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A different story: exploring patterns of
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ABSTRACT

This article reports findings from a three-year project on ‘Communication pat-
terns and their consequences for effective care’ that explored communication in
dementia-care settings. As the proportion of people with dementia living in
British care-homes continues to grow, there is a need to understand better their
care. Using a range of qualitative methods, the project set out to identify the
constituent elements of dementia-care practice and the patterns that characterise
day-to-day relations in care homes. The tightly prescribed and standardised
nature of the interactions between staff and residents is described: it raises ques-
tions about the capacity for dementia care to be truly person-centred. The project
found that people with dementia are both capable of communication, and invest
much effort in seeking to engage those around them, but are excluded from the
monitoring, planning and provision of care in ways that we argue are discrimi-
natory. The case 1s made for promoting and supporting communication as key
skills and competencies for care workers. The value of measuring the level and
quality of communication as a means to evaluate care is demonstrated. The
authors question the priorities that currently guide care practice and argue that
we need to listen to people with dementia and rethink what lies at the heart of
dementia care.
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Dementia, communication and residential care

It is estimated that three-quarters of the residents of United Kingdom
care homes have dementia, and it has consequently been argued that
‘dementia care has become the main business of almost any residential or
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nursing home for older people’ (MacDonald and Dening 2002: 548). This
paper examines the constituent elements of dementia-care practice by
focusing on the core patterns of day-to-day relations in care homes. The
aims are to reveal the priorities that govern the provision of care to people
with dementia, and to consider what aspects of that care warrant greater
support and recognition.

For at least 20 years, a growing body of research has sought to
measure and quantify the experience of institutionalised forms of care
for older people with dementia (e.g. Godlove, Richard and Rodwell
1982; Hallberg, Norberg and Eriksson 1990; Bowie and Mountain
1993; Gilloran et al. 1993; Nolan, Grant and Nolan 1995; Schreiner,
Shiotani and Yamamoto 2005). These studies, which have employed
mainly observational techniques, have focused upon various aspects of
daily living including levels of engagement, activity and communication,
and correspondingly have offered indications of the extent of inactivity
and isolation as an everyday feature of the lives of residents. These re-
search findings amount to a consensus, which is typified by the con-
cluding remarks of a recent Japanese study: ‘most Alzheimer’s residents
continue to spend their days alone, doing nothing, with little social inter-
action; and what we call “null affect” is probably concealing much
more sadness and loneliness than we would care to admit’ (Schreiner et al.
2005: 134).

As this body of evidence has been gathered, there have been many
changes in welfare policy and in the monitoring and scrutiny of care homes.
Similar findings have been reported on several continents, suggesting
that differences in welfare systems have little impact upon the day-to-day
experiences of those residing in care. Such consensus implies that there are
certain attributes to institutionalised care that are seemingly immutable
and fixed across time and place. Several studies have addressed the dy-
namics of care and shown a disparity between the socially-oriented inter-
ests of residents and the task-based agenda of the care staff (Bender and
Cheston 1997; Edberg, Sandberg and Hallberg 1995; Grainger; Atkinson
and Coupland 1990; Iwasiw and Olson 1995; Small et al. 1998)." The
content of caring encounters and their relation to the wider conditions of
care homes or hospitals have also been explored (Coupland e al. 1988,
Lanceley 1985), but no discernible flow of information is evident from
research into practice about what lies behind the deficiencies of staff-
resident interactions. Why they persist in their current form or how they
might be altered remain unanswered questions: it is simply accepted that
current practice is poor, and assumed that this reflects poor training, in-
adequate pay and working conditions, as well as popular prejudices about
caring for older people (MacDonald 2005).
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The ‘Communication patterns and their consequences
for effective care’ project

This paper reports a collaborative study between researchers at Middlesex
University and Jewish Care, the host organisation and largest provider of
health and social care services for the Jewish community in the United
Kingdom. Jewish Care offer a wide range of services including the pro-
vision of long-term care homes for older people. The ‘Communication
patterns and their consequences for effective care’ (CPCEC) project, a
three-year investigation during 2000—03, examined communication by
and with people with dementia in various types of care setting. This paper
focuses on the data generated from the first and main phase of the project,
on residential dementia care. Phase 1 of the project gathered evidence of
the differing standpoints of those who work and live in residential care
settings and examined organisational practices. A full report was delivered
to Jewish Care, which led to the formation of a ‘Dementia Development
Team’ that now utilises the findings to enhance dementia-care practice
throughout the organisation. It is beyond the scope of a single paper to
give a full account of all the collected evidence, so this paper focuses on
three themes.

First, drawing principally from the video data, we outline the everyday
practices and patterns of interaction in residential dementia care.
Although routine care encounters have been observed and noted by a host
of international studies of dementia care (as reviewed by Brooker 1995), to
date they have received little critical attention. Secondly, we compare the
content of the interactions between care workers and residents with the
care-workers’ accounts of their workplace experiences. Finally, we present
evidence in support of the growing call for more attention to the ability
of people with dementia to maintain communication (irrespective of the
severity or nature of the impairment).

Design and methods

The agreed aim for the CPCEC project was to develop a more detailed
understanding of what happens in dementia-care settings; what goes on
when a care worker and a resident with dementia interact, and what can
be observed and understood of the experiences that people with dementia
have of their care and the settings in which it is provided. In doing this, the
aim was to build a picture of dementia care that would assist critical
thinking about care practice and, in particular, to identify those aspects
of care which could be improved. The project was designed to focus
upon patterns of interaction in care and associated daily practices. The
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rationale was that the features of caring relations that were repeatedly
witnessed were likely to be defining qualities or characteristics of dementia
care.

The study sought to make a contribution to the small but growing
body of evidence on communication in dementia-care settings (e.g.
Goldsmith 1996; Hamilton 1994; Killick and Allan 2001). Drawing
from authors that have argued it is both valid and helpful to consider
various types of expression and behaviour by people with dementia as
forms of communication (Hallberg, Norberg and Eriksson 1990; Hallberg
et al. 1993; Kitwood 1997), we sought to test the specific hypothesis
that, ‘irrespective of the severity or nature of impairment, a person with
dementia will seek out and establish a means of self-expression and
thereby make every effort to maintain a relationship with the world they
inhabit’.?

The research process and sampling

The project began with the development and ratification of a detailed
ethics protocol, a full account of which is published elsewhere (Vass et al.
2003). The project was divided into three phases, each of which examined
patterns of communication in different settings; first in residential care,
then in different types of day care, and finally in home care. At the time of
the research, Jewish Care owned and ran 11 care homes registered to
provide residential, dementia and/or nursing care. The homes varied in
size from 40 to 120 residents, and approximately 75 per cent of the re-
sidents were funded through the statutory health-care and social services
agencies.

The sampling frame was a list of the 594 staff employed in both care
and non-care capacities across the 11 homes (with ethnicity and gender
recorded). From this list, 123 staff were randomly selected, including
28 men (29 %) and g5 women (77 %). The sample included care assistants,
night care-workers, group leaders, qualified nurses, home managers, as-
sistant managers, and various non-care workers such as domestic staff,
administrators, maintenance workers, laundry assistants and dining-room
co-ordinators. They were invited to a general meeting to discuss the
project, and offered the opportunity of a one-to-one meeting with a re-
searcher at which they could raise questions or concerns. The research
team also gave presentations about the research at each of the homes
included in the study. Following the consent gathering process, g2 care
staff and six non-care staff agreed to participate in the project. All were
interviewed using a semi-structured interview schedule, with an abridged
version for non-care staff.
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Turning to the residents, a sample frame was identified of 17 men and
78 women with a formal diagnosis of Alzheimer’s type dementia among
the residents of Jewish Care’s facilities. From this pool, 28 (five men and
23 women) were randomly selected for the study. Once selected, the re-
search team initially approached the next-of-kin (or guardian) of each
resident to seek consent for the resident’s participation. In so doing, the
next-of-kin were asked to participate by giving an interview. Once consent
was received from the next-of-kin, a member of the research team ap-
proached the resident, providing information on the project and asking
for their consent to participate. It had previously been agreed that if either
the next-of-kin or resident declined to give consent, the resident in question
would not be included in the project. After consents had been obtained, 17
residents (two men and 15 women) were recruited. The five study homes
(and eight care units) were those in which the sampled residents lived. Two
were dual-registered, two registered as care homes and one as a care home
with nursing. The five ranged from 40-beds settings to self-contained units
with only nine residents. Some of the care homes we visited were purpose-
built while others had been converted from other uses.

Data collection

The residents were filmed in communal day rooms where also researchers
observed and recorded interactions and daily events. Each resident was
filmed over four-and-a-half days between 07.00 and 19.00 hours, with at
least one researcher always present. The cameras were fixed to the walls
of the day rooms of each unit. Throughout the design period and during
the fieldwork, the team had to balance ethical considerations with the
ambition to generate an accurate picture of residential dementia care. In
addition to the continuous monitoring of the wellbeing of the participants,
it was agreed that no filming would be undertaken in private spaces, such
as residents’ rooms, or of the more intimate forms of care, such as dressing,
bathing and assistance with using the toilet. The data presented here are
therefore based exclusively upon observations and filming in communal
areas of the homes, and the measures and timings that follow omit those
periods when residents received care elsewhere in the homes.

To provide an overall picture of life in the residential care facilities for
both staff and residents, the video data were supplemented with diary
observations of the routines and day-to-day activities on each of the resi-
dential units. Eleven volumes of diary observations were compiled and
they have nearly 1,400 entries. Access was also provided to the docu-
mentation held by the care homes on each of the sampled residents.
Where possible, efforts were made to interview or to conduct shorter
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exchanges with the participating residents. In summary, the data gathered

for the first phase of the CPCEC project included:

1. g2 semi-structured, in-depth interviews with randomly-selected care
staff, and six interviews with non-care staff.

2. 18 semi-structured interviews with next-of-kin.

3. Interviews and/or a series of shorter exchanges with 17 people with
dementia.

4. Over 300 videotapes (equivalent to over 1,000 hours of recording).

11 volumes (more than 2,000 pages) of observation diaries.

Records of the structure and content of 17 files and care plans.

o

Analysis

The interview data were coded using NUDIST software and the themes
that emerged were cross-referenced with other sources of data including
the textual analysis of care-home documents. A comparative analysis of the
interviews conducted with stafl, next-of-kin and residents was undertaken.
Findings from the observation and video data were used to confirm the
interview evidence and to pinpoint areas of dissonance. Approximately
230 tapes (excluding those from pilot studies) were amassed during the
fieldwork, from which archive at least three were systematically selected
for each residential unit. This ensured that different times of day and each
participating resident were represented on at least one tape. In all, g0 tapes
with over 100-hours of footage were scanned using event sampling to note
and time each discrete interactional episode.

To analyse the video data, the team (including representatives of Jewish
Care) used a modified version of the ‘Quality of Interactions Schedule’
[QUIS] (Dean, Proudfoot and Lindesay 1993). Diary entries were also
coded according to QUIS headings, but one problem was encountered:
one of the most prevalent ‘activity states’ that was observed was social
isolation, but it was not a given category. An additional category, ‘neutral-
neutral’, was introduced for periods where no observable communication
took place.® High levels of concordance between coders were achieved but
some difficulties remained with the coding tool. The differentiation of
‘neutral-neutral’ periods from discrete episodes of interaction was prob-
lematic. Another major concern was that there was a great deal of inter-
action (especially at the non-verbal level) that we found difficult to record
and interpret. Throughout the ‘neutral-neutral’ periods, people were
moving, gesturing, nodding their heads, observing and acknowledging one
another, listening and reading. In sum, we realised our own shortcomings
in recording communication and social interaction and the limitations of
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pre-defined categories. It was clear that an exclusive focus on the (more
easily interpreted) contact between staff and residents would fail to capture
the essence of what had been observed and recorded.

Two stop-watches were used to time precisely the durations of the re-
sidents’ direct communications and of the spoken inputs (or talk) that
formed elements of these encounters. A tally was also kept of the frequency
of the interaction episodes. A second analysis of the video data was un-
dertaken by one member of the research team. This scanned the entire
stock of video tapes using event sampling and each episode of interaction
was classified into one of three categories:

Task-based, i.e. encounters characterised by a focus throughout on the task at hand.

Social or relationship oriented, 1.e. encounters not observably motivated by the need to
undertake a care task and where the content was not task-related.

Combined, where task-based episodes of interaction were observed to include social
and/or relationship oriented communication.

Once classified, episodes illustrative of each heading were transcribed
and examined in detail for both verbal and non-verbal content. The ob-
servational diaries and interviews were also used to support more detailed
scrutiny of the filmed self-expressions and interactions of the residents.
Given the individual and diverse forms of the recorded expressions,
analysis and interpretation of video data was at various levels for different
residents, but the findings were systematically organised to identify the
patterns in the self-expressions, the interactions and in the responses to the
(social) environment.

The findings

This section reports the findings from the video data and observational
diaries, which are illustrated with extracts from the interviews. Most re-
sidents spent the best part of the day in the communal areas of each unit,
where the filming took place. As the carer interviews revealed, however,
certain episodes of personal care (not recorded) could present crucial op-
portunities for sustained interaction between staff’ and residents. Many
carers specifically cited bathing as being amongst the most important oc-
casions for individual forms of communication:

When I give them a bath, it’s the most intimate time, the one thing that you
do together and they’ve got you all on their own and they love having that
one-to-one contact. They come out with more things when they’re having a bath
than they do when you’re just sitting there (Care worker).

We identified the core patterns of interaction in residential care. The analysis
of the video data revealed that people with dementia on average spent
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10 per cent of the day in direct communication with others. The timings
revealed much individual variation in the overall levels of interaction and
the relative frequency of different types. Regular visits from friends and
relatives, as well as close friendships with other residents, raised an in-
dividual’s level of interaction. However, those who required assistance to
mobilise were observed to move around the care home less and to exercise
less choice over where and with whom they sat.

One project participant was a member of a small network of friends
who were observed in the group management of impairment. Mobile
members of the group assisted those who were in wheelchairs; those with
better memories reminded and reassured others who had forgotten family
visits or the time of day; and two group members clarified and repeated
the comments of a third who had suffered a stroke, to facilitate her par-
ticipation in conversations. Strategic positioning also played a part in in-
fluencing levels of daily interaction. One project participant sat next to a
doorway that linked two communal rooms, which enabled her to engage
care workers repeatedly in brief exchanges as they passed by. We also
observed that some residents congregated around the foyer and main
entrance door of their home, which meant they encountered people ar-
riving and leaving and enjoyed higher levels of communication than those
who sat in the day rooms.

Direct contact with care workers occupied on average 2.5 per cent of
the day with little variation. The analysis of the video data revealed a low
frequency of interactions between care staff and residents. Over the 12-hour
observation period, the average number of discrete episodes of interaction
was 17.7 per resident, of which 12.9 were initiated by care staff and 3.1
lasted no more than five seconds. On average, 2.3 of these encounters were
wholly silent, with no verbal input from either worker or resident. Thus,
most contacts were initiated by care staff but they tended to be brief and
some were entirely silent. Of all carer-initiated interactions, 77 per cent
were coded as task-based, 15 per cent were social or relationship oriented,
and eight per cent combined a task-based encounter with social or re-
lationship-oriented content. By timing precisely the duration of the spoken
content in these encounters, it was found that only approximately one-
third of the contact time between care staff and residents involved verbal
exchanges. Thus, silence is the dominant mode of caring encounters.

The residents appeared to exercise little choice in the timing and pro-
vision of care and the observed care episodes unfolded at a pace set by
the staff. Overall, the video evidence pointed to a standard form of en-
gagement between staff’ and residents, despite marked variations in the
residents’ communicative and cognitive capacities. A core pattern of
encounters, organised according to a daily sequence of tasks, lies at the
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heart of dementia care. Elsewhere we have described this pattern as ‘the
mantra of dementia care: out-of-bed — wash — dress — feed — toilet — back-
to-bed’ (Ward ¢t al. 2005). The video films revealed a common format and
a predictable sequence to most of the encounters. Both residents and
carers had a tightly-defined role to play in these encounters from which
they rarely departed. The analysis has concentrated on the most rep-
resentative and common attributes of communication between staff and
residents, but the videos also captured less frequent encounters, during
which moments of tenderness and warmth were communicated verbally
and non-verbally, and which often led to clear signs of wellbeing for the
resident. There were also occasions when workers successfully engaged
residents in sustained interactions and managed to overcome a host of
communication challenges. In our opinion, there is much potential benefit
to be derived from close scrutiny of these exceptional encounters.

* Care-speak’ or how to get things done in dementia care

The residents of the studied care homes had variable levels of impairment
and related needs. According to our interviews and conversations with
them, many craved the opportunity to be socially engaged. Despite this, a
focus upon the efficient completion of a daily sequence of care tasks was
managed and maintained by the staff and wider organisation. Accordingly
a great deal of time, effort and skill was invested in maintaining a certain
order of relations in care. How did staff maintain order and fix relations in
these brief encounters? Despite the varied nature of the tasks that the
workers were required to undertake, it was evident that interactions with
residents had four main components:

® An opening.

® A signal of intent.

® Accomplishment of the task, and
® A closing remark or gesture.

Our observations found that it was not uncommon for some or all of the
sequence to be performed non-verbally using gesture, guiding touching
and physical handling. When a resident complied with a task and showed
knowledge of the routine, often the carer’s speech was minimal. The single
most frequent predictor of greater levels of spoken input was when a
resident failed to comply with a task. When undertaking tasks, the care workers
were observed to employ a distinct style and pattern of speech, which we
labelled care-speak’. Over-riding differences in gender, ethnicity and age,
care-speak was used by workers in all the studied homes. It is characterised
by a series of directives, framed by narration of the task at hand and
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punctuated by words of encouragement. During these episodes, verbal
input by the residents was rarely required and not often elicited. An ex-
ample of the directive speech of one care worker follows:

Mary, that’s right Mary, we’re going to sit over there ... this foot forward first,
slowly and then this foot. Well done, now I want you to turn, you’re going to turn
towards me and then put this foot here, no here, that’s right and a little shuffle
and just lower down, back from me now, in there, lovely.

When speech featured in task-based encounters, this form predominated.
Such guiding narration of the task at hand might be considered good
practice, not least when working with individuals with cognitive impair-
ment. When, however, other forms of engagement were absent, there are
clear implications for the social experience of the people with dementia.
The speech form constrains input by the residents when tasks are under-
taken, the result being that during the very limited periods of engagement
between staff and residents, there was little opportunity for a resident to
make an active contribution. Care-speak also ensured that there was little
space during the contact for talk about non-task topics. This standard
form of communication limited the opportunity for personal inputs by
care workers. In effect, from the standpoint of the person with dementia,
one encounter with a care worker was much the same as the next. Despite
the variable size and level-of-care provided by the eight care units in the
study, we found that the daily levels of direct contact between staff and
residents differed minimally from one setting to the next.*

In order to ensure compliance during the provision of care, staff drew
upon what seemed a well-rehearsed tactical repertoire. The video analysis
revealed four types of response, although from an observational standpoint
one cannot be certain what factors influenced the choice of response:

® ‘Desistance’ (z.e. desisting from or postponing a task). This was the least
frequently observed but arguably the option that most readily re-
cognises the will and agency of a resident.

® Verbal persuasion. This was common in all the homes.

® (oalition, when a second and sometimes even a third carer would
contribute to the persuasion.

® Enforcement using authoritative commands or by physical presence, for
example when keeping residents in position during the provision of care.

The narratives of care workers: what is dementia care?

Current research in the field of dementia is characterised by an absence of
attention to the perspectives and experiences of paid care-workers. Little is
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therefore known about how carers make sense of what happens in care
settings. There is evidence that care workers are offered few opportunities
to reflect upon their work or to share insights into the challenges they face
(Berg, Hallberg and Norberg 1998). The interviews with the care workers
were designed to elicit a comprehensive account of their experience of the
dementia-care dynamic. Several broad topics were addressed, including
issues of communication, interactions with and between residents, staff
relations, relations with the wider organisation and their knowledge and
understanding of dementia. The carer interviews revealed some dimen-
sions of care work that we were unable to observe or film.

The challenge of dementia care

The carers spoke of the emotional dimension to their work and the per-
sonal costs it entailed. Many highlighted the tension between the task-
based, instrumental forms of care they felt under pressure to provide and
their wish to spend time building relationships with the residents. There
were clear indications that carers felt their style and patterns of working
were not fully under their own control but shaped by the wider organis-
ation and care system. They said that workload pressures precluded sus-
tained interactions with individual residents. The challenges associated
with communication, the difficulties arising from miscommunication, as
well as the many levels at which communication can and does take place,
were outlined by carers in a manner that highlighted the specialised nature
of their work and skills. If it is accepted that dementia care is the ‘main
business’ of care homes, then there is a strong case for promoting and
supporting these skills and prioritising their development through training
and supervision.

The interviewees reported having to manage their emotions by
undertaking a form of emotional labour; they also spoke of investing
their emotions in the residents for whom they cared, which of course
entailed negative consequences when a resident died or her or his health
deteriorated.” The care workers also described communication at the level
of the emotions in dementia-care settings. When usual channels of
communication were no longer an option, care workers signalled the im-
portance of responding emotionally to the residents. As one care worker
put it:

She was sitting there crying and it was really hard to sort of see someone in such

distress and not be able to help them. I mean, I was just sort of hugging her, but I
couldn’t find out what caused it and never did.

Several interviewees had the perception that people with dementia are
attuned to the emotions of others and respond to the moods and feelings
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displayed by those around them. One care worker explained very well
how this realisation affected their care practice:

When we come out of the office happy, I don’t know how to say it but the resident
can sense, [can] pick up on you. ... Especially on this unit, [we] need to be the
happy staff [because] people will really sense it.

Implicit in these responses is a sense that in dementia care there is a need
to present a stable and positive affect, echoing the ever-smiling persona
adopted by the flight attendants that was described by Hochschild’s (1983)
study of emotional labour. The care workers’ accounts appeared, how-
ever, to depart from the usual understanding of emotion as a (private)
psychological state. Instead, in many of the interviews we undertook,
emphasis was placed upon the sociality of emotions. In other words,
emotions were presented as shared and having currency in dementia-care
settings, as forming the substance of relationships and being a vital means
of maintaining a social presence by or for the person with dementia.

The order of care

Care work was structured to maintain order at several levels. Some carers
told us that they intervened when residents argued and, in this way,
maintained emotional and interactional order in the communal area. One
care worker lucidly explained the rationale:

Well sometimes, if there’s two residents sort of like arguing with each other, you
have to come between them, try and calm one down and try and calm the other
one down ... but that’s if there’s someone there, what they would be like if there
was no one in the lounge? They could be doing all sorts of things (Care worker).

Notions of the good and bad resident were also signalled during the in-
terviews and were differentiated by the comparative levels of attention
they requested. Labelling residents as ‘demanding’ or ‘attention-seeking’
revealed the carer’s perspective on the legitimacy of a resident’s needs
and demands. We observed that these notions carried through into
everyday practice, there being instances of care workers refusing requests
for assistance or attention on the grounds that they were out-of-turn or
excessive.

Bodily order and the erasure of need

The outward presentation of the residents’ bodies was also a key site for
the maintenance of order. Echoing Lee-Treweek’s (1997) notion of the
‘lounge-standard resident’ (see also Reed-Danahay 2001), the interviews
with the care workers underlined the extent to which appearance and
presentation served as a barometer of the provision and quality of care.
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One carer described her response to the changed appearance of a resident
she had cared for who had subsequently moved to another unit:

When I go down there, her hair is looking so stringy and everything. Every
morning, every day, most of the morning I come in, I try to shower my residents
and wash their hair, blow-dry it, set it and everything. I go down there and look at
her: she’s a completely different person (Authors’ emphasis).

This theme of the well-turned-out resident as an indicator of not only
the good quality of the care but also of wellbeing was echoed during the
interviews with the residents’ relatives. One signalled the importance of
smartness and presentation in judgements of care. Speaking of her father,
one woman said ‘he was more unkempt at [a previous home] than he is
here. He’s nicely dressed here and he looks comfortable, so I wouldn’t want
to change it. I don’t think there’s any need to change [move him to another
home]’. Another relative revealed the significance she attached to pres-
entation even though the resident had indicated a desire to be elsewhere:

She always seems quite well turned out and, you know, clean. We go up there,
upstairs, sometimes [and if there are] some clothes hanging on the wardrobe
door, you know that somebody’s going to come and dress her shortly. I think she’s
quite relaxed and contented. She’d rather be somewhere else, but doesn’t realise
the realities of being somewhere else.

It is important not to downplay the emphasis placed by relatives upon
how maintaining a clean and smart appearance supported an expected
form of (embodied) biographical continuity. Our view, however, is that
the absence of effective communication led to the residents’ bodies ac-
quiring a symbolic value in care homes. These clean, well-groomed and
smartly-dressed ‘bodies’ not only act as indicators of a certain quality of
care, they are the objective of the care. Many of the other individual
needs of residents seem to have been erased and substituted by the value
attached to physical and social order. We found this unquestioned drive to
maintain order at every level of dementia care.

Environmental order and panoptic control

The descriptions by the care workers of the maintenance of order corre-
sponded with our observations of the management of care settings, their
layout and movements within them. In all eight of the studied units, the
seats were arranged side-by-side in rows and were mainly against the walls
facing the centre of the room. This arrangement clearly inhibited inter-
actions among the residents. Where the seats faced one another, the wide
space between them allowed the free passage of wheelchairs but impeded
interaction. This layout also enabled the carers to survey the residents and
take stock of their welfare without direct engagement.
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Regulated in their use and occupation of space and their movement
around the home, the residents were restricted by both physical barriers
and the care workers’ interventions. Those residents found walking the
corridors were routinely led to the seating areas. One of the most fre-
quently heard carer’s instruction was that a resident should ‘sit down’,
even though most residents spent a large portion of the day seated. Care
workers were observed deflecting offers of help from residents, who were
barred from entering kitchens, laundry rooms and offices. On some units
during the day, the doors to bedrooms and those leading in and out of day
rooms were locked or in some way secured.

The data suggest that the maintenance of order is a driving force behind
dementia-care practice. The day-to-day provision of care is organised
according to an array of signifiers that function to reassure care workers,
relatives and the wider organisation of the quality of care. The staff and
relatives were far less questioning of the levels of contact and engagement.
We found little evidence to suggest that these priorities were consistent
with the expressed wishes and preferences of residents themselves. Indeed,
when considered from the standpoint of communication, the orderliness
of care homes presented a host of artificial barriers that adversely affect
communication and meaningful social interaction.

Patterns of self-expression

There is growing recognition of the importance of attending to non-verbal
forms of self-expression and communication used by people with
dementia. In a study undertaken in Canadian care homes, Kontos (2004:
835) argued: ‘Slight head nods, eye and small lip movements, chin thrusts,
shoulder nods, hand and finger movements, as well as leg and foot shifts
were intentional, informative, communicative and interactive’. The few
available accounts of studies that set out to explore and describe non-
verbal communication by people with dementia have largely sought to
compile a typology of its different forms (e.g. Hubbard ¢t al. 2002). The use
of video-film enabled the CPCEC project to scrutinise the self-expression
of individual residents over time, to identify patterns of this behaviour, and
to consider what changes in the manner of self-expression signify. Indeed,
we argue that it is often the changes and adjustments to self-expression
made by people with dementia that carry the most important information
and insights into their experience and welfare. For instance, one resident
repeated the same two words throughout the day but variations in the
tone of her voice signalled changes in her mood, wellbeing and need for
assistance.
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The majority of the residents with dementia did not communicate
verbally in a manner that was readily understood by those around them.
Self-expression took many other forms, although for many individuals one
form of expression was dominant and this differed from one individual to
the next. Overall, we were struck by the diversity of expressions and the
importance of paying close attention at an individual level. Similar types of
self-expression appeared to mean something different from one individual
to the next. For every resident in the study, we observed what we took to be
intentional, sustained and interactive self-expression. We have attempted
to reach tailored and individualised interpretations of each resident’s self-
expression and now present a case study of one participant.

Michael’s self-expression

Michael had been a resident for over three years.® We were informed by
care workers that he was ‘unable to communicate’. This assumption was
reflected in the staff’'s comments and recorded in his file and care-plan at
each stage on the ‘pathway’ of assessment, placement in the home and
care-planning. Michael appeared unable to communicate through speech,
his facial expression altered very little, he was unable to turn his head, and
his body was stiff. He required a wheelchair to move about the home.
There was observable movement in his arms and legs but he did not seem
able either to call out or to wave his arms. In common with many of the
residents with severe dementia that we observed, there appeared to be no
agreed signal by which Michael could attract the attention of staff, so
contact was mainly initiated by the care workers and he had little apparent
control of when this occurred.

Michael would sometimes slide down in his chair. Each time this hap-
pened, carers helped him sit up straight again, and habitually paused to
say a few words or hold his hand. This sequence occurred repeatedly and
was the only way Michael seemed able to influence the contact he had
with staff. We began to suspect that initiating this chain of events was an
intentional act of communication on his part. As Michael sat watching the
day’s events, he would unfold his arms and his legs would jerk and twitch.
When certain pieces of music were played, he tapped his hand or foot in
perfect rhythm to the music, demonstrating control over this movement.
Each time he first caught sight of his wife when she visited, his movements
quickened. When she left, his movements slowed and sometimes com-
pletely ceased. During the week’s filming, Michael’s movements had a
distinct pattern. They were associated with these key events and we
identified rudimentary connections between his movements and the
events. We used these patterns as a way of beginning to interpret certain
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messages. For instance, more intense movements seemed to indicate ex-
citement, while the slowing of movement seemed to signal sadness or low-
mood, especially following the departure of his wife.

As with many of the people who took part in the project, very few efforts
were made by the care staff to interpret these patterns of self-expression.
Michael’s movements were viewed as involuntary and attributed to his
dementia; the possibility they might hold meaning and be a key to under-
standing his thoughts and feelings was generally discounted. There was no
evidence in his file to suggest that any structured form of observation,
interpretation or recording of these patterns had been attempted. As a
result, Michael’s efforts to engage with others were frequently overlooked.
For Michael and others in similar situations, periods of low mood or worse
failed to attract the reassurance of a comforting response from those
around him.

The staff’s closer engagements with residents

Our observations and the video film did reveal instances of carers who had
established a close relationship with a resident (often as their key-worker)
and who responded to the patterns of expression that we interpreted as the
means of maintaining communication with the individual concerned.
These relationships were isolated, however, and it appeared that the
knowledge associated with them was seldom shared. This impression was
supported by our interviews with care workers, many of whom seemed to
struggle to put this aspect of dementia-care practice into words. One care
worker’s account shifted from an individual to the generality of the re-
sidents:

One of them, I could tell what she wanted by her eyes, the way her eyes were, but
I don’t always know how I did it, but you can tell by the expression in their voice.

Such comments suggest the need for a more widely accepted vocabulary
by which to describe the detail of communicative encounters in dementia
care and for a support system that records and shares these skills. In short,
care workers need time to reflect upon and discuss communication with
the residents. The research found that there was very little formal support
for developing communication skills. In fact, many of the practice docu-
ments used by care homes routinely label people with dementia as unable
to communicate or express themselves. This presumption was by no
means confined to care workers, as a phrase from a social worker’s as-
sessment showed: ‘[The client is a] charming man; he discourses in a long
and involved way and is talking total rubbish’. It was clear that from their
arrival in the homes, many of the residents were deemed incapable of
making a contribution to crucial decisions affecting their lives. Another
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written comment, from a resident’s placement review, characterises the
attitude: ‘Mrs X is sadly unable to express her views due to her mental
state’. Nor were they considered capable of participating in the inspection
process. As one of the inspection reports noted:

The inspector attempted to interview six service users. However, with one
exception, all of them were unable to express an opinion because of their de-
mentia. Three relatives were interviewed. The comments received were positive
and indicated that they were satisfied with the care provided. (Commission for
Social Care Inspection, Report of Announced Inspection, participating care
home).

The slight attention given to the residents’ self-expression effectively ex-
cludes people with dementia from any form of participation in or influence
over the support they receive. This amounts to social exclusion in an
absolute form. Such routine exclusion represents what might be described
as ‘cognitive disablism’; and is an example of the discrimination faced by
people with dementia in their everyday lives. There is a pressing need to
move beyond the expediency of labelling the person with dementia as
unable to communicate and to seek out the means by which to recognise,
support and facilitate their input.

Discussion

Care-speak is a particular form of ‘institutional talk’ that is used by care
staff to manage the tasks and requirements of their work (Drew and
Heritage 1992). Heritage (1997) suggested that repeated participation in a
particular type of encounter has a ‘wind-tunnel effect’; that is, it generates
knowledge of the likely responses and an understanding of how certain
ways of managing an encounter minimise resistance or argument. En-
counters between staff and residents in care homes become standardised
through such repetition, and in the process are normalised. These routines
are shaped by and reinforce the context, and the emphasis that they re-
ceive is rarely questioned or problematised. As Butler (1993: 9) proposed,
the performative repetition of norms serves ‘as a process of materialisation
that stabilises over time to produce the effect of boundary, fixity and
surface’. In the settings we observed, the biomedical model of dementia
is the normative framework for the care and is constantly reiterated. In
our view, the patterns of engagement that we identified and the work
invested in maintaining their standardised form is what connects in-
stitutionalised dementia care across time and place and may explain why
strikingly similar conditions have been reported in many developed
countries.
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Much of the strength of the CPCEC project lay in its combination of
various qualitative approaches that gathered data from multiple perspec-
tives. This eclectic evidence revealed that more than one version of the
reality of staff-resident interactions in residential care settings could be
constructed. Indeed, different standpoints led to highly contrasting ac-
counts. Our own observations and filming most closely supported the
comments and impressions offered by the people with dementia who
participated in the project.” Their total exclusion from the planning and
provision of care is all the more questionable as a result. As the social
model of disability gradually becomes more influential in thinking about,
and the practice of dementia care, a very different framework for inter-
preting conditions in care homes is emerging. This includes acknowl-
edging that ‘people with dementia are discriminated against and
marginalized’ (Mary Marshall 1994, quoted in Gilliard ez al. 2005: 576, see
also Graham 2004 on ‘cognitive citizenship’). The CPCEC project
identified a host of unquestioned practices that rest on unsupported as-
sumptions about the minimal potential for communication by and with
people with dementia. These practices have the outcome of excluding
residents from even the most rudimentary participation in decisions af-
fecting their lives.

In the absence of the level of personal knowledge of a resident that
derives from a direct relationship, institutionalised care is organised
around a symbolic order and system of values. With little space to reflect
upon or question care practice, the staff maintain order in a manner that is
at best only tenuously linked to the expressed needs of residents and at
times directly antithetical to what are commonly considered the tenets
of good-quality care: personalised support; the promotion and facilitation
of independence and agency; and taking the presenting opportunities to
maintain a resident’s sense of self and social identity.

Recommendations and conclusions

The ability to communicate relates only superficially to whether a person
can participate in a conversation or respond appropriately to a line of
questioning. Communication is the means by which people maintain inter-
personal attachments. Such attachments underpin wellbeing and per-
sonhood. When a person is labelled ‘unable to communicate’ they are
denied the right to a relationship with the world they inhabit. At present,
the opportunity to engage meaningfully with others and maintain a social
presence is incidental to the care and support on offer in dementia-care
settings. As Bender and Cheston (1997: 523) observed, these are conditions
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where the person with dementia has ‘no place or permission to talk about
themselves’. Indeed, residents are commonly assumed to be incapable of
meaningful social interaction.

On the context of care, the interviews with care workers underlined how
workload pressures shape care practice in an unwelcome fashion. The
observations and filming revealed low overall levels of communication. It
1s difficult to escape the conclusion that higher staffing levels in dementia
care would enhance the level and quality of communication between staff
and residents. There is a need to review how this type of care is funded, the
pay it attracts and how the staff ratio might better reflect the need to
provide relationship-oriented care. The findings support the proposition
that effective communication is crucial to the development of dementia
care, but that communication skills are currently accorded a low priority and
vary considerably from one worker to the next. This provides an argument
for more formal recognition of these skills and competencies. The job
descriptions for dementia-care staff should prioritise communication skills
and reinforce the message that meaningful communication is a constituent
element of dementia-care practice. The study has provided ample evi-
dence of the need to create time and space for care workers to reflect upon
and discuss communication whilst at work. The inspection framework
might usefully include standards for staff support. During the interviews,
the care workers struggled to articulate the communication skills they
employed. Both training and work-place support for dementia-care staff
could address this through development of a rich and elaborate discourse
to represent and convey the detail of what is involved when effective
communication takes place. There is a need for a new lexicon of dementia
care.

In this gendered field of employment, the emotional dimension of de-
mentia care is typically overlooked, and receives little in the way of formal
support, but the emotion work of care staff is crucial to what they do, not
least because it enhances and supports communication. It behoves care-
providing organisations to recognise and to increase support for emotion
work. Our findings indicate this has implications for the wellbeing of both
staff and residents. The mundane tasks associated with daily living enjoy
an inexplicable and overriding priority in dementia care. We were able to
observe little else beyond these routines of care in the way of engagement and
stimulation. Notable features of the conditions we observed included the
absence of sustained periods of contact between staff and residents, and
the scarcity of encounters during which residents were encouraged and
supported in making an active contribution. These findings cross-cut dif-
ferent types of institutional care and demonstrate the importance of
evaluating dementia care through attention to the level and quality of
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communication. Many workers we spoke to indicated that prolonged
periods of contact with residents were perceived as ‘time-out’ from work,
yet many desired the opportunity to build relationships with the people
they support. Such conditions provide grounds for re-evaluating the role
of the dementia care worker in favour of an emphasis upon relationships
over task completion.

The ‘care-speak’ mode of communication employed by care workers
supports the everyday patterns of care. The corrosive impact of standard-
ised interactions is largely overlooked as a result. There is a pressing need
to provide care staff with the resources to challenge ‘care-speak’ and to
develop a more situation-specific approach to communication. The pro-
motion and support of communication in dementia care is for purposes beyond
and quite separate from the efficient completion of tasks. Staff training
needs to address communicative challenges and provide support in over-
coming them. Such training must lift communication skills from the task-
based culture of ‘getting things done’ to recognition of why maintaining
relationships with people with dementia is crucial. There is a need to
impress upon all who are involved in the care and support of people with
dementia that meaningful communication is a fundamental right and re-
quirement. Our findings suggest that an underlying comprehension of the
rationale behind effective communication is not well established in resi-
dential care environments.

The filming and observation revealed the potential benefits of relation-
ships between residents, but we observed a multitude of artificial barriers to
maintaining such connections. Efforts to support communication in de-
mentia care should extend beyond a narrow focus on staff-resident rela-
tions to facilitate the friendships and affiliations that people with dementia
may offer one another, and to develop relations beyond care home walls.
Our findings show that people with dementia can and should be consulted
and included in the planning and provision of care. Their participation is a
right that is currently denied to them, and this routine denial constitutes
discrimination. We have outlined the benefits associated with structured
attention to communication. This includes building a personalised com-
munication record of residents based on repeated contacts and observa-
tions. Where more familiar channels of communication are problematic,
alternative approaches to consultation should be integral to dementia care
supported by recognition of why inclusion is vital to all care service users and
the organisations that support them. Far from being a condition that
erodes a person’s capacity to communicate, we have found that dementia
generates an array of creative responses from those affected by it, in an
effort to connect meaningfully with others. Once this is accepted, doors
open to new possibilities and a different story can be told.
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NOTES

1 For a more detailed review of research on dementia and communication see Ward
et al. (2002 a, 2002 b).

2 The design of the project enabled the hypothesis to be tested, but the Director did not
inform the research team of this until after the completion of fieldwork. The research
team were blind to the hypothesis.

3 Schreiner ef al. (2005) report making comparable modifications to the McCann (1997)
observational tool.

4 Supporting the findings of a recent study that revealed homes registered as EMI and
non-EMI offer a similar service (Reilly ez al. 2006).

5 Thomas (1993: 663) has highlighted the importance of distinguishing between ‘the
privately experienced emotional or feeling state of the person doing care work and
the publicly expressed ““emotional input” of the carer in the caring relationship’.

6 Michael is a pseudonym.

7 See Aggarwal et al. (2003) for a fuller discussion of this aspect of the project.
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