analysis I believed I had my research 
'landscape neatly arranged' (Rapport et al 2005: 37). As the work progressed I 

found that I was gradually moving into the edgelands, a 'raw and rough, sombre 

and menacing' place (Rapport et al 2005: 37). 1 began to engage in thinking that I 

did not fully understand. I had many discussions with my supervisors which 
helped to shape my thinking. I reflected on and confirmed what I was trying to 

achieve. I also gained considerable courage from the writing of Rapport et al 
(2004) and Rapport et al (2005) who champion the use of redefined methodology 
in which there is a move away from the 'recipe' approach towards an acceptance 

that the method will evolve as things change. I believe that my move from 

methodolatory (Holloway and Todres 2003) towards a more flexible approach 

drawing on a number of philosophies has been effective in enabling me to 

address the research question in this study. Use of these approaches has 

increased my knowledge of these research methods significantly. 

The Peer Group 

It was during years two and three that I felt I was diverging slightly from my peer 

group in terms of the way in which I was approaching this work: 

5 th March 2005 

Today is the first day / really didn't enjoy with the group. We had to say what 

are our claims today. Mine were: 

With all / have read and following many conversations / am becoming 

more and more convinced that this is a vital and valuable piece of 

research. 
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/ believe that my background as a nurse will be useful in undertaking 
this study but equally my decision to stand back from nursing has 
liberated me to think about and plan an ethically sound and personally 
sensitive study. 
/ think that these claims were too concrete for the group - they are 
highly ethereal, highly intelligent or a little confused. 

Although we all acknowledged that we would be working on the component parts 
in a different order, I felt that I was the only person who was ploughing through 
the work chapter by chapter. I felt that perhaps this was a very dull approach and 
lacked the 'creativity' and 'organic approach' that they spoke of so often. I 

wondered then, and still do now, if my approach was very much influenced by my 
years as a general nurse in which I had to work in a methodical way and achieve 

goals within set timescales. As time passed I found myself fascinated by the 

approach of my peers; they began to talk about the idea that the doctoral 

qualification was not hugely important to them. They talked more about the 

importance of the journey and of personal growth. I struggled to understand their 

motivation. On reflection I think the difference was that I too attach an enormous 

value to the personal and professional growth I have achieved. Equally I view the 

I piece of paper' as a critical stepping stone that may open up opportunities to 

pursue a career in research and development related to dementia care. 

I began year two with the intention of seeking funding and of completing data 

collection and analysis. I was successful in securing funding which gave me a 

great sense of achievement. It was also a valuable learning opportunity which will 

be useful to me when seeking grants in the future. My desire to complete data 

collection and analysis proved very ambitious. Data collection was managed 

within the expected timescale. The experience of collecting data through 

participant observation exposed me to situations and emotions that were, at 

times, hard to deal with. I was particularly grateful to my supervisors, peers and 

friends for supporting me through this time. I am sure that the emotional impact 
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on me was an essential part of this work, without it I do not think the final product 
would be so 'real'to practitioners. Data analysis has been a process that has 
taken me off in a range of different directions. The experience has been lengthy 

and at times unnerving; again my supervisors have been invaluable in sustaining 
me through my various attempts at analysis. I now feel satisfied that my analysis 
meets the aims outlined for this process in chapter three. I have continued to 

value group supervision and found that it has contributed significantly to my 
progress. 

Years Three and Four 
I entered the second half of the programme with enthusiasm. Successful 

completion of years one and two had been confirmed following submission of my 
transfer report and attendance at the transfer viva. I found the transfer viva both 

frightening and encouraging. My apprehension quickly disappeared as the 

examiners asked questions that clearly showed their interest in my work. One of 

my supervisors attended the viva with me and made copious notes which were 

essential in considering what I still needed to achieve. 

At a relatively early stage I set myself a clear plan for years three and four. This 

included completing the practice development component, writing the integrative 

review, writing up the thesis and dissemination. As my work progressed I realised 

that I had moved quite a long way from the original plan. Data analysis had taken 

longer than anticipated, the process continued well into year three. I had listened 

to several of my colleagues and peers about taking blocks of time to write up 

their work. My approach had been somewhat different in that I had been writing 

continuously so did not have that mammoth task to contend with. The focus of 

my work in years three and four was therefore on practice development and 

dissemination. Issues of reflexivity throughout the study and the nature of the 

Doctor of Professional Practice programme are also discussed as, for me, they 

have been important factors in my experience. The final stage of this section 

charts the progress of the integrative review. 
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Practice Development 

The practice development component of the doctorate was a major influences in 
my choice of this programme. Ironically it was also the part to which I had given 
least thought and which proved extremely challenging. The route to actually 
committing to a practice development project was tortuous. As I worked through 
the data and tried to ascertain what was 'going on' in practice I generated a 
number of ideas for projects that may influence practice. The more I considered 
these ideas the more they seemed either overambitious or frankly dull and 
unlikely to spark any interest in the practitioners I wanted to reach. At this stage I 
was still not wholly content with my analysis. I discovered the final 'why' of 
ethnographic analysis (Katz 2001). From the mire I began to fully recognise what 
was 'going on' in practice. Staff were 'switched off', they were working in an 
embedded habitus of which they were not remotely aware. Their actions were 
gradually eroding the personhood of patients but I was sure that most staff 
genuinely wanted to provide good care. The 'why' revelation provided the 
foundation on which I could base the practice development work. 

The concept that staff were providing care without thinking about the individuals 

they were working with, and without any apparent recognition of their own or the 

patients' emotions, convinced me that the practice development project needed 
to engage practitioners on an emotional as well as a cognitive level. If they were 

not able to examine their own feelings and responses and begin to understand 

the emotions of the people they were caring for I doubted that practice would 

change. It was essential that the development work was 'real', something that 

staff could relate to in their everyday lives and so transfer to practice. I was 

extremely aware in planning the project that I needed to avoid any actual or 

implied criticism of current care as I felt this would simply demoralise or 

antagonise staff. 

When I set up the practice development project a particular issue for me was that 

I was suddenly back to being reliant on others to ensure that I could complete my 
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work on time. I chose to work in partnership with an NHS Trust and the 
Alzheimer's Society, undoubtedly the right thing to do in terms of the quality and 
sustainability of the project. However at times this partnership tested my patience 
as timescales slipped. 

Managers within the Trust fully supported the practice development project and 
agreed that care needed to be improved. Practicalities of setting up and running 
the programme proved intensely frustrating. However, working with my colleague 
from the Alzheimer's Society and the nominated dementia champions was a 

clear success. Champions, after some initial hesitance, engaged with the 

programme and provided positive feedback. Evaluations indicate that the use of 

situated learning and confluent education have been pivotal in enabling staff to 

think about what they do and begin to change their approach. These are small 
beginnings and there is still much work to be done before changes become 

embedded in practice. 

Dissemination 

A vital element of this work was to disseminate it widely to ensure the best 

chance of changing practice. As discussed in chapter four, approaches to the 

dissemination of qualitative work are rapidly evolving and I have successfully 

used different approaches for a range of audiences. 

In an effort to reach a wide audience I have produced some papers for 

publication in academic journals. I believe that I have an ethical duty to publish, 

particularly given the time and effort that the participants put into the study. This 

thought is supported by ONeill and Duffey (2000) and Burnard (2001) who 

suggest that publishing is an ethical imperative as it contributes to the body of 

knowledge and supports development in health care. In addition to ethical 

concerns publishing is now a vital part of building an academic career, as 

Roberts and Turnbull (2002-3: 12) state if 'we do not publish then our work is 

unknown and our academic credentials are not fully established'. 
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In writing these papers I have followed the advice of Gilgun (2005) to 'loosen up' 
and write in a format that others want to read and will remember. Gilgun 
(2005: 261) describes this type of writing as having 'grab' and claims that'grab 
and good science go hand in hand'. It seems that this is an ethos that has yet to 
permeate the thoughts of many journal editors. I have submitted a range of 
articles to various journals, on each occasion I have had to sacrifice some of the 

essence of my work in order to meet journal conventions and word limits. All but 
two of these articles have been rejected. In retrospect I have not managed the 

rejection well and have taken it too personally. I have now realised that rejection 
is common and that if a paper is not accepted it is often nothing to do with the 
intrinsic quality of the work (van Teijlingen and Hundley 2002). 1 have also 
recognised that there is a need to persevere and submit papers to other journals 
(Cleary and Walter 2004). 

I have had the opportunity to present my work through both oral and poster 

presentations. This is not always an activity that I have enjoyed but, on reflection, 

I feel that my performance has improved significantly over time. I now feel a 

certain sense of pleasure that I genuinely have something to contribute. 

Sureness in my own knowledge has increased my confidence in presenting. I am 

now actively seeking further opportunities for presentation. 

In addition to publications and presentations I have used some of the newer non- 

traditional methods of dissemination with a view to reaching and engaging with a 

practitioner audience. Feedback from both viewing 'Ex Memoria' and listening to 

audio taped interactions between people with dementia and staff have been 

positive in that they have proved to be something that staff can readily relate to 

their own lifeworlds without finding them too threatening. In future it would be 

interesting to use the audio tapes at larger, more formal presentations and gauge 

their 
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Reflexivity 

Reflexivity was central to this study but it was something with which I was not 
entirely comfortable. Reading the literature on this subject left me feeling 
distinctly uncomfortable as I discerned a high level of egocentricity in which I did 
not want to engage. I was sure from the outset that I wanted this study to be 
about the participants and not about me. Equally I acknowledged that in my role 
as researcher I could not, and should not, be totally invisible in the text. My 
reading around reflexivity suggested that there was a continuum of concepts. At 

one end there are those that believe that reflexivity can be self indulgent, 

narcissistic and tiresome (Pillow 2003). This view is supported and expanded on 
by Northway (2000) who suggests that reflexivity may be positively irritating to 

readers. At the other end of the spectrum there were those that focused more on 
the value of the work whilst still claiming that reflexivity is essential. For example 
Flood (1999: 35) states 'without some degree of reflexivity research is blind and 

without purpose'. 

I was clear that the narcissistic approach to reflexivity was not for me but this was 

not a subject I could simply ignore. I reconsidered the literature to find 

approaches to reflexivity that were congruent with the aims of my work and also 
fitted with me as a person. I identified the benefits of reflexivity including: 

* It enables the values and position of the researcher to be examined 

(Northway 2000) 

It can open up motivations and unconscious biases (Finlay 2002b) 

It can promote honesty and transparency (Northway 2000) 

* It can provide an audit trail and therefore rigour (Koch and Harrington 

1998) 

* It can increase the plausibility of the study (Koch and Harrington 1998) 

These concepts reinforced that reflexivity was vital. The question was how to 

incorporate it into this study whilst ensuring that the participants remained 
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central. This was tempered by the acknowledgment that I could not ignore my 
own influence on the study which needed to be made as transparent as possible 
in order to allow readers to make their own judgements about the work. 
My aim was to integrate reflexivity throughout the study in terms of positioning 
rnyself in relation to the research and providing a clear audit trail (Koch and 
Harrington 1998). There are some reflexive elements that, perhaps due to their 

more personal nature, have not been included in the body of the work, these are 
discussed further here. One of the steps I took to ensure that I remained reflexive 

was to write a reflective diary. At the beginning I was fairly disciplined about 

writing and found the diary a valuable tool for recording my thoughts and feelings 

and clarifying my position: 

29th November 2004 

/ have to question - why am / doing this research, for whose good? / am 
doing it because one of my life goals is to get a doctorate - however / 

have spent in excess of three years mulling over what to study. The DProf 

programme offered the uniquelexceptional opportunity to do research and 

also practice development. My interest in dementia has been generated 

on a number of levels 

* Visiting Winnie in her nursing home and wondering what it is like for 

her to be there - does she know the difference between her own 

home, the hospital and Meadow View? 

e What is it like to be a patient lperson with dementia in hospital -or 

their carer? From my point of view it looks horrible - people seem 

to be treated in a kind of 'kind but patronising' way - talked down to 

- treated like children with no recognition of their personal 

biography. It seems humiliating. 

As a senior nurse I see staff of different professions and grades 

struggling to manage and care for people with dementia. / am sure 

that we should be able to do better - if we could understand a 

complex and dynamic situation more thoroughly. 
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So this research is for the benefit of many people as well as myself. 

As my fieldwork progressed I reflected on my feelings as a researcher, this 
enabled me to recognise that I was gradually 'fitting in'to the field. I was clearly 
also developing skills in participant observation: 

28 th July 2005 

/ do feel a bit like an enormous cuckoo in the nest and am hugely aware 
that / am unsettling the field at the moment - perhaps / am being too 
ambitious thinking that / will become accepted so quickly. 

21't September 2005 

My persona, or the way that other people think of me, is gradually 
changing. They seem to be thinking of me as more of a team member, 
they are starting to come and find me when there is a meeting that may be 

of interest. They also have started to come and talk to me about incidents 

that have happened when / am not around or to talk about things / have 

observed. 

Over time my diary tended to be used more as a vehicle to review progress and 

plan future action. My lack of enthusiasm for writing about my own thoughts 

sometimes showed: 

1 9th February 2006 

I'm gradually getting worse and worse at writing this diary, all that self stuff 

does not really appeal, it detracts from my real purpose. 

As I have reflected on the research I have concluded that my years of being a 

nurse undoubtedly influenced the whole research process. It was pivotal to the 

selection of the research question. I am aware that I have been selective in what 

I have observed and what I have chosen to report. To portray as fair a picture as 
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possible I focused my observations on patients and essentially recorded all the 
data available whilst I was with them. This depth and intensity of recording was 
only possible because of the long periods of time that they spent alone and the 
brief, functional nature of most interactions. This approach allowed me to present 
an authentic account of what was happening in practice. 

As I observed practice I reflected on my own performance as a registered nurse 
caring for people with dementia. One of my supervisors challenged the 
'harshness and critical perspective' that I offered in my research. I found this a 
difficult concept as I believe I have presented a fair account although I am sure 
that the care I observed was measured against my own standards. Some of the 

practice I saw appalled me, a few incidents were inhumane and I felt that staff 
delivering 'care' in this way should not be allowed to continue in practice. 
However the majority of care was delivered in an automatic way, not unkind, but 

with no respect for the personhood of individuals. I questioned why I found this 

so difficult and painful to observe; had I too been drawn into the habitus and 
become unthinking in my practice? This thought stayed with me throughout the 

research process. Eventually I concluded that I had not worked in such an 

unthinking way although my departure from direct care had allowed me to step 
back and view practice from a new perspective. 

Although I have not entirely reconciled myself with reflexivity it is something that I 

have achieved. It is suggested by Cutcliffe (2003: 139) that to be truly reflexive 

there is a requirement for'temet nosce', a need to know myself. I would argue 

that perhaps we never fully know ourselves as we are in a state of constant 

change. My aim has been to disclose my value base, do justice to my personal 

stance (Savin-Baden 2004) and provide a clear audit trail (Koch and Harrington 

1998) whilst not allowing this to dominate the work. 
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The Nature of the Doctor of Professional Practice Programme 
As I began the doctoral programme my predominant feeling was one of 
excitement. I wondered what I had taken on as the course leader told us more 
about the programme. One of the features of this doctorate is that it is 
punctuated by various hurdles including the submission of a research proposal, a 
transfer report, a transfer viva and the production of annual reports. At times 
these just seemed like more work. In retrospect they have been hugely helpful in 
terms of forcing me to stop and take stock of what I had achieved and plan the 

next steps. At times the enormity of the work became daunting, achieving the 

milestones throughout the course was a useful way of stopping me degenerating 
into complete panic. 

Supervision and the Peer Group 

Throughout the course I have had regular meetings with my two supervisors who 
have been unerringly supportive. I often left supervision sessions feeling quite 

overwhelmed by the sheer breadth and depth of the feedback on current work 

and new ideas that we had discussed. I learnt to note key words during the 

session and accept that it would take me several days to really think through 

what had been said and the implications of this for my work. My supervisors have 

been enormously constructive in their critique of my work. Looking back at some 

of the work they reviewed in the early stages this must have been challenging, 

however it has been invaluable in adding to my inherent motivation. The seeming 

confidence of my supervisors over the four years has been much appreciated. 

I have found working with a small peer group throughout the course a very 

positive experience. Within the cohort there has been a high level of support and 

a notable absence of competition. It is suggested by Ellis (2005) that the support 

network is one of the major strengths of these programmes, particularly when the 

group is multi-professional. 

Whilst I have always believed that the professional doctorate is the right path for 

me to follow doubts began to emerge as I discussed my work with others. I found 
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that I had to work particularly hard to explain my thesis to those who view this 
qualification as a second class doctorate; this experience seems relatively 
common to others on this journey (Yam 2005, Galvin and Carr 2003). 1 have 
been aware of the scepticism of others towards professional doctorates (Ellis 
2005). 1 have become particularly frustrated by those who insist that this is a 
'taught' programme, perhaps a sign of my own academic elitism. Limitations of 
the professional doctorate are summarised by Ellis (2005) as a lack of academic 
equivalence, status and currency compared with a traditional doctorate. Despite 
the negativity of some, and at times my own personal doubts, I am convinced 
that this has been the right course for me. It has embraced creativity and 
autonomous learning (Ellis 2005), it has been situated in the 'real world' (Lee et 
al 2000), it has contributed to the body of knowledge and has made a tangible 
difference in practice. The thesis as a whole represents more than its component 
parts; the final work is holistic. As professional doctorates begin to flourish in the 
United Kingdom (Yam 2005) 1 believe that it will be the responsibility of those that 
have chosen this path to justify and defend their choice and ensure that the value 

of their work is acknowledged. 

The Integrative Review 

Chapter five has possibly been the most difficult for me to write. I have found 

myself experiencing some reluctance to engage with it as it signals that this work, 

which seemed impossibly vast at the beginning, has come to an end. This 

evokes feelings of both sadness and uncertainty. If asked about the process now 

I would immediately say that it is one I have totally enjoyed. I seem to have 

mentally set aside some of the emotions and difficulties I encountered during the 

four years. Reviewing my reflective diaries has reminded me that it has not all 

been plain sailing. Perhaps the most important achievement for me is the belief 

that I have made a genuine contribution to improving the care of people with 

dementia in acute hospitals. This was at the very core of my choice of subject 

and decision to undertake a professional doctorate. I am realistic in knowing that 

any change I have facilitated, whilst creditable, is a mere drop in the ocean at 
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present. I am hopeful that I will be able to secure Post doctoral funding to take 
this work forward and improve more widely the lot of this group. In some respects 
rny timing with this study could not be better. I have piloted and evaluated a 
practice development project at a time when there is a huge increase in political 
interest in dementia care. This will be a great advantage for my future work. 

CONCLUSION 

Chapter five aims to draw together the elements of this study, the literature 

review, research study and practice development project to form an integrated 

whole. At the outset of the doctorate my aims were to enable the voices of 

people with dementia to be heard, to produce knowledge that would influence 

future practice and to set the work within the broader social and political context. 
Potential contributions to knowledge made by this work clearly demonstrate how 

these aims have been met. Limitations of the work and opportunities for further 

research and practice development have been identified. My personal and 

professional growth through the doctoral journey have been mapped. This 

illustrates the value of the professional doctorate as an approach that enables 

practitioners to engage in 'real world' studies that are used to directly influence 

practice. The doctorate has enabled me to develop as a 'scholarly professional' 

with skills in research that have been used to begin to improve the care of older 

people with dementia in the acute hospital setting. 
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APPENDIX ONE 

SEARCH STRATEGY 

Inclusion criteria 

Primary qualitative studies 
Participants are mainly people with dementia 
Aim to explore experiences of people with dementia 
Majority of participants are aged 65+ 
Studies in the English language 

Exclusion criteria 

" Studies which included experiences of people with dementia as adjuncts 
to opinions of others 

" Studies which included qualitative elements as adjuncts to largely 
quantitative research 

" Summary reports 

Databases searched 

CINAHL 1982- 
British Nursing Index 1994- 
AMED 1985- 
Medline 1951 - 
Psych I nfo 1887- 

1/2008 
1/2008 
1/2008 
1/2008 
1/2008 

dementia 
2 research 
3 qualitative 
4 1 +2+3 
5 user 
6 patient 
7 client 
8 person 
9 involvement 
10 perspective 
11 view$ 
12 experience$ 
13 participation 
14 service 

Appendix One 1 



V 

15 4&5&9 
16 4&5& 10 
17 4&5& 11 
18 4&5& 12 
19 4&5& 13 
20 4&5& 14 
21 4&6& 9 
22 4&6& 10 
23 4&6& 11 
24 4&6& 12 
25 4&6& 13 
26 4&7& 9 
27 4&7& 10 
28 4&7& 11 
29 4&7& 12 
30 4 &7& 13 
31 4&8& 9 
32 4&8& 10 
33 4&8& 11 
34 4&8& 12 
35 4&8& 13 
36 personhood 
37 4& 36 

Search repeated with Alzheimer$ replacing dementia as term 1. 

Electronic library for social care searched using terms 

1 dementia 
2 Alzheimer$ 

Dementia: International Journal of Social Research and Practice hand searched. 

Reference lists of all studies that met inclusion criteria hand searched. 
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APPENDIX TWO 

QUALITY CRITERIA FOR ASSESSMENT OF QUALITATIVE 
RESEARCH INVOLVING PEOPLE WITH DEMENTIA 

Aims and Participants 
" Are the aims of the study clearly stated? 
" Is there a clear justification for conducting the study? 
" Have participants been selected in a purposeful way to allow the research 

question to be addressed? 
" Is there evidence of a sensitive recruitment process? 
" If carers or next of kin are to be involved in the study has this been agreed 

with the person with dementia when possible? 

Research Design 
" Are the research methods appropriate to the question being asked? 
" Is research designed in a way that will allow it to be flexible to changing 

circumstances and conditions? 
" Is the process of moving from data to interpretation made explicit? 

Personhood and Ethics 
" Could this research be conducted with people who do not have dementia? 
" Has the study been approved by the required bodies? 
" Has the study been explained to participants in a way that gives them 

maximum chance of giving informed consent? 
Is there evidence that participants have agreed to take part either in words 
or by their actions? 
Has a process model of consent been used? 
Has the personhood of participants been respected throughout the course 
of the study? 

Findings and Evaluation 
Has evidence for and against the researcher's interpretation of the data 
been considered? 
Has the impact that the researcher has had on the study been explained? 
Is there sufficient evidence presented to support the conclusions? 
Are different sources of knowledge and understanding about the issues 
being explored compared and integrated? 
Does the research contribute to the body of knowledge about living with 
dementia? 
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APPENDIX FOUR 

West Somerset Research Ethics Committee 
RDSU 

Taunton & Somerset Hospital 
Musgrove Park 

Taunton 
Somerset 
TAI 5DA 

Tel: 01823 344799 
Fax: 01823 342780 

SB/ac/05/Q2202/35 
291h March 2005 

Ms Fiona Cowdell 
2 Balston Terrace 
West Street 
Poole, Dorset 
BH15 1LE 

Dear Ms Cowdell 

Full title of study: An exploration of the experiences of patients, lay carers and 
health care staff of the care received by older people with 
dementia in the acute hospital setting 

REC reference number. 05IQ2202135 
Protocol number: 5.0 

Thank you for your application for ethical review, which was received on 15 March 2005. can 
confirm that the application is valid and will be reviewed by the Ethics Committee at the 
meeting on 06 April 2005. 

Meeting arrangements 
The meeting will be held at Boardroom 2, Taunton & Somerset Hospital on 6th April 2005 at 
12: 00 noon. It is not felt necessary for you to attend the meeting to respond to questions from 
members. Your application will be reviewed and any comments or questions will be sent to 
you in writing. However, if you would prefer to attend the meeting then you would be welcome 
to do so. If this is the case, please contact me to discuss a suitable time. 

DOCuments received 
The documents to be reviewed are as follows: 

Document Type: Version: Dated: Date Received: 
lication 1 25/02/2005 15/03/2005 

Investigator CV 15/03/2005 
Protocol 5 25/02/2005 15/03/2005 
Coverin Letter 25/02/2005 29/03/2005 
Letter from Sponsor 23/02/2005 15/03/2005_ 



Peer Review 07/02/2005 15/03/2005 
Compensation Insurance cover 01/08/2004 15/03/2005 

AEqM9MqDLs 
- Copies of 1 25/02/2005 15/03/2005 

Advertisements 
Letters of Invitation to 1 25/02/2005 15/03/2005 
Eqtgiý 

- - GP/Consultant 1 25/02/2005 15/03/2005 
Information Sheets 

- 66ipant Information Pýarý 1 25/02/2005 15/03/2005 
Sheet 
Participant Consent 1 25/02/2005 15/03/2005 
Form 
CV of Supervisor Dr Supervisor's CV 15/03/2005 
Eloise Carr 
Flow Chart of Protocol 1 25/02/2005 15/03/2005 
Other Alzheimer's Society 21/11/2004 15/03/2005 

letter 

No changes may be made to the application before the meeting. If you envisage 
that changes might be required, we would advise you to withdraw the application 
and re-submit it. 

Notification of the Committee's decision 

You will receive written notification of the outcome of the review within 10 working 
days of the meeting. The Committee will issue a final ethical opinion on the 
application within a maximum of 60 days from the date of receipt, excluding 
any time taken by you to respond fully to one request for further information or 
clarification after the meeting. 

Site-specific assessments 

You should now arrange for site-specific assessment (SSA) to be carried out. 
Part C of the application form (complete with all signatures) together with a copy 
of your curriculum vitae should be sent to Dorset REC. No further documents 
need to be submitted. The main purpose of the SSA is to assess the suitability of 
the local Investigator, site and facilities. 

LRECs have 25 days in which to notify this Committee whether or not there is any 
objection on site-specific grounds. The Committee would then confirm the 
favourable ethical opinion for each site in writing to you. 

Management approval 

You should seek management approval from the R&D Department for the relevant 
care organisation to conduct this research at a NHS site. The management 
approval process may take place at the same time as the ethical review. Final 

management approval from the care organisation will not be confirmed until after a 
favourable ethical opinion has been given. If you have not already done so, you are 



advised to contact the R&D Department about their approval process. 

Further communication 

All further communications from the Committee during the progress of this 
application will be solely with you as Chief Investigator. It is your responsibility to 
inform the research sponsor and NHS care organisation(s) of the progress of the 
review, as necessary. At the end of the review, the sponsor and care organisation 
will be informed of the outcome. 



APPENDIX FIVE 

1 May 2005 

is Fiona Cowdell 
, ractice Development Unit Consultant 
ics 
ournernouth University 

, ear Fiona 

e: An exploration of the experiences of patients, lay carers, and health care staff of the care 
aived by older people with dementia in the acute hospital setting. 

he above named research project has been reviewed by the Research Governance Department and I am 
: eased to advise you that permission to undertake the proposed project has been granted. 

onditions under which this approval is granted are the Research Governance Department is notified of: - 
ny protocol amendments 

Serious adverse events 

addition: 
The progress of this research project will be monitored 6 monthly by the Research Governance 
Department and may be selected for audit in accordance with the Research Governance Framework. 
A sticker is placed on the patient's medical records indicating "This patient is a research participant and 
therefore these medical records need to be kept for 15 years from this date ........ Normally medical 
records are destroyed after eight years. 

-A copy of your study report is sent to the Research Governance Department on completion of the study. 

financial review of the proposed project has been undertaken and no additional Trust resources will be 
quired to support the study. It is noted that the only involvement from medical staff (other than participating in 
a study) is distributing project information to patients and carers, and all appropriate staff members have been 
Aified. This project is not eligible for NHS R&D Support for Science funding allocated through the Research 
3vernance Department. 

Honorary contract is in place for the duration of the research project. 

ease find enclosed, a letter from the Trust's Data Protection Officer. 

ially, in order for local GP's to be made aware that this study has had Ethical and Poole Hospital Trust 
proval, please could you insert the following on the GP letter: 
LC Reference Number: 05LQ22Q1L55 

)urs sincerely 

n Bailey 
Oject Manager 
, search Governance 
IC: Data Protection Letter 
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Ms Fiona Cowdell 
IHCS Bournemouth University Royal 
London House 
Christchurch Road 
Bournemouth, Dorset 

Ref-. RWJMC 04 March 

2005 

Dear Fiona 

Re: Dementia Care in Acute Hospitals 

I have reviewed the Data Protection implications of this project on behalf of the Caldicott 
Guardian. 

I am happy for this project to proceed on the understanding that there is no deviation 
from the stated protocol and all personal or sensitive information is fully anonymised. 

Should you require any further information or have any queries please contact me on 
01202 448689. 

s Sincerely 

Mr. R. Hatton 
Infon-nation Governance Manager 

c. c. Mary Burrows, Research and Development Manager 



APPENDIX SEVEN 

THE STUDY SETTING 

A brief overview of the three wards with particular reference to culture and 
leadership is provided below. 

Freshwater 
The approach to Freshwater Ward is via lift or stairs to a landing in which there is 

a choice of two pairs of swing doors covered in distinctly battered pale green 

paint. Above each set of doors is the ward name, the doors are surrounded by 

notices including information about visiting hours and infection control guidelines. 
Attached to the wall is a bottle of alcohol hand rub which visitors are requested to 

use on entering and leaving the ward. Freshwater Ward is through one of these 

sets of double doors. Through the doors there is a vast, dark and sometimes 

uninhabited space. It is a sprawling area, to one side there is a reception desk. In 

front of the desk is a cavernous sitting area which is partially separated by 

screens which are covered in information about a range of illnesses. There are 

two clusters of arm chairs, a dining table, a bookcase, a large television and a 

IDVID player. The room is also occupied by various items of clinical equipment 

including air mattresses and intravenous infusion pumps. To the side of the 

dayroom there are two offices, both of which look well used. There are a mass of 

notices pinned to the walls, the desks are covered with paperwork and littered 

with used mugs. 

To enter the clinical area it is necessary to pass through another set of double 

swing doors. The moment these doors are opened there is a bombardment of 

noise and activity. Senses are suddenly assaulted with an overload of 

information and it takes a moment to adjust to such a different environment. The 

ward can care for thirty patients. The accommodation is divided into bays for a 

maximum of six patients and there are also a number of smaller bays and single 

rooms. There are two nurses' stations, large desks with a computer and several 
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telephones on each. By each station there are two or three trolleys containing 
patients' case notes. The ward has several toilets and bathrooms for patient use. 
There is a treatment room, a sluice and a linen cupboard. The overall perception 
of the physical environment is one of gloom. It is evidently many years since it 
has been decorated, the walls and doors are covered in multiple marks and 
dents where equipment has been moved around. The ward tends to be dark, 

gradually natural daylight has declined as new buildings have been squeezed 
onto every available space on the hospital site. 

Although the fabric of the ward is tired and rather unwelcoming this is very much 
in contrast to the immediate impression of friendliness and welcome that is 

extended by all staff. The periods of observation on Freshwater showed that 

most staff have a real commitment to patient-focused care. The patients appear 
to feel relatively at ease and free to carry out activities as they are able without 
fear of reprimand from the staff. There is a routine on the ward which is used as 

a flexible guide rather than as a prescription for what must happen at 

predetermined times during the day. The staff team seem to be relatively strong 

and cohesive. It clearly includes the domestic and clerical staff who work in ways 

that allow them to engage directly with patients. Their strength as a team may 

have developed because they have had to work closely to keep the ward 

functioning during long periods without a leader. Many of the staff have been in 

post for years and these staff, in particular, express a pride in the fact that they 

provide a high standard of patient care. There is a relative lack of hierarchy on 

the ward. Watching staff interact, it is evident that each person's contribution is 

valued. The senior nurse offers strong but gentle leadership and tends to guide 

staff by role modelling. Communication between staff and patients is frequent 

and includes general conversation and laughter as well as more specific and 

Purposeful interaction. 

The ward has a slight air of disorganisation. This is accepted by staff who 

regularly say that they want a ward in which patients feel relaxed and welcome. 
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The nurses tend to respect the patients' bed area as their own personal space 
and often seek permission before entering. Their attitude to visiting is quite 
liberal. Although the ward has fixed visiting hours the staff are willing to negotiate 
visiting at other times. I was able to observe on Freshwater without causing any 
apparent disruption. The staff were unerringly welcoming. They were pleased for 

me to join in with bed making, feeding patients and taking more able patients for 

walks to the hospital shop. They gave the impression of total openness and 

willingness to share their work. The staff were happy to allow me to observe 
them but they did not particularly relish being asked questions about their 

practice. They seemed concerned about giving the 'wrong' answers rather than 

having an intrinsic reluctance to talk. 

Freshwater had a physical environment that was shabby and run down. This was 
in no way reflected in the care that was provided by the ward team that generally 

worked cohesively and apparently happily to provide a patient focused service. 

Ventnor 
Ventnor Ward is a more compact area with twenty-five beds. The environment 

contrasts with Freshwater in that it appears more clean, tidy and bright however 

this does come with a more 'clinical' feel. The ward is decorated in cream with a 

spotlessly clean blue lino floor that is frequently mopped by the ward domestic. 

The entrance to the ward, which is generally through an adjoining ward, is much 

more open, it is decorated with colourful posters that visitors often stop to admire. 

Ventnor has one nurses station which is brightly lit and frequently a hive of 

activity. There are two computers and several telephones that seem to ring 

relentlessly. The nurses' station is remarkably tidy, there are a raft of notices 

attached to the walls that give instructions on many routine activities that have to 

be completed. Cupboards and filing cabinets are all carefully and precisely 

labelled. 
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The first impression of this ward is that it has a slightly more formal culture. The 
ward is led by an established senior nurse who has standards that are clearly 
articulated and which she expects to be met. The senior nurse is very much an 
'old school' matron figure, she is treated with genuine respect. The reception 
received on entering the ward is slightly more reserved. It is noticeable that 

visitors enter the ward with marginally more trepidation, they often wait by the 

nurses' station for attention before venturing into patient areas. Despite the 
difference in approach of the staff on Ventnor they are courteous and helpful. It is 

quickly evident that they, like Freshwater, aim to provide patient-focused care, 
their interactions with patients are similar in nature. The major difference in 

culture appears to be that the senior nurse tends to lead from the front. There is 

slightly more of a feeling that staff 'know their place' and are more cautious about 

pushing the boundaries. For example the clerical staff rarely converse directly 

with patients, tending to communicate through nursing staff. Observing on this 

ward was a little more awkward than on Freshwater, mainly because I seemed to 

attract more attention from the staff. I felt that at times I got in the way although 
this feeling was very much influenced by which staff were on duty at the time. It 

was hard to find a space where I could be partly because the ward area is 

physically smaller and staff seemed to have their own space, particularly around 

the nurses station, and I sometimes unwittingly violated this. 

Shanklin 
The physical environment of Shanklin Ward is extremely similar to Ventnor. 

Again it is a compact ward that appears to be tidy and well organised. The d6cor 

is similar although it has a few more homely touches such as a frieze along the 

corridor and some framed prints on the walls. The fundamental difference is the 

atmosphere that permeates as soon as you go on the ward. Shanklin lacks the 

welcome that is spontaneous on the other wards. Visitors are greeted in a much 

more business like manner and there is a feeling that their right to be there and 

their relative importance to the staff is quickly judged. The ward conveys an air of 

perpetual business which is maintained by the habit of some of the nursing staff 
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who tend to state loudly and clearly to each other exactly what they are doing. 
This is a trait that is sustained by the behaviour of the senior nurse who provides 
a running commentary on her activities for all to hear. The ward feels 'on edge' 
much of the time. Virtually every conversation includes some mention of their 
business and this culture clearly pervades the delivery of patient care. Many of 
the staff have an absolute belief that all patients must be washed and dressed by 
late morning or else the whole day will be 'out'. In contrast to the other wards the 

care here could be described as predominantly staff-centred. Patients appear to 

get little choice about their care. Any patient who demurs from the routine is 

briskly reminded that they are on the ward for rehabilitation and should therefore 

engage with the required activity. There is little evidence of negotiation between 

staff and patients or of recognition of patients' usual patterns of life beyond the 

hospital. The need to finish patient care by a specified time is compounded by 

absolute adherence to set break times for staff. Breaks seem to be a source of 

additional anxiety rather than an enjoyable interlude in the day. Although 

Shanklin has the highest staffing ratios of the three wards, staff routinely 

complain of their poor staffing levels. In contrast to the other wards they seem 

totally unaware of what is happening elsewhere in the unit. 

On Shanklin each person has a clearly defined role with boundaries they dare 

not push. Patients are expected to comply with the rehabilitation regime, any who 

did not were quickly labelled as less than co-operative. The relationships 

between members of the MDT have a rather more combative feel than on other 

wards and there is evidence of a blaming rather than a collaborative culture. For 

example, there was a patient who the senior nurse felt could benefit from active 

rehabilitation but whom the physiotherapist declined to treat because she could 

not obey commands. They did not discuss this openly but it was referred to in 

bitter terms by the senior nurse. The ward rounds tend to be relatively doctor-led 

with other professionals giving their opinions as requested. 
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The culture on the ward made it very uncomfortable for me as an observer. It 
was clear that I was viewed as a nuisance who was perpetually in the way. The 
way in which the staff viewed this study is discussed in more detail elsewhere. 
The atmosphere on the ward, together with the perceptions of staff about the 
study, was sufficiently difficult to persuade me to abandon my observation as 
soon as the one patient I was observing was discharged. Shanklin has a very 
different culture to the other two wards. This difference was most obvious when 
the senior nurse was present and levels of anxiety seemed to peak. 

The three wards have many similarities in terms of the service they intend to 
deliver. However it quickly emerged that they had quite different cultures. It could 
be suggested that they fall on a continuum from patient-focused to staff-focused. 
The periods of observation indicate that the senior nurse of each ward has a 

significant impact on shaping the culture of the environment. The concept that 

ward leaders play a pivotal role in influencing the way in which care is delivered 

is not new. It is noted by Gould et al (2001) that between 1980 and 1985 eleven 

different studies attested to the central role of the clinical leader. Perhaps the 

best known of these studies are those conducted by Ogier (1982,1986,1989) 

and Fretwell (1982). Gould et al (2001) suggest that in more recent years interest 

in this subject has waned. The observation in this study supports the idea of the 

centrality of the senior nurse in influencing staff beliefs and behaviours in care 

delivery. The senior nurses on Freshwater and Ventnor had developed rather 

different cultures. However in both areas it was clear that staff generally felt 

moderately valued and on the whole demonstrated a commitment to the delivery 

of patient-focused services. Shanklin had developed a far more structured culture 

in which an air of overt business seemed to be prized and the focus was on 

getting things done. 

The descriptions of the three wards are, of course, based on an overview of what 

has been observed. It is clear that there are individual variations amongst both 

staff and patients. It was evident that the care was influenced by the prevailing 
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culture but that individual personal philosophies were equally powerful. During 

the observation much of the care I have witnessed has been delivered with 
kindness and compassion and with a strong feeling of striving to meet the needs 

of individuals. 
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APPENDIX EIGHT 

Field Notes 
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APPENDIX NINE 

Title of Project: An exploration of the experiences of patients, lay carers and health care staff of the 
care received by older people with dementia in the acute hospital setting. 

Name of Researcher: Fiona Cowdell 

Please initial box 

1.1 confirm that I have read and understand the information sheet dated 18.4.2005 
(version 2) for the above study and have had the opportunity to ask questions. 

2.1 understand that my participation is voluntary and that I am free to withdraw at any time, 

without giving any reason, without my medical care or legal rights being affected. 

CONSENT FORM 

3.1 understand the interview will be tape recorded 

3.1 agree to take part in the above study. 

Name of Participant Date 

Name of Person taking consent Date 
(if different from researcher) 

Researcher Date 

1 for participant; 1 for researcher 

Signature 

Signature 

Signature 
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Balston Terrace The aim of this literature review was to investigate studies that actively engage older 

lest street, Poole 
people with dementia in research 'with' rather than 'on' them. The focus of the 

, orset BH 15 ILE 
paper is the methods that researchers have used to ensure that studies are ethical, 

K 

clephone: 01202 680370 meaningful and preserve the personhood of individuals. The intention is to present a 

-mail: 
fiona. cowdell@btinternet. com selection of papers rather than undertake an exhaustive review. It is well recognized 

that the prevalence of dementia in older adults is increasing, this increase is reflected 
by a huge rise in the amount of research into this area. The biomedical model 

continues to dominate dementia research however there is a small, but growing, 
body of research that actively seeks to engage people with dementia. This increase in 

research that actively engages people with dementia has developed in parallel with 

the 'new culture' of dementia care in which Kitwood (Dementia Reconsidered: The 

Person Comes First. Open University Press, Buckingham, 1997) exhorts us to 

respect the personhood of people with dementia. This review identifies 22 studies 

that sought the views and experiences of older people with dementia. There is 

evidence in each paper that the researchers had given thought to ensuring that their 

work was ethical, meaningful and preserved the personhood of individuals. The skill 

with which this aim was achieved varied considerably from formulaic approaches to 

those that clearly demonstrate that the researchers have a mindset that is grounded 

in a powerful belief in, and application of, the concepts of genuine respect for older 

people with dementia. The examples of good practice that have been drawn from 

these papers have direct application to both future research and to the provision of 

clinical care. 

Key words: dementia, ethics, older people, personhood, research 

ltroduction 

is well recognized that the prevalence of dementia in older 
Jults is increasing. It is estimated that dementia currently 
fects over 700 000 people in the UK and that by 20 10 this 
imber will have risen to 840 000 (Alzheimer's Society, 
)06). This increase is reflected by a huge rise in the amount 
research into this area. The biomedical model continues to 

)Minate dementia research; however, the last two decades 
1ýc seen increasing calls for studies that actively seek the 
C`ws of people with dementia (Cotrell & Schulz, 1993; 
owns, 199,; Barnett, 2000; Wilkinson, 2002). This increase 
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in research that actively engages people with dementia has 

developed in parallel with the 'new culture' of dementia care 

in which Kitwood (1997) exhorts us to respect the person- 
hood of people with dementia. 

At present the knowledge base around actively engaging 

people with dementia in research remains relatively small 

although there is an increasing body of literature that 

advises on how such research may be conducted. Wilkinson 

(2002) has provided an innovative text on methods of 

undertaking such research; other authors have considered 

specific issues (e. g. Cook, 2003; Gibson et al., 2004; 

Traynor et al., 2004). 
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Aim 

The aim of this literature review was to investigate studies 
that actively engage older people with dementia in research 
twith' rather than 'on' them. The focus of the paper is the 

methods that researchers have used to ensure that studies are 
ethical, meaningful and preserve the personhood of individ- 
uals. The intention is to present a selection of papers rather 
than undertake an exhaustive review. 

The purpose of the review is to add clarity to the current 
status of research that engages people with dementia and to 
identify areas of excellent practice that may be used in future 

research and clinical practice. This paper represents part of a 
larger study of dementia research that will be reported at a 
later stage. 

Method 

The search strategy employed for this review paper initially 
followed a traditional route. The databases CINAHL 1982- 
2005, BNI 1994-2005, AMED 1985-2005, Medline 1951- 
2005 and PsychInfo 1887-2005 were searched using the terms 
dementia, Alzheimer, research, qualitative, user, patient, 
client, person, involvement, perspective, View, experience, 
participation, personhood and service. This stage of the search 
yielded 6278 articles. Of these 6257 were rejected at title or 
abstract as they failed to meet the inclusion criteria. Thus from 

a vast pool of literature only twenty one studies were selected. 
In the light of the relative scarcity of studies the search moved to 
a more pragmatic approach as it was felt that the traditional 
route may have missed some valuable studies. The Electronic 
Library for Social Care, the grey literature and Dementia: 
International journal of Social Research and Practice were 
searched. Reference lists of all articles identified at this stage 
were scrutinized. The search strategy was broad based, 
however the low success rate in finding relevant studies is 
perhaps an indication that research involving people with 
dementia remains far from mainstream. 

To meet the criteria for full review the papers had to be 

primary qualitative studies with participants being mainly 
older people with dementia, the aim of the paper had to be to 
explorc experiences of people with dementia, all studies were 
written in the English language. Articles were rejected for one 
of three reasons, if they included the experiences of people 
with dementia as an adjunct to the views of others as such 
studies had very low input from people with dementia, if they 
had a major focus on quantitative methods and finally if 
papers were summary reports that did not contain sufficient 
information to allow them to be assessed. It is acknowledged 
that this review is not exhaustive, however, It does offer an 

.iIIII Ist insight into the progress to date on research in this speciali 
field. Using this search strategy a total of 22 papers were 
identified for review (Table 1). 

As the purpose of this review was to consider the extent to 
which research was ethical, meaningful and preserved the 
personhood of individuals a traditional review methodology 
was not appropriate. The studies were all set in the 
qualitative paradigm and therefore in reviewing them it was 
important to avoid the 'mission drift' to which Jones (2004) 
states qualitative researchers may succumb when they try to 
imitate quantitative review methodology. A set of criteria 
influenced by the work of Kitwood (1997), Department of 
Health (2001), McCormack (2001,2002,2004), Bartlett and 
Martin (2002), Wilkinson (2002) and Jones (2004) were 
developed specifically to address these issues: 
" Have the participants been selected and recruited using 

sensitive processes. ) 

" Is the research process flexible to changing circtimstances 
and conditions? 

" Does the consent process provide the opportunity to give 
voluntary consent on an ongoing basis? 

" Has the personhood of participants been preserved? 
" Has the voice of the participants been heard? 

Results 

The following section reviews the ways in which the studies 
addressed the criteria outlined above. 

Have the participants been selected and recruited using 
sensitive processes? 

The studies were assessed against criteria which required that 
participants should have been selected in a way that allowed 
the best chance of answering the research question. Recruit- 

ment processes should be sensitive to the needs of this group 
and adopt an inclusive philosophy. 

Methods of recruitment 
Recruiting people with dementia to a research study demands a 
level of sensitivity beyond that required in many cases. There 

are key issues to be considered early in the process. It is essential 
to ensure that an inadvertent disclosure of the diagnosis of 
dementia is not made. Researchers need to consider the way 
that participants are selected to ensure an element of inclusiv- 
ity. There is a need to achieve a balance between respect for the 
individual whilst not causing them undue anxiety or concern. 

Recruitment processes generally involvcd purposive or 
convenience sampling. A number of studies selected partic- 
ipants who used services specifically for people with demen- 
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tia, for example Pearce et al. (2002) selected people attending 
memory clinics. Phinney et al. (2002) recruited participants 
from a geriatric research centre and an early diagnosis 

support group whilst Katsuno (2003) worked with people 
attending a dementia specific service. Although it can be 

argued that attendance at a dementia care facility does not 
ensure that the person is necessarily aware of their diagnosis 

it is suggested that this is a higher probability than would be 

the case when selecting from other areas. 
other authors are less explicit about how potential 

participants were selected. Werezak and Stewart (2002) 

recruited from unspecified agencies and Proctor (2001) 

reports only that participants were attending a day hospital. 
The two studies that investigated care of people with 
dementia in acute hospitals used totally different approaches. 
Tolson et al. (1999) used a strategy of asking all older people 
who were consecutively admitted to medical or care of older 
people wards to complete a cognitive assessment, those who 
produced two low scores were invited to be involved in the 
next stage of the study. This method of selection is not 
justified in the paper and does raise questions about the 
labelling of people with acute physical health problems as 
having dementia. It is not entirely clear whether this label was 
shared with participants. Norman (2003) recruited patients 
in an acute hospital setting on the basis that they had been 
labelled as having memory problems by clinical staff. 
Norman provides a sound justification for her choice in 
stating that patients labelled by staff, whether this is accurate 
or not, were constructed in terms of this label and would 
therefore be treated in a similar way to those with a formal 
diagnosis. The latter approaches could be considered to 
increase the risk of inadvertent disclosure, whether confirmed 
or not, during the recruitment process. 

When working with people with dementia there is a need to 
balance respect for the individual with using recruitment 
processes that are inclusive and do not cause undue anxiety 
and concern. The majority of studies used some type of 'third 
party' during the first stage of recruitment the most common 
of these were care staff or family members. A number of 
researchers asked care staff to identify participants (e. g. Mills, 
1997; Bamford & Bruce, 2000). This process could be viewed 
as assisting appropriate selection, equally it has the potential 
to Introduce an element of bias. Bamford and Bruce (2000) 
addressed this issue by allowing other interested users to join 
their discussions. A small number of researchers would only 
recruit participants who had a next of kin or spouse who was 
willing to take part (e. g. Li & Orleans, 2002; Pearce et al., 
2002; Phinney, 2002), this brings into question the respect for 
the individual's personhood and belief in the value that they 
bring to the study. Initial information was provided by care 

staff in the studies of Pratt and Wilkinson (2001), Werezak 
and Stewart (2002) and Mason et al. (2005), this process 
could be seen as reducing coercion and so may be considered 
good ethical practice. Other studies, for example Burgener 
and Dickerson-Putman (1999) recruited via family care givers. 
It may be suggested that this approach borders on paternalistic 
and fails to respect the personhood of individuals. In addition 
it makes the unfounded assumption that people with dementia 

and their carers have good relationships (Pratt, 2002). 

Inclusivity 
The need to include people with dementia is becoming well 
established. It is noted by Keady (1996) and Downs (1997) 

that researchers have tended to concentrate their work on 
those in the earlier stages, this approach remains evident. A 

number of studies reported the level of cognitive impairment 
of the participants with most using the Mini Mental State 
Examination (MMSE) (Folstein et al., 1975). The majority of 
participants had recorded MMSE scores of 18 or above 
indicating mild to moderate dementia. Some researchers 
made a conscious decision not to investigate the level of 
cognitive impairment of participants. This may have been on 
the grounds that MMSE score does not necessarily correlate 
with an ability to communicate one5s views. The fact that 

most of this type of research concentrates on people with less 

severe dementia is highlighted by several authors who suggest 
that methods for inclusion of those with more advanced 
impairment needs to be developed further. 

It is evident that many researchers in these studies have 

given considerable thought to the selection and recruitment of 
participants. They have used strategies such as the use of a 
cthird party' to minimize risk of anxiety or feelings of coercion. 
Equally a small number of studies have employed processes 
that are questionable particularly in terms of selecting people 
who are likely to be able to answer the research question and 
of ensuring participant choice. Virtually all participants had a 
relatively high level of cognitive function and several authors 
point to the need to include people with more advanced 
dementia. These studies indicate that there is a value in 

involving people with a pre-existing relationship with poten- 
tial participants in the recruitment process. However, it is 
argued that this approach must be carefully balanced in order 
to prevent inadvertent exclusion or paternalism. 

Is the research design flexible, to changing circumstances 
or conditions? 

The criteria related to research design required a high level of 
flexibility, particularly in terms of data collection, in order to 
accommodate the potentially x'arying needs of participants. 
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The most common form of data collection was through 

Interviews although some studies used other methods of data 

. Ollection to supplement interviews. Effective methods for 

-onducting interviews with people with dementia have been 

Je subject of much debate in the literature. Authors such as 
Mason and Wilkinson (2002) and Pratt (2002) both argue 

: Ogently that interviews can be an effective method of data 

; ollection and provide some guidance on how this may be 

ichieved. It is recognized that there is still an assumption by 

; ome that people with dementia have 'lost their mind' 
Lyman, 1998, Mills, 1997), this group are therefore often 

, xcluded from active engagement in research (Wilkinson, 

! 002) There are a number of issues that need to be taken into 

: onsideration when conducting any qualitative interview. 
rhere are others that are particularly pertinent to interviews 

vith people with dementia, these include, whether the person 

, hould be interviewed alone or whether to have another 
)erson present to offer support, the way in which questions 
ire asked and the number of Interviews required. 
It is suggested by Pratt (2002) that carers can be valuable 

, ollaborators in dementia research whilst equally cautioning 
igainst assuming that the person with dementia will want to 
)e accompanied. The majority of interviews were conducted 
vith the participant unaccompanied. Phinney (2002) and 
)earce et al. (2002) both chose to interview people with 
lementia and their partners separately, these authors made it 
I prerequisite that partners had to be willing to be involved 
Ind imply that the partner's interview was used to corrobor- 
ite the information supplied by the person with dementia. 
Whilst having a different perspective may have added depth 

o the data it may be considered that Phinney's (2002) request 
hat partners report what they thought the person with 
lementia was experiencing does appear rather speculative. 
Fhe pitfalls of including others, in this case the main visitor, 
n the interview process are identified by Tolson et al. (1999) 
Vho report that their presence detracted from the ability of 
he person with dementia to communicate fully. 
Interviewing people with dementia is clearly a venture that 

-equires skill and sensitivity. The studies reviewed employed 
I variety of interview techniques ranging from the very 
ýtructured approach used by Burgener and Dickerson-Putman 
1999) and Marzanski (2000) both of whom delivered a 
: Onsistent set of questions, through the semi-structured 
ipproaches of Pearce et al. (2002), Mason et al. (2005) and 
kerezak and Stewart (2002) to the unstructured format of 
ýýfllat (2002) and the counselling base adopted by Mills 
199-). The extracts of data suggest that perhaps the skill of 
: he iinterviewer is more critical to success than the interview 
Ipproach used. An example of this is shown in the work of 
ýNtt and Wilkinson (2001) who used interviews \vith a clear 

topic guide. The data they present demonstrates hoýN', with 
the right approach, people ýN, ith dementia can be assisted to 
provide rich insights into their experiences. The counselling 
approach to interviews is advocated by \Iills (199-) who 
used it to good effect in illuminating the narratives of eight 
people described as having moderate to severe dementia. The 
concept of using counselling skills in qualitative research is 
noted by Nelson-Jones (1993) who suggests that transferable 
skills include altruism, humanism, intellectual curiosity and 
people orientation. Although these facets are not discussed 
they are clearly represented in the work of Sabat (2002) in his 

interaction with a person with relatively advanced dementia. 
A number of studies involved a series of interviews 

although this does not appear to be an absolute prerequisite 
to achieving engagement with resulting rich data. This is 
evidenced by the work of Gillies (2000) who interviewed 
most participants only once but clearly enabled participants 
to express their views in considerable depth. Other research- 
ers used multiple interviews such as Phinney et al. (2002) 

who conducted three interviews with each participant to the 
extreme of Mills (1997) who undertook between 13 and 25 

interviews. It does not appear that more interviews necessar- 
ily leads to increased quality of data. Two studies used an 
ethnographic approach to data collection. Chatterli (1998) 

and Li and Orleans (2002) used periods of observation 
supplemented with both formal and informal interviews. The 

advantage of using observation is that it appears to have 

enabled people with considerable communication difficulties 

to be represented in the studies. 
Data collection largely involved interviews with partici- 

pants. The style ranged from highly structured to conversa- 
tional approaches and the number of interviews conducted 
varied from 1 to 25. The involvement of significant others in 
the interview process has been discussed and advantages and 
disadvantages noted. The literature offers some fairly pre- 
scriptive guidance on the way in which interviews with 
people with dementia should be conducted however the 

guidance is, in places, contradictory. The idea that emerges 
from these studies is that, whilst guidance is available, the key 

element that enables effective data collection, regardless of 

espoused style, is the personal manner and approach of the 

individual interviewer. 

Does the consent process provide an opportunity for 

participants to give voluntary consent on an ongoing 
basis? 

The approach to consent involved consideration of a number 

of issues including consent by people with dementia or 

proxies and the use of verbal or written consent. 
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All authors appear to have attempted to provide partici- 
pants with sufficient and fairly standard information using 
written or verbal material although little reference is made to 
confirmation of understanding. The choice of whether or not 
to obtain written consent is debated in the literature. Bartlett 

and Martin (2002) suggest that for people with dementia the 
requirement to sign a consent form may induce feelings of 
anxiety and insecurity. The fact that so many researchers 
used written consent may have been influenced by the fact 

that for many Research Ethics Committees in the UK written 
consent remains essential to the research process. The 

treatment of consent as a process (Milton, 2000) rather than 
as a one off activity is noted in a few cases. Pratt and 
Wilkinson (2001) revisited consent on each occasion that 
they met with participants to ensure it remained valid. An 

alternative approach was taken by Bamford and Bruce (2000) 

who rejected written consent in favour of verbal and 
behavioural consent, this method was chosen in order to 
minimize the anxiety for participants. 

A number of authors involved next of kin or proxies in the 
research study. Phinney (2002) and Pearce et al. (2002) 

excluded people who did not have a significant other who 
was prepared to be involved. This must raise questions about 
the value that the researchers attached to the personhood of 
people with dementia. Other writers used next of kin in a 
more supportive role such as Aggarwal et al. (2003) who 
involved them without apparently detracting from the 
primacy of the person with dementia. Gillies (2000) describes 

a four-tier hierarchy that includes informal carers in the 
consent process but also ensured consent from participants 
themselves. This may be considered best practice in terms of 
involving carers and thereby potentially protecting partici- 
pants whilst acknowledging that no one can give consent on 
behalf of another adult (Department of Health, 2001). Two 
studies explicitly sought proxy consent. Werezak and Stewart 
(2002) and Burgener and Dickerson-Putman (1999) obtained 
Written consent from proxies. It is noted that these studies 
were conducted in Canada and the US which are governed by 

quite different approaches to research. 
Awareness of diagnosis is an issue in research with 

people with dementia. The level of insight of participants is 
not widely considered although some writers document 
that participants had previously been informed of their 
diagnosis (e. g. Phinney et al., 2002). The risk of inadvert- 
ent disclosure of diagnosis is recognized by Pearce et al. 
(2002) who deliberately did not mention the terms 
dcmentia or Alzheimer's disease unless the), were first used 
by the participants. The majority of researchers recruited 
onl), participants with an established diagnosis of dementia 
that had been confirmed by a specialist facility (e. g. 

Burgener & Dickerson- Putman, 1999; Pearce et al., 20()-); 
Phinney et al., 2002). 

The ethical issues around consent from people with 
dementia remain contentious. It is acknowledged that 
attitudes to the subject vary across continents. it is suggested 
that the approach to consent should be tailored to meet 
individual needs and beliefs; however, the constraints of 
research governance and ethics committee protocols, whilst 
necessary to protect participants, make aný- degree of 
flexibility hard to achieve. 

Has the personhood of participants been preserved? 

The concept of personhood emanates from three major areas: 
transcendence, ethics and social psychology. In transcendence 
the idea that 'being' alone is sacred and life is to be revered 
are powerfully presented. An ethical viewpoint considers that 
each individual has an absolute value and that we all have an 
obligation to treat each other with respect. The explanation 
of personhood in social psychology is broader however, it is 
generally associated with issues of self-esteem and with the 
stability, continuity and integrity of the sense of self. These 

concepts of personhood have been integrated and refined by 
Kitwood (1997) to produce a definition that is central to the 
cnew culture' of dementia care. Kitwood (1997, p. 8) states 
that personhood is 'a standing or status that is bestowed upon 
one human being, by others, in the context of relationships 
and social being. It implies recognition, respect and trust'. 
Personhood in relation to nursing is considered by McCor- 

mack (2004) who uses contemporary literature to draw out 
four concepts that underpin person-centred nursing: being in 
relation, being in social world, being in place and being with 
self. McCormack links each of these concepts with the work 
of Kitwood (1997) to further develop the notions of knowing 

the person, the essential nature of values, biography and 
relationships and the absolute need for authenticity in 
preserving and respecting the personhood of the individual. 

The concept that the person with dementia should be 

central to the research process is becoming well established. It 

is stated by Clarke and Keady (1996) that the person with 
dementia cannot be regarded as an object to be examined. 
There is a need to move from a model of 'research on' to 
cresearch with' this group (Riddell et al., 1998). The require- 
ment to develop and maintain effective relationships is noted 
by many authors, this needs to be established at everý- stage of 
the research process. 

Researcber-participant relationsbips 
The ethical considerations and respect for personhood in 
these studies are inevitabiv closek, intertwined. To some 
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cAent the fact that researchers are seeking to hear the voices 

of this group is a testament to their belief in personhood. 
However the way in which researchers demonstrate recog- 

ju-tion, respect and trust in relation to participants is varied. 

, ýJills (2003) suggests that for many people research can be 

an in three stages: the beginning of the study when levels of 

Inxiety may be high, the middle when they may begin to tire 

Ind the end when they may feel sadness at the end of the 

'elationship. The start of the relationship has been considered 

)y most researchers in terms of selection and recruitment of 

ippropriate participants and in providing them with suffi- 
, ent information to make a choice about whether or not to 
)articipate. 
Despite careful preparatory phases the building of rela- 

ionships with participants prior to data collection is rarely 
liscussed. This may be due to constraints for researchers 

vho are limited in terms of resources, particularly time. 
: qually it may be felt that it is wrong to expect to take 

nore time than is necessary from participants. The excep- 
ion to this finding on building relationships is provided by 

, abat (2002) who states that he developed a long-term and 
rusting relationship with the participant prior to data 

ollection. This was perhaps more readily achieved with the 
ingle participant involved. Although most researchers did 

ot explicitly establish relationships with participants prior 
o data collection their respect for personhood is evidenced 
i their approach to this process. Bamford and Bruce (2000) 

orrimenced their study with a clear plan for data collection, 
owever, during the initial stage they realized from the 
-sponses of the participants that a more flexible approach 
; ould enable the articulation of different views according 
) how the participants were feeling. To this end the 
-searchers reconfigured their plan. The work of Pratt and 
Vilkinson (2001) again shows the value attached to 
ersonhood partly through the depth of interaction that 
ould not have been achieved unless a respectful relation- 
11p had been forged. Chatterp (1998) undertook an 
thnography of one man with dementia during his trans- 
Ion to institutional care. Again little is written about 
! sPect for personhood. However, the detail and sensitivity 
Ith which this paper is written implies that this concept 
as present. 
A small number of studies provide less clear evidence of 

ttempting to maintain personhood. Burgener and Dicker- 
"'Tutman (1999) used qualitative and quantitative data 
()Ilection methods. In interviews they asked set questions 
lat maN- haN, e limited participant's II opportum ies to express 
I. eir thoughts. Although set questions have the advantage 
f ensuring issues are covered they equally run the risk of 
Ippressing communication by 'training the interviewee to 

limit answers to short statements' (Elliott, 2005, p. 2 U. 
The participants in this study had all undergone quantita- 
tive tests prior to diagnosis and some reported that these 
had undermined their self-esteem, despite this they were 
still subjected to a raft of quantitative measures. The 
approach of Marzanski (2000) may also have lacked 
flexibility and limited the capacity of participants to express 
themselves fully as he chose to use standard questions, it is 
not possible to assess from the paper how these were 
delivered. 

The end of the research relationship is rarely discussed. It 
may be that for participants with a higher level of cognitive 
function and who had limited interaction with the researcher 
this may not be an issue. However in studies such as that by 
Mills (1997) which involved between 13 and 25 interviews 
with people described as having moderate to severe dementia 
the feeling of loss at the end of the study may have been 

acute. Mills (1997) states that participants appeared to have 

enjoyed the interviews but does not document how the 
relationship was brought to an end. 

Has the voice of the participants been heard? 

One of the central tenets of research engaging with people 
with dementia Is that the voice of participants should be 
heard. This may also be an indicator of the researchers' desire 

to preserve the personhood of individuals. Three papers were 
exceptionally powerful in their approach to giving voice to 
participants. The work of Pratt and Wilkinson (2001) offers 
little information about the researchers. It gives an impres- 
sion of direct communication from participant to reader 
which has been enhanced by the researchers providing 
signposts and interpretation that encourage the reader to 
think more deeply. The study is written in a compelling style, 
it is absolutely clear that the key players are the participants 
and that the role of the researchers is to enable them to tell 
their stories. 

The concept that the voice of participants has primacy is 
also clearly demonstrated by Bamford and Bruce (2000) who 
convey the message that they have genuinely sought to elicit 
participant's views. As with Pratt and Wilkinson (2002) this 
paper provides scant information about the researchers and 
their pre-existing stance on the subject. The vulnerability of 
individuals is recognized and a strong sense of justice and 
caring enough to find ways in which they can express 
themselves permeates the study. This paper has a stronger 
flavour of the researcher conveying the story of participants 
to the reader rather than their being a direct line of 
communication, nevertheless, the story remains effectively 
told using this different style. Sabat (2002) again uses a 
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slightly different approach. He describes the participant in his 

study in a level of detail that allows the reader to form a clear 
picture of the person. He then describes the relationship that 
has been built up over a two-year period. Sabat explains how 

the relationship has developed from researcher-and-patient to 
person-to-person. The approach that this researcher has 

taken to story telling is that he appears to invite the reader to 
join the conversation, he certainly generates a feeling of 
wanting to know more about the thoughts of the participant. 
The way in which Sabat describes the participant evokes a 
feeling of 'ordinariness'. He presents her as a person rather 
than as a ccase' and in doing this he exposes the idea that this 
could be anyone of us and thus produces a story with which 
many readers could engage. 

Respect for personhood is one component of these studies 
that is relatively difficult to judge. It is evident that respect for 

personhood exists in the light of the depth of the data 

collected. It is suggested that the quality of data in the best 

papers is unlikely to have been achieved if the participants 
had not felt valued as individuals. There is an implication that 
the researchers demonstrated a genuine interest and encour- 
aged the sharing of thoughts. Respect for personhood has 
been found to be an implicit quality, those papers that 
document the concept are not necessarily those in which it is 
most powerfully discerned when reviewing the studies. 

Discussion 

The studies reviewed have revealed some important issues 
relating to actively engaging people with dementia in 
research. As suggested these researchers almost inevitably 
have some belief in the value of the contribution that this 
group can make to the body of knowledge about dementia. 
The extent to which researchers consider the specific issue of 
dementia studies can be placed on a continuum from those 
who do not consider that people with dementia can give 
consent and need their narratives to be corroborated by 

others, through those who make few allowances for the 
impact that dementia may have on individuals to those that 

, 1ppear to have a genuine, inherent empathy and respect for 

this group and thus a capacity to gain valuable insights even 
from those in the more advanced stages. 

Review of these studies has produced some key learning 

points that are critical to the success of this type of research: 
0 Whatever research method is chosen it is imperative that it 

is applied flexibly to meet the needs of individuals. 
0 Sclection and recruitment processes need to protect par- 

ticipants from undue anxicty or coercion, however this 

needs to be balanced against paternalism that may erode 
the personhood of individuals. 

" There is clear evidence that, given the right approach, 
people with dementia are able to communicate their 
thoughts and feelings. 

" The skill, expertise and manner of the researcher are 
central to the credibility of the study. 

" There are indications that rather than feeling anxious man), 
participants enjoy the opportunity to tell their story to an 
interested listener. 

" The body of research that engages people with dementia 

remains relatively small particularly with people in the 
more advanced stages therefore there is a need to develop 

new and innovative methods of engagement. 
The review has demonstrated that researchers have adop- 

ted differing positions in their approach to conducting 
research involving people with dementia. It is suggested that 
the most valuable and believable studies are those in which 
the researcher demonstrates, usually Implicitly, an inherent 
belief in the need to work in a way that produces ethical, 
meaningful research that preserves the personhood of indi- 
viduals. 

Conclusion 

This review of 22 studies that engaged older people with 
dementia in research demonstrates that in every case the 
researchers had clearly given thought to the way in which 
the study was ethical, meaningful and preserved the 
personhood of individuals. The skill with which this aim 
was achieved varied considerably from formulaic approa- 
ches to those that clearly reveal that the researchers have 

a mindset that is grounded in a powerful belief in, and 
application of, the concepts of genuine respect for older 
people with dementia. The element that each of the 
papers has in common is that they provide evidence that 
people with dementia do retain a personal narrative and, 
given the right approach, they are able to engage effect- 
ively with others to share their views and experiences. 
The methods that researchers have used to enable individ- 
uals to communicate have clear application to research 
and clinical practice. It is evident that the body of 
research engaging people with dementia is relatively 
small, however this literature review explicates some of 
the methods that may be used to ensure that studies 
are conducted in ways that are ethical, meaningful and 
preserve the personhood of individuals. It is hoped that 
it may provide guidance and encouragement to the pro- 
viders of clinical care and to others who are considering 
taking forward this innovative, exciting and important area 
of research. 
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ý miston Terrace Aim. The aim of this paper was to explore a range of strategies that were used to 
Vest Street enable older people with dementia to become actively engaged in research 'with' 
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rather than 'on' them. 

hone: +44 (0) 1202 680370 Background. It is well recognized that the prevalence of dementia in older adults is 

, -mail: fiona. cowdell@btinternet. com increasing. This increase is reflected by a huge rise in the amount of research in this 
area. The biomedical model continues to dominate dementia research; however, the 
last two decades have seen an increased interest in studies that seek the views of 
people with dementia. A review of literature that has actively engaged people with 
dementia suggests that research can be conducted in such ways that are both ethical 
and meaningful. These studies demonstrate that this group has a valuable 
contribution to research studies. 
Discussion. This literature establishes that it is possible to engage people with 
dementia in research, the majority of studies have tended to focus on those in the 
earlier stages of the disease. This paper demonstrates, through the use of a set of 
criteria which were specifically developed to evaluate this type of work, how people 
even with advanced dementia were engaged in research about their experience of 
acute hospital care in ways that were both meaningful and ethical. 
Conclusion. This paper demonstrates that it is possible to actively engage older 
people with dementia, even those in the more advanced stages of the disease, in 
research. It is essential that researchers understand ethical principles and are able to 
apply these sensitively and flexibly. 

Key words: dementia, ethics, research 

ntroduction 
ýe aim of this paper was to explore a range of strategies that 
ý*cre used to enable older people with dementia to become 

lct'Vdý, engaged in research into their experiences of being in 
In acute hospital. The current state of dementia research is 
inefly reviewed. This is followed by critique ways in which this 
cscarch \vas conducted in an ethical and meaningful manner. 

is reflected by a huge rise in the amount of research in this 
area. The biomedical model continues to dominate dementia 

research; however, the last two decades have seen an increase 
in calls for studies that seek the views of people with 
dementia (Cotrell & Schulz, 1993; Downs, 1997; Barnett, 
2000; Wilkinson, 2002). This increase in research that 
engages with people with dementia has developed in parallel 
with the 'new culture' of dementia care in which Kitwood 
(1997) exhorts us to respect the personhood of individuals. 

iackground At present, the knowledge base around the active engagement 
of people with dementia in research remains relatively small 

Is Well recognized that the prevalence of dementia in older although there is an increasing body of literature that advises 
idults is increasing (Alzheimer's Society, 2006). This increase on how such studies may be conducted (Wilkinson, 2002). 
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A review of current literature reveals that there is a steady 
increase in studies with this group. It is evident that 
researchers have tended to focus on people in the earlier 
stages of the disease. Examples include an investigation of the 
desired outcomes of community care with people who had 

mild or moderate dementia (Bamford & Bruce, 2000), a 
study of the relationship between personal spirituality and 
perceived quality of life involving participants with Mini 
Mental State Examination (MMSE) (Folstein et al., 1975) 

scores ranging from 18 to 28 (Katsuno, 2003) and an 
investigation of the mutual support processes that occur in 
dementia support groups which recruited participants with 
MMSE scores ranging from 19 to 29 (Mason et al., 2005). 
A minority of researchers including Sabat (2002) have 

engaged people in the more advanced stages whilst others 
have not recorded the results of any form of cognitive 
assessment choosing instead to select people on the basis of 
their ability to communicate (Pratt & Wilkinson, 2001). 

Studies generally allude to ethical considerations although 
the extent to which ethical principles are applied in practice is 
variable. At one extreme there are papers that simply record 
that ethical approval has been gained (Phinney, 2002) whilst 
other reports are permeated with evidence of thoughtful 
application of ethical principles (Pratt & Wilkinson, 2001). 
These authors demonstrate a strong sense of respect for 

personhood including sensitive recruitment and consent 
procedures together with genuine interest in participants. A 
commitment to ethical practice is shown by Aggarwal et al. 
(2003) who describe their sensitive approaches in detail. 
There are instances where ethical considerations are raised 
but appear not to be applied when conducting research. A 

study by Burgener and Dickerson-Putman (1999) used 
qualitative and quantitative data collection methods, all 
participants had undergone quantitative tests prior to diag- 

nosis and some reported that these had undermined their self 
esteem, despite this they were still subjected to a raft of 
quantitative measures. 

Reviewing a range of literature that sought to actively 
engage people with dementia revealed the need for alternative 
rcview methodologies, for this reason a set of criteria drawing 

on a range of work of (Popay et al., 1998; Department of 
Health, 2001; Jones, 2004) was devised as outlined in the 
table below. 

Alms and participants 
Are the aims of the stud), clearly stated? 
Is there a cle. ir justification for conducting the studyý 
I Live participants been selected in a purposeful way to allow 
research question to be addressed? 
Is there evidence of a sensitive recruitment process? 

If carets or next of kin are to be involved in the study has this been 

agreed vith the person with dementia when posslbleý 
Research design 

Are the research methods appropriate to the question being asked., 
Is the research designed in a way that will allow it to be flexible to 
changing circumstances and conditions? 
Is the process of moving from data to interpretation made explicit? 

Personhood and ethics 
Could this research be conducted with people who do not have 
dementia? 
Has the study been approved by the required bodies? 
Has the study been explained to participants in a way that gives 
them maximum chance of giving informed consent? 
Is there evidence that participants have agreed to take part either in 
words or by their actions? 
Has a process model of consent been used? 
Has the personhood of participants been respected throughout the 
course of the study? 

Findings and evaluation 
Has the impact that the researcher has had on the study been 

explained? 
Has evidence for and against the researchers interpretation of the 
data been considered? 
Is there sufficient evidence presented to support the conclusions? 
Are different sources of knowledge and understanding about the 
issues being explored compared and integrated? 
Does the research contribute to the body of knowledge about living 

with dementia? 

The above criteria have been used to Judge the success of 
engaging a group of older people with dementia in a study 
that aimed to explore their experiences of being in-patients 
in an acute hospital using methods that were both ethical 
and meaningful. 

Aims and participants 
The aim of the study was to explore the experiences of 
older people with dementia in an acute hospital. At present 
only two studies by Tolson et al. (1999) and Norman 
(2003) have investigated dementia care in acute hospitals 
from the patient's perspective. The lack of current knowl- 

edge and the increase in older people with dementia using 
acute hospital services provided a clear Justification for this 
study. 

The selection strategy was purposeful, the criteria for 

inclusion required that participants were current in-patients, 
at least 65 years of age and had a documented diagnosis of 
dementia prior to admission. It was important that patients 
had a diagnosis of dementia before their current admission to 
prevent inadvertent inclusion of people who may be confused 
for other reasons such a delirium or depression. Consider- 

ation was given to selecting people on their grounds of their 
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this idea was rejected as one of the aims of the study 

Vas to be as inclusive as possible and it was noted that the 

core quoted by staff often bore little relation to the 

adividual's ability to communicate. In practice the scores 
4 participants, which were recorded for information only, 
anged from 0 to 7 suggesting that all patients were in the 

lore advanced stages of the disease. 

The process of recruiting participants was multi-staged. In 
ýe first instance, Registered Nursing staff were asked to 
jentify patients who met the inclusion criteria and talk to 
iese patients and, where possible, their next of kin about 
articipation. The involvement of next of kin was considered 
ood practice as documented in the Mental Capacity Act 
ýM Government, 2005) however, their inclusion was 
ianaged carefully to avoid potential detriment to the 
ersonhood of patients and to prevent giving the impression 
f asking the next of kin for proxy consent which is not valid 
)epartment of Health, 2001). The rationale for requesting 
aff to make the first approach was to protect the patients as 
iey would initially be told about the study by a nurse who 
new something of their cognitive function and capacity, it 
, as also intended to avoid coercion through direct contact 
ith the researcher. If patients expressed an interest in the 
udy they were given written information. The researcher 
ien met with patients and explained the information sheet in 
! tail describing what participation would entail. 

esearch design 
he researcli method selected was critical interpretive 
hnography. This choice was based on three beliefs: the 
)ices of the participants should be heard, the knowledge 

-oduced should be used to influence future practice and to 
ý of value the study needed to be set within the broader 

-cial and political context. 
One ()f the major aims in selecting the research method was 
hnd a way to maximize the potential of people with even 
Ivanced dementia being able to contribute. From the outset 
was clear that a qualitative method was required. The 
ethods that relied wholly on interviews for data collection 
cre discounted on the grounds that participants may have 
fficultly in articulating their views. This decision led to 
hnography as the key principles were particularly pertinent 
this study. 
Data is collected through extensive observation and 
interviews thus giving participants the best chance of 
contributing. 
The researcher is the major instrument of data collection 
therefore the researchers experience as a Registered Nurse 
could be utilized with care. 

The findings are presented from the emic perspective. 
That is, as far as possible, the reality and definitions 
of the participants rather than the researcher are 
provided. 
It was felt that it was vital to set this stud), within the 

broader social and political context in view of the vulnera- 
bility of older people with dementia who may be seen to hold 
low status in society. Rodeheaver and Datan (1988) describe 
this group as experiencing the double jeopardy of being old 
and having dementia. This concept can be extended to the 
acute hospital environment where mainly anecdotal evidence 
indicates that they may be viewed as poor relations being 

perceived by healthcare providers as relatively unimportant 
and unworthy (Meyer et al., 1999). Together these beliefs 

were best supported through the use of critical, interpretive 
ethnography. 

One change was made to the design of this study during data 

collection. As analysis of the informal conversations and 
interviews began it became clear that personal assumptions 
and questions were clouding participant's opportunities to 
express themselves freely. In an effort to gather 'good' data 

questions had been asked rather than enabling participants to 
talk. The advice of an expert in dementia research was 
followed 'when you're interviewing someone with dementia it 
is really about you and the other person as two people working 
together to help each other and other people as well' (Sabat, 

personal communication). This reflection enabled a move 
from the researcher to the person role. Participants appeared 
to converse more readily and the data became richer. 

The aim throughout the study was to provide an audit trail 
that explained what decisions had been made and actions 
taken. One of the criticisms of ethnography is that it is open 
to different interpretations. Inevitably the data gathered are 
filtered through the researchers own frame of reference, this 
fact is clearly identified throughout the study. This is vital as 
knowledge generation must be tempered by the acceptance 
that the researcher and participants will certainly view events 
from differing perspectives. While accepting that the 
researcher will have interpreted what is seen and heard 
during data collection the aim was to 'lead the reader, step by 

step, through the data with as little prompting as possible by 

painting a picture in sufficiently sharp detail that readers will 
be convinced by the power of demonstration' (Thomas, 
1993). It is acknowledged that readers of the study will 
interpret it in their own way. 

Personhood and ethics 
This study was approved by the local NHS Research Ethics 
Committee (REC). Members of the REC were naturally 

2ý108 The Author. journal compilation @ 2008 Blackwell Publishing Ltd 31 



Cowdell 

cautious about approving research with such a vulnerable 

group, Discussion resolved many concerns, however, the 

question of 'but what will you do if the patients don't tell you 
the truth' revealed the fundamentally different philosophies 

on truth held by the researcher and various committee 
members. 

Prior to inviting people with dementia to participate in 
the research their next of kin were asked to agree to this 
initial contact. The inclusion of next of kin was a cause of 
some concern throughout the study as it was felt that it 

may erode the individual's autonomy (Hubbard et al., 
2003). It accepted that the agreement of the next of kin has 

no place in law (Bartlett & Martin, 2002), however it is, as 
stated earlier, deemed good practice in the Mental Capacity 
Act (HM Government, 2005) and was a requirement of the 
REC. 

Information about this study was provided by different 

people using a range of formats. The initial information both, 

verbal and written, was given by a Registered Nurse, when 
possible the patients next of kin was present during this 
conversation to help with the explanation. The use of the 
nursing staff as intermediaries was intended to minimize the 
risk of coercion from direct contact with the researcher. If 

patients expressed an interest the researcher explained the 
study again, the process of trying to clarify the study to 
people with dementia proved even more difficult than 
anticipated, trying to find the right words without being 

patronizing was challenging. The extent to which consent 
was truly informed was hard to assess. However, it was felt 

that the risks to individuals in participating in the research 
were minimal and that it would be more unethical to exclude 
them on the grounds that consent may not be fully informed. 
This inclusive approach is advocated by Goldsmith (2002) 

and Dewing (2002) both of whom are clear that we should be 

striving to ensure that the voices of people with dementia are 
heard. The fact that a number of patients declined to 
participate implied that they had some understanding of the 
study. Those who agreed to participate tended to say that 
they were happy to help but were unsure of what they had 
to offer. 

During the observation phase of the study, a process 
model of consent was used (Milton, 2000). This choice was 
based on the premise that a single act of gaining consent 
was inappropriate for an ethnographic study that continued 
over many months and involved 125 hours of participant 
observation. Verbal or behavioural consent was taken from 

participants at the beginning of every period of observation 
to ensure they were willing to continue. This consent was 
negotiated betwecn the person with dementia, the research- 
er, the staff on duty and on occasion the next of kin. This 

approach is congruent with Grout's (2004) negotiated 
model of consent which acknowledges that consent from 

older people with mental health problems may not fit with 
the dominant bloethical model of consent. It focuses 

instead on the balancing of competing interests. In this 
case, the desire to include people with dementia was 
balanced against the fact the consent may not be 
fully informed. Participants were observed for any signs 
that they might wish to withdraw, for example one patient 
was clearly searching for the 'right' thing to say and her 

anxiety at the thought of getting anything wrong was 
palpable. This patient was therefore not involved any 
further. 

Participants who agreed to take part in interviews were 
asked to sign a consent form. This choice was justified as 
interviews were more formal, discrete episodes for which 'one 

off' consent was valid. It is recognized that being asked to 
sign a form may provoke anxiety. This occurred with one 
patient who expressed her concerns about signing a form. 
Her words and behaviour indicated that she was a willing 
participant therefore a decision had to be made about 
whether it was more ethically sound to include this patient 
without signed consent or exclude her on the basis that she 
chose not to sign a consent form. 

The research was carefully planned including consideration 
of the ethical issues, however, these remained challenging 
throughout. It was generally concluded that participation was 
justified on the grounds that it was highly unlikely that the 
participants would experience any harm, many appeared to 
positively enjoy having periods of undivided attention and 
that the findings may improve the care for people with 
dementia in the future. 

Personhood is defined by Kitwood (1997) as 'a standing or 
status that is bestowed on one person by others, in the 
context of relationship and social being. It implies recogni- 
tion, respect and trust'. As can be seen from the explanation 
of the study so far one of the main objectives was to ensure 
that the personhood of individuals was preserved. At times it 
was felt that personhood was nourished as participants began 

to accept that their thoughts and experiences were valuable 
and of interest to other people. 

Findings and evaluation 
In ethnography the researcher is the major instrument of 
data collection therefore it is ý'ital that their role is 
considered and acknowledged throughout the study. Eth- 

nographers consider their role in terms of insider-outsider 
and also style of observation. In this case, the aim was for 

authentic presentation of self as researcher, the style of 
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Key points 
What is already known about this topic? 

The prevalence of dementia in the United Kingdom is 
increasing. 

, Dementia research is dominated by the biomedical 

model. 
s The majority of research that actively engages people 

with dementia focuses on those in the earlier stages of 
the disease. 
What does this paper add? 

0 it is possible to actively engage older people with 
dementia in research. 

0 By using appropriate research methods people, even 
with more advanced dementia, can be enabled to con- 
tribute. 
Researchers need to apply ethical principles and rules 
sensitively and flexibly. 

)bservation was that of social-participant-as-observer, that 

i the researcher was open about the research activity but 

ctively took part in actions that might reasonably be 

xpected to be part of social rather than clinical interaction. 
'he aim was to be open about the study but to minimize 
npact on the study setting. To add to the credibility of the 
tudy, a thread of reflexivity has been woven through the 

., xt. This is intended to ensure honesty and transparency 
nd to signpost 'what is going on' in the study' (Koch & 
larrington, 1998). 
The aims in data analysis and presentation were to ensure 

iat participants with dementia remained central and that 
ieIr wices were heard. The intention was to give equal value 
nd credence to data collected through observation, informal 
)m-ersation and interviews and to present fair and authentic 
xounts of the experiences of the participants ensuring that 
ie findings remained firmly grounded in the richness of the 
ata. The findings of the study were reflected on in the 
)ntext of existing literature and related to the wider social 
I(I political picture. 
The approach to the presentation of the findings has been 

Ifluenced by the traditions of both critical interpretive 
: hnography and narrative analysis, this technique is situ- 
ted at the edgelands of research in which rigid frameworks 
re relaxed (Rapport et al., 2005). The analysis of the 
ndings has been influenced by writers from both traditions 
Icluding Thomas (1993), Polkinghorne (1995) and Chat- 
-rii (1998). A set of narratives which recount the stories of 
idividual participants are presented, this is followed by a 
)Mmentary which draws together individual experiences 

and considers commonalities and \ ariances. This is followed 
by a critical discussion that links the data with existing 
literature and sets it within the broader social and political 
milieu. This critical approach is described as both an 
intellectual responsibility and an ethical obligation (Thomas, 
1993). 

The study has produced fair and authentic accounts of the 
experiences of older people with dementia in an acute 
hospital setting which are firmly grounded in the data. The 
way in which the study has been planned and conducted has 
ensured that the participant's voices are heard and thus 
readers will have new insights into what it is like to be an 
older person with dementia in an acute hospital. The findings 

will be widely disseminated to do justice to the contribution 
of the participants. 

Conclusion 

The aim of this paper was to explore the ways in which older 
people with dementia were enabled to become actively 
engaged in research 'with' rather than 'on' them. A small 
body of current literature that seeks the views of people with 
dementia suggests that such studies can be conducted in ways 
that are both ethical and meaningful. These studies demon- 

strate that people with dementia have a valuable contribution 
to make to research although they have tended to focus on 
those in the earlier stages of the disease. 

A study that sought to explore the experience of older 
people with dementia in an acute hospital setting has been 

examined using a set of criteria which were specifically 
developed to evaluate this type of work. This examination 
has provided practical examples of how the research was 
undertaken in practice ensuring that it remained both ethical 
and meaningful. It shows that people, even those in the more 
advanced stages of dementia, can be engaged in research 
providing that researchers have a thorough understanding of 
ethical principles and rules and an ability to apply these 
sensitively and flexibly in practice. 

Acknowledgement 

The study described in this paper was funded by a grant from 

the Alzheimer's Society. 

References 

Aggarwal N., Vass A., Minardi H., Ward R., Garfield C. & (), bý k B. 

(2003) People with dementia and their relatives: personal experi- 
ences of Alzheimer's and the provision of care. Journal of Psychi- 

atric and Mental Health Nursing 10,18--197. 

2008 The Author. journal compilation @ 2008 Blackwell Publishing Ltd 33 



Cowdell 

Alzheimer's Society (2006) Policy Positions. Available at http: Hwww. 

alzheimers. org. uk/slte/scrlpts/documents-Info. php? categoryID= 
200120&documentlD=341 (accessed 20 January 2008). 

Bamford C. & Bruce E. (2000) Defining the outcomes of community 
care: the perspectives of older people with dementia and their 

carers. Ageing and Society 20,543-570. 

Barnett E. (2000) Including the Person with Dementia in Designing 

and Delivering Care. Jessica Kingsley Publishers, London, UK. 

Bartlett H. & Martin W. (2002) Ethical issues in dementia care 
research. In The Perspectives of People with Dementia (Wilkinson 
H. ed, ). Jessica Kingsley Publishers Ltd, London, UK, pp. 47-61. 

Burgener S. & Dickerson-Putman J. (1999) Assessing patients in the 
early stages of irreversible dementia. Journal of Gerontological 
Nursing 25,3 3-4 1. 

Chatterji R. (1998) An ethnography of dementia. Culture, Medicine 

and Psychiatry 22,355-382. 
Cotrell V. & Schulz R. (1993) The perspective of the patient with 

Alzheimer's disease: a neglected dimension of dementia research. 
The Gerontologist 33,205-211. 

Department of Health (2001) Seeking Consent: Working With Older 
People. Department of Health, London, UK. 

Dewing J. (2002) From ritual to relationship. Dementia: The Inter- 

national Journal of Social Research and Practice 1,157-171. 
Downs M. (1997) The emergence of the person in dementia research. 

Ageing and Society 17,597-607. 
Folstein M., Folstein S. & McHugh P. (1975) 'Mini-mental state': a 

practical method for grading the cognitive state of patients for the 
clinician. Journal of Psychiatric Research 12,189-198. 

Goldsmith M. (2002) Hearing the Voice of People with Dementia. 
Jessica Kingsley, London, UK. 

Grout G. (2004) Using negotiated consent in research and practice. 
Nursing Older People 16,18-20. 

1 [, %1 Government (2005) The Mental Capacity Act. HM Govern- 

ment, London, UK. 
llubbard G., Downs M. & Tester S. (2003) Including older people 

with dementia: challenges and strategies. Aging and Mental Health 
7_351-362. 

Jones K. (2004) Mission drift in qualitative research, or moving 
toward a systematic review of qualitative studies, moving back to a 
more systematic narrative review. The Qualitative Report 9, 
95-112. 

Katswio T. (2003) Personal spirituality of persons with early-stage 
dementia. Dementia: The International Journal of Social Research 
and Practice 2,315-335. 

Kitwood T. (1997) Dementia Reconsidered: The Person Comes First. 
Open University Press, Buckingham, UK. 

Koch T. & Harrington A. (1998) Reconceptualizing rigour: the case 
for reflexivity. Journal of Advanced Nursing 28,882-890. 

Mason E., Clare L. & Pistrang N. (2005) Processes and experiences 
of mutual support in professionally- led support groups for people 
with early-stage dementia. Dementia: The International journal of 
Social Researcb and Practice 4,87-112. 

Meyer J., Bridges J. & Spilsbury K. (1999) Caring for people in acute 
settings: lessons learned from an action research study in accident 
and emergency. NT Researcb 4,327-339. 

Milton C. (2000) Informed consent: process or outcome? Nursing 
Science Quarterly 13,291-298. 

Norman R. (2003) Acute Nursing Care for People witb Dementia 
Wbat Happens Wben a Person witb Dementia is Admitted to 
Hospital for Acute Care. University of the West of England, 
Bristol, UK. 

Phinney A. (2002) Fluctuating awareness and the breakdown of 
the illness narrative in dementia. Dementia: The International 
Journal of Social Researcb and Practice 1,329-344. 

Polkinghorne D. (1995) Narrative configuration in qualitative anal- 
ysis. In Life History and Analysis (Hatch J. & Wisniewski R. eds). 
The Falmer Press, London, UK, pp. 5-23. 

Popay J., Rogers A. & Williams G. (1998) Rationale and standards 
for the systematic review of qualitative literature in health services 
research. Qualitative Healtb Researcb 8,341-351. 

Pratt R. & Wilkinson H. (2001) 'Tell Me the Trutb': The Effect of 
Being Told the Diagnosis of Dementia from the Perspective of the 
Person witb Dementia. The Mental Health Foundation, London, 
UK. 

Rapport F., Wainwright P. & Elwyn G. (2005) "Of the edgelands": 
broadening the scope of qualitative methodology. Journal of 
Medical Etbics 31,37-42. 

Rodeheaver D. & Datan N. (1988) The challenge of double jeopardy - 
toward a mental health agenda for aging. American Psycbologist 
43,648-654. 

Sabat S. (2002) Surviving manifestations of selfhood in Alzheimer's 
disease. Dementia: The International Journal of Social Researcb 

and Practice 1,25-36. 
Thomas J. (1993) Doing Critical Etbnograpby. Sage Publications, 

Newbury Park, CA. 
Tolson D., Smith M. & Knight P. (1999) An investigation of the 

components of best nursing practice in the care of acutely ill 
hospitalized older patients with coincidental dementia: a multi- 
method design. Journal of Advanced Nursing 30,1127-1136. 

Wilkinson H. (2002) The Perspectives of People witb Dementia. 
Jessica Kingsley Publishers Ltd, London, UK. 

14 (E) 2008 The Author. journal compilation @ 2008 Blackwell Publishing Lid 


